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Abstract

Beginning in July 2005, several major medical journals, including the Journal of Medical Internet Research, will only consider
trials for publication that have been registered in a trial registry before they started. This is to reduce publication bias and to
prevent selective reporting of positive outcomes. Asexisting clinical trial registers seem to be unsuitable or suboptimal for eHealth
studies, afree International eHealth Study Registry (IESR) has been set up, allowing registration of trials (including non-randomized
studies) in the field of health informatics and assigning an International eHealth Study Number (IESN). The IESR should meet
the requirements of journal editors for a-priori registration of a study. We hope IESR will become the preferred choice for
registration of eHealth studies and, as an secondary benefit, will become an international repository of ongoing eHealth projects,
thereby enhancing global collaboration and reducing duplication of effort.

(J Med Internet Res 2004;6(3):e35) doi:10.2196/jmir.6.3.€35
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Compulsory Registration of Studies as
Requirement for Publication

This month some of the world's|eading medical journals under
the umbrellaof the International Committee of Medical Journal
Editors (ICMJE) made an important and far-reaching
announcement: they will not publish trials in the future unless
they have been registered before they started [1]. To be
considered for publication in these journals, trials that begin
enrollment of patients after July 1, 2005 must register in atrials
registry at or before the onset of enrollment. For trialsthat begin
enrolment before thisdate, the journalswill require registration
by September 13, 2005. (See multimedia appendix for the
|CM JE statement). With this measure, editors of journals hope
to effect widespread registration of trials to counter selective
reporting and publication bias. IMIR will join thisinitiative and

http://www.jmir.org/2004/3/e35/

will (after July 1, 2005) publish only randomized trial s or cohort
studies which have been registered before starting enrollment.
JMIR has also created aregistry for eHealth studies and urges
all eHedlth researchers to register their planned or ongoing
projects, regardless of whether they intend to submit them to
this or other journals.

The mandatory registration of clinical trials has been demanded
for amost 20 years and is overdue [2-4]. The new requirement
from many of theworld'sleading journalsis abreakthrough for
ensuring the quality of clinical research. It is long known that
negativetrialsarelesslikely to be published than positivetrials
[4], and that this leads to a problem called “publication bias’,
with somebody just appraising the published literature coming
to a more positive conclusion about the effectiveness of an
intervention than somebody who would be aware of all trial
results. Although widespread use of tria registers will not
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prevent negative trials from remaining unpublished, it will at
least help systematic reviewers identify unpublished trials and
will improve the quality of published study reports. While the
Internet has already been a very useful tool helping systematic
reviewers discover ongoing and planned research, this has
required tedious “ detective work” for systematic reviewers to
find clues on the homepages of researchers and funding agencies
[5]. With Web-based trial registers, investigatorswill now leave
digital trails on the Internet so that knowledge synthesis
researchers can contact the investigators for further information.
Furthermore—and perhaps even moreimportantly — registration
of key data such as the primary outcome measures and trial
duration before the trial starts may prevent post hoc “data
dredging” (fishing for significance) or selective reporting.

A recent high-profile case of alleged selective reporting was
the drug company- sponsored CLASS trial, which compared
gastrointestinal toxicity of Celecoxib against other nonsteroidal
anti-inflammatory drugs (NSAIDs) [6]. Investigators were
accused of intentionally misleading readers by reporting only
the more favourable 6-month outcomesfor atrial that lasted 12
months — a fact that was not reported in the final publication
[7,8]. According to critics of the publication, most of the ulcer
complications occurred in the second half of the study period,
and if 12-month outcome data had been compared, some of the
drug's apparent safety advantage would have been diminished.
The investigators deny any wrongdoing and said that the
reported data “ best reflected the comparisons they were trying
to make[9].”

The prevalence of cases where pharmaceutical companies try
to intentionally mislead peer reviewers and the public is
unknown. However, investigator-driven, well-intentioned
selective reporting is likely to be widespread. In an attempt to
make their manuscripts more interesting and to increase their
chances of acceptance by journals, investigators almost routinely
highlight the positive findings and sometimes do not mention
the negative outcomes. Not reporting all the negative findings
is, of course, isaproblem, asit concealsthe fact that the positive
result could be spurious finding: If investigators make 20
different comparisons (eg, measure 5 outcomes on 4 different
pointsin time) at least one will be statistically significant on a
5% level by chance aone. If investigators report only this one
“positive” comparison, without mentioning that they made 19
other comparisonswhich were all negative, the reader ismidled.
In onerecent analysis, where the protocol s of studies submitted
to an ingtitutional review board were systematically compared
against publications of these studies, 62% of at least primary
outcome was changed, introduced, or omitted. On average 50%
of efficacy and 65% of harm outcomes per tria were
incompletely reported; and statistically significant outcomes
were more likely to be reported than non-significant results
[10]. In health informatics, where researchers often do
exploratory studies by measuring multiple outcomes, selective
reporting is likely to be highly prevalent.

The Case for an eHealth Study Registry

Although the ICMJE initiativeisexciting and isto be wel comed,
those primarily interested in the evaluation of non-drug

http://www.jmir.org/2004/3/e35/
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interventions (such as eHealth interventions) are left confused.
The signatories of the ICMJE editorial define aclinical trial as
“any research project that prospectively assigns human subjects
to intervention or comparison groups to study the
cause-and-effect relationship between a medical intervention
and a health outcome.” Despite this seemingly broad definition,
the ICM JE initiative and the surrounding discussion are focused
on drug trials. This focus is demonstrated by the ICMJE's
endorsement of clinicaltrials.gov as the preferred registry
[11,12]. Asothershave pointed out [13], clinicaltrial s.gov offers
registration only to "(US) federal agencies sponsoring the
clinical research studies (both interventional and observational
trials), private sponsors that have submitted an Investigational
New Drug Application (IND) to the Food and Drug
Administration (FDA), such as pharmaceutical companies, and
organizations representingIND sponsors.” Not only is the
clinicaltrials.gov registry restricted to US-funded trids, it
practically excludes most eHealth and health informaticstrials,
if they do not study regulated interventions such as drugs or
medical devices.

Secondly, eHealth and medical informatics studies often look
at more effective services, health services utilization or other
variables related to the health care system as endpoints. It is
uncertain whether such studies are covered by the definition of
the ICM JE which focuses on * health outcomes’. To be on the
safe side, and also to ensure digibility for publicationin IMIR,
the British Medical Journal (BMJ) or other journals, we
recommend that all researchers prospectively register their
studiesin aregistry — but which one?

Although there are commercial trial registers available which
provide aternatives to clinicaltrials.gov, these are not always
the best choice for eHealth trials. One register, Current
Controlled Trias (CCT), assigns, for a fee of about $150, an
International Standard Randomized Controlled Trial Number
(ISRCTN). This trial register does not meet the ICMJE
requirements because it is private and for-profit and lacks
backing by apublic ingtitution such asauniversity. Also, it does
not meet some eHeal th research community requirements, such
as a health informatics-specific thesaurus to index the trials.
Furthermore, the scope of CCT is “a clinical study in which
two (or more) forms of care are compared, and in which the
participants are all ocated to one of theforms of carein the study,
in an unbiased way, by using the play of chance” Thus, this
register focuseson “clinical care” (doesthisinclude home care?)
and isrestricted to randomized studies, whilewethink that other
types of studies, which may be equally or more suitable in our
field, should also be registered [14].

The International eHealth Study Registry (IESR)

To meet the requirements of the eHealth and medical informatics
community, we have set up an eHealth study registry on the
JMIR site, which should meet the requirements of most journals.
Our non-profit International eHealth Study Registry (IESR)
will assign a International eHealth Study Number (IESN) to
each submitted study. We hope |ESR will becomethe preferred
choice for registration of eHealth studies and, as an secondary
benefit, will become an international repository of ongoing
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eHealth projects, thereby enhancing global collaboration and
reducing duplication of effort.

Doesit make senseto create yet another registry? Yes, because
itisunlikely that only asingle endorsed trial register will serve
for al trialsin the world. It is more likely (and thisis partly a
current reality) that multiple domain-, funder- or
country-specific registers will exist. All will be accessible on
the Internet and made interoperable and cross-searchable
forming alarge “Meta-Register”. In the end it will not matter
where atrial or research project has been physically registered.
Thisissimilar to the Santa Fe Open Archives standardsin Open
Access publishing that enable harvesters to search across
different archives. With thisin mind, it seemsimportant to add
the criterion “interoperability” to the list of trial register
requirements, which is neither mentioned by the ICMJE [1] nor
the BMJ[13].

In addition to developing an eHealth study-specific thesaurus
and indexing system based on registry submissions, other
innovations distinguish IESR from generic registries such as
clinicatrias.gov or CCT. For example, we will provide a
“results’ field in the database, making it easy for registrants of
the eHealth research to report their results in a very short form
or to link to subsequent publications. In addition, the register
will have aone-click “submit for publication” button to submit
the protocol with the short resultsfor publication to IMIR. The
report will then be peer reviewed and can be published as a
short report or letter to the editor, so that it can be indexed in
bibliographic databases such as Medline. The rationale for this
featureisthat health informaticsisan areain which asignificant
proportion of research regarding, for example, introduction of
information technology in hospitals or provision of eHealth
gadgetsto consumers remains unpublished [11]. In many cases
authors never write up research because of lack of time or
motivation, and this*" one-click-submit-for-publication” feature
may encourage authors to publish their findings at least as a
short report.

Scope of the [ESR

It is important to understand that the scope of the registry is
wider than registration of eHealth studies intended for
publication in IMIR. We hope that the registry becomes a
database of planned and ongoing research where al studies
related to information and communication technologies (ICT)
in health are submitted, regardless of where authors plan to
submit the results for publication. We define an eHealth study
as any type of empirical research, evaluation and devel opment
activity studying the effect of ICT interventionsin a health or
health services context. ICT includes Internet and Intranet
applications, studies of Web-based interventions, telehealth,
telemedicine, clinical informatics applications (Hospital
Information Systems, decision support) and consumer health
informatics. Apart from RCTs we expect also other types of

Eysenbach

longitudinal studies or even cross-sectional and qualitative
studies to be submitted and registered.

We recommend registering only concrete projects (ie, those
which have aready secured funding or are about to be started)
as opposed to mere ideas. As described in a separate editorial
[16], we are also offering peer review and publication of
complete protocolsin IMIR, but registration of the study in the
|ESR and publication of the protocol are separate processes and
take place independently of each other.

Registration Process

The registry (which is non-profit and hosted at the Centre for
Global eHealth Innovation in Toronto, Canada) is a database
which allows investigators (or their proxies, such as research
associates or funding agencies) to publish their research protocol
in an abbreviated format. The content will be reviewed by a
registry editor, and the principal investigator [PI]) will be
contacted to confirm the details of the study. Entries will not
be copyedited or peer reviewed. The primary purpose is to
disclose the important information from the protocol such as
study question and endpoints to be measured prior to starting
thetrial. However, investigators can al so add other information
such asthe profile of adesired collaborator.

The system will assign an unique International eHealth Study
Number (IESR). Theregistry meetsthecriteriaof journalssuch
as JMIR or the British Medica Journal (BMJ). As
clinicaltrials.gov does not accept non-US funded trials, it is
anticipated that the signatories of the ICMJE editorial will also
accept studies with protocols published in the IESR to meet
their requirement of advance registration before a study can be
published.

Investigators will be able (and will be encouraged) to
continuously update their entries, with older versions being kept
on file and retrievable for archival purposes.

The IESR database is designed to be complementary to other
registries such as clinicaltrials.gov, not competitive. IESN will
primarily contain studies that are not eligible for registration
on clinicaltrials.gov. There will also be cross-links if atrid is
also entered in other tria registers.

The Goal: “Openness” and Excellence in
eHealth Research

A natural synergy exists between an Open Access eHealth
journa and atrial registry; both journal and registry share the
common vision of enhancing access to research information
and promoting “openness’ of research processes and results. In
combination with IMIR's new feature of offering peer review
of research protocols[16], we hope that these will be important
steps in our quest to improve the quality of eHealth research
and to generate and disseminate high-quality evidence in the
field.

http://www.jmir.org/2004/3/e35/
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Appendix 1

Clinical Trial Registration: A Statement from the International Committee of Medical Journal Editors
[PDEfile, 40 KB - jmir_v6i3e35 appl.pdf ]
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Abstract

Peer-review and publication of research protocols offer several advantagesto al partiesinvolved. Among these are the following
opportunities for authors: external expert opinion on the methods, demonstration to funding agencies of prior expert review of
the protocol, proof of priority of ideas and methods, and solicitation of potential collaborators. Wethink that review and publication
of protocolsisanimportant role for Open Accessjournals. Because of their el ectronic form, opennessfor readers, and author-pays
business model, they are better suited than traditional journals to ensure the sustainability and quality of protocol reviews and
publications. In this editorial, we describe the workflow for investigators in eHealth research, from protocol submission to a
funding agency, to protocol review and (optionally) publication at IMIR, to registration of trialsat the International eHealth Study
Registry (IESR), and to publication of thereport. Oneinnovation at IMIR isthat protocol peer reviewerswill be paid ahonorarium,
whichwill bedrawn partly from anew submissionfeefor protocol reviews. Separating the article processing feeinto asubmission
and a publishing fee will allow authors to opt for “peer-review only” (without subsequent publication) at reduced costs, if they
wish to await afunding decision or for other reasons decide not to make the protocol public.

(J Med Internet Res 2004;6(3):€37) doi:10.2196/jmir.6.3.e37
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It has long been advocated that journals take on a more active -«
role in the “primary prevention” of poor research not only by

peer reviewing final reports but by becoming involved earlier
inthe processthrough reviewing research protocols[1-3]. Even
though some protocols are reviewed at a funding agency, itis
also afact that many projects (in particular smaller projectsin

eHealth) are never subjected to this scrutiny. Even if projects

promotion of recruitment of cooperating centres and trial
participants

helping researchers in funding applications

prevention of poor research

prevention of data dredging by documentation of intended
analyses

establishment of priority of an important idea

receive funding agency assessment, researchers and society may
still benefit from a prior peer review and possible subsequent
Medline-indexed publication. The arguments for doing so
include the following [1]:

« highlighting good-quality studies at an early stage

« contribution to a register of selected trials, to reduce
publication bias against negative (neutral) or inconvenient
findings

http://www.jmir.org/2004/3/e37/

In addition, the current development of journal editors asking
for trial registration prior to enrollment of participants[4] places
a renewed emphasis on the quality of the research protocol.
Research protocolswill undergo more scrutiny inthe future[5]
as peer reviewers of tria reports, having access to some key
points from the protocol through thetrial registry entry, will be
ableto read the submitted paper in the context of what had been
proposed originally.
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JMIR now also encourages submissions of protocols for peer
review and (optionally) subsegquent publication. This, in
conjunction with its newly established study register, will
increase the possibility of other researchers (such as systematic

Eysenbach

reviewers) finding negative and ongoing studies. It is also part
of alarger vision of making JIMIR a one-stop-shopping site by
offering services for eHealth researchers at all stages of the
knowledge production and dissemination cycle.

Figure 1. Possible“workflow” from the conception of an eHealth study to its publication
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The possible “workflow” from study conception to publication
is shown in the figure. Authors have the opportunity of
submitting a research protocol for peer review to IMIR (point
1in figure) either before or after submitting it to the funding
agency. Peer review at IMIR will encompass suggestions for
improvement and an expert opinion on the value of theresearch
plan. Authors may either incorporate the suggested changes and
resubmit the revised version, or publish the unchanged protocol
alongside the peer-review report (2), or opt to refrain from
publication. In addition, authors are, under the new policy of
most medical journals, now required to register their studies.
Thiscan be done at the new International eHealth Study Register
(IESR) located at IMIR [4]. The registry will assign a unique
IESN (International eHealth Study Number) to the study and
create a database entry summarizing some of the study
information, including links to the published protocol or
subsequent publications. After study completion, authors may
submit a full paper to IMIR (5) or other journas, or — if
time-constraints prevent authors from writing a full paper — at
least publish the database entry with a short comment on the
results as a letter or short report in IMIR [4].

http://www.jmir.org/2004/3/e37/

} . Or short report
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Peer reviewers of protocols will be asked to use different
standards from those used for peer-reviewed articles. There will
be no “accept” or “decling” decision except in cases where the
protocol is off-topic (see journal scope) or is clearly ethically
or scientifically flawed. Reviewers are asked to comment on
the existence of potential flawswhich might threaten the validity
of theresearch, to make suggestionsfor overcoming these flaws
if they exist, or to suggest minor improvements to the research
plan or the writing.

The peer review and optional publication of protocols will be
Separate processes, in that the author may have the protocol
peer reviewed only and not proceed to publication. The option
of “peer review only” might be used by some investigators to
obtain peer-review input before submission to a funding body
while reserving disclosure of the research plan until after
funding. Others might prefer to publish in order to be able to
cite a fully peer-reviewed research protocol in a funding
proposal, while some might wish to use the publication option
after success of the funding applications in order to claim
priority of the research ideas outlined in the protocol.
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Peer review and publication of protocols will have a different
cost structure from regular article submissions to JMIR. For
normal research papers, authors' institutions or authors pay an
article processing fee (currently set at $750, payable at step 5
inthefigure) only if the articleis accepted for publication. The
fee covers costsincurred both at peer-review and at publication.
For protocol submissionsonly, IMIR isintroducing a separated
fee. A $250 levy, payable upon submission, will cover the costs
of honoraria to peer reviewers, and a separate $500 fee will
cover the copyediting and typesetting costs of the optional
publication. IMIR needsto recover the costs of peer reviews of
protocolswhich are not published, while researchers might view
the submission fee as payment for value received in the peer
review.

To our knowledge, IMIR isthefirst Open Accessjournal taking
this critical step of levying a submission fee. To encourage the
sustai nability and quality of Open Accessjournals, the Science
and Technology Committee of the House of Commons of the
United Kingdom hasin fact recommended this step. Inits Report
the Committee stresses, “ The introduction of a submission fee
would be an important step towards ensuring the quality of

Eysenbach

scientific publications and we strongly recommend that
author-pays publishers introduce this system [paragraph 174
and recommendation 67] [6].”

As peer reviewers may find review of protocols less appealing
than review of finished research, we will offer an honorarium
as a small incentive. This will help maintain the quality of
reviews and promote a quick turnaround time. Authors will
have the opportunity to nominate specific reviewers whom we
will approach first, but we reserve the right to replace them if
they decline or seem unsuitable.

Thismodel is an experiment, but we think it isviable. Protocol
review and publication may become an important rolefor Open
Access journals. Clear advantages flow to all parties in the
process. Authors obtain external expert opinions on their
methods and are able to show funding agencies reviewed
protocols. They are also able to document priority of ideas and
methods and to solicit potential collaborators. Open Access
journals because of their electronic form, openness for readers
and author-pays businessmodel are better suited than traditional
journals to provide the sustainability and quality of protocol
review and publication.
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This issue contains two interesting papers on Web survey
methodology, which reach different conclusions about the
potential of Web surveys. Particular attention is directed to
relative responserates. A high responserateis commonly taken
as an indicator of survey validity.

Leeceet a used systematic sampling to assign one half of alist
of orthopedic surgeons to a Web survey and the other half to a
mail survey [1]. They observed that the Web survey produced
a significantly lower response rate than the mail survey, and
cautioned, “ Researchers should not assume that the widespread
availability and potential ease of Internet-based surveys will
tranglate into higher response rates.” In contrast, Ritter et al,
who recruited participants from the Internet and randomly
assigned them either to a mail survey or to a Web survey,
observed different results[2]. They found that participation was
at least as good as if not better among the Web survey group
than among those receiving questionnaires by mail. In addition
the investigators found that the responses to 16 health-related
guestions did not differ significantly between the two study
groups.

The different findings can be explained by the respective
recruiting strategies. Ritter et a recruited participants over the
Internet. Clearly, respondents recruited on the Web are more
likely to respond to a Web survey than the general population.
The finding is nonethel ess interesting because it is not obvious
that the response rate to a Web survey would be higher than to
amail survey even among Internet-savvy respondents. A Web
survey typically achieves a higher response rate when
respondents are contacted by e-mail rather than by mail [3].
Anaogously, amail survey typically achievesahigher response
rate when respondents are contacted by mail rather than by
e-mail. It is possible that recruiting respondents on the Web
also reduces the response rate of a mail survey because the
recruiting mode is different from the response mode.

Both Ritter et a and Leece et a survey specia rather than
general populations [1,2]. Ritter et al recruit respondents from
the Internet [2]. Leece et ad have a master list of orthopedic
surgeons [1]. They also have e-mail addresses for 79% (all but

http://www.jmir.org/2004/3/e31/

45 respondents) of the respondents in the Web survey arm. A
much greater challenge would be to conduct a Web survey of
ageneral population for which no master list of e-mail addresses
is readily available. One approach, contacting respondents by
mail and encouraging response by Web with a mail fallback
option, is discussed in Schonlau et a [4]. This approach is not
very practical because the second response mode requires
additional resources and slows the survey down.

Ritter et al's survey and most Web surveys are conducted with
convenience samples rather than with random samples [2]. In
a convenience sample participants are selected, in part or in
whole, at the convenience of the researcher. In arandom sample
the researcher ensures that each member of that popul ation has
a known probability (for example, equal probability) of being
selected. For example, a sample of respondents recruited from
newsgroup postings is a convenience sample for most
populations of interest. Eysenbach and Wyatt note, “In 'open'
web-based surveys, selection bias occurs through
self-selection of participants, ..." [5]. Such selection biasimplies
a convenience sample because the probability of selection is
unknown.

Whether Web surveys will develop into mainstream survey
research tools depends on the possibility of drawing inferences
from convenience samples. Conventional survey sampling
wisdom holdsthat inferences cannot be drawn from convenience
samples, thereby negating their use—with the possible exception
of pilot studies. Still, convenience samples can be used to
conduct experimentswithin that sampl e. Ritter et al have shown
this with a nice properly-randomized experiment within a
convenience sample; whether the larger sampleisrepresentative
issecondary [2]. Ritter et a'sfinding would not hold for people
without access to the Internet [2]. Other experiments can be
conducted with a single convenience sample, including testing
of response order effects (in visual response modes the first
answer choice tendsto be chosen more often) and of anchoring
effects (the answer choice may be affected by the context,
including what was asked in previous questions). Vignettes and
factorial experiments could be inserted in Web surveys based
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on convenience samples. These are exciting research
possibilities.

The possibility of drawing inferencesfrom convenience samples

isacontentiousissue among survey researchers. The excitement
needs to be tempered with rational skepticism.

Health service and biostatistical researchers have traditionally
drawn conclusions from observational studies. The purpose of
the ubiquitous “Table 1" of epidemiological cohort studies
which displays demographical and other information on both
experimental and control groups is to argue that experimental
and control groups are not different with respect to important
confounding variables, such as age and education. Therefore
observed risk or outcome differences between the groups are
indeed due to the exposure to the intervention (or treatment)
and not to observed confounding factors. |n arandomized study,
the experimental design should “automatically” balance the
covariates. For example, it is unlikely that participants in the
exposed (intervention or treatment) group are significantly older
than in the non-exposed (control) group. In a non-randomized
study, such systematic differences are likely to occur due to
selection bias. If in anon-randomized study one can show that
the covariates are balanced, then thereislittle reason to distrust
regression results or other inferences based on observational
data

Rubin's framework for causal inference goes further ensuring
that the covariatesin Table 1 are balanced [6]. Propensity scores
are constructed from logistic regression on baseline variables
that are thought to capture the difference between Web
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respondents and the general population. The propensity scores
can be used to construct subclasses in which covariates are
approximately balanced. One very important assumption isthat
no important unobserved variables affect treatment assignment.
Rubin's approach is widely accepted.

Harris Interactive, a commercial Web survey company, has
adapted Rubin's approach for drawing inferences from Web
surveys[7]. Assignment to treatment or control correspondsto
“assignment” of a respondent to a random or a convenience
sample. Capturing the selection mechanism that distinguishes
a random sample from the convenience sample allows for
adjustment for it. While the selection approach of Harris
Interactive is theoretically sound, the challenge is to ask the
right questionsto capture the difference between the online and
offline populations. | am involved in a study which explores
thefeasibility of moving aportion of the Health and Retirement
Survey (HRS), alarge-scale US panel survey, onto the Internet
in future survey waves. | have recently applied the propensity
scoring approach to the HRS with early encouraging results[8].

Will inferences drawn from convenience samples achieve the
rigor required by mainstream research? | am hopeful of this
possibility. In the past researchers have rejected the possibility
of drawing inferences from mail surveys because they were
self-administered. Currently mail surveys are certainly
considered “mainstream”. The possibility of inference based
on convenience samples is one of severa exciting research
opportunities in Web survey research. Leece et al and Ritter et
al have stimulated usto further consideration of the expanding
research frontier [1,2].
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Abstract

Analogousto checklists of recommendations such asthe CONSORT statement (for randomized trials), or the QUORUM statement
(for systematic reviews), which are designed to ensure the quality of reportsin the medical literature, achecklist of recommendations
for authors is being presented by the Journal of Medical Internet Research (JMIR) in an effort to ensure complete descriptions
of Web-based surveys. Papers on Web-based surveys reported according to the CHERRIES statement will give readers a better
understanding of the sample (self-)selection and its possible differences from a “ representative” sample. It is hoped that author
adherence to the checklist will increase the usefulness of such reports.

(J Med Internet Res 2004;6(3):€34) doi:10.2196/jmir.6.3.e34

Introduction

The Internet is increasingly used for online surveys and
Web-based research. In this issue of the Journal of Medical
Internet Research we publish two methodological studies
exploring the characteristics of Web-based surveys compared
to mail-based surveys [1,2]. In previous issues we have
published Web-based research such as a survey among
physicians conducted on a Web site [3].

As explained in an accompanying editorial [4] aswell asin a
previousreview [5], such surveys can be subject to considerable
bias. In particular, bias can result from 1) the non-representative
nature of the Internet population and 2) the self-selection of
participants (volunteer effect). Often online surveys have avery
low response rate (if the number of visitors is used as
denominator). Thus, considerable debate ensues about the
validity of online surveys. The editor and peer reviewers of this
journal are frequently faced with the question of whether to
accept for publication studies reporting results from Web

http://www.jmir.org/2004/3/e34/

surveys (or email surveys). There is no easy answer to this
guestion. Often it “just depends’. It depends on the reasons for
the survey in the first place, its execution, and the authors
conclusions. Conclusions drawn from a convenience sample
arelimited and need to be qualified in the discussion section of
apaper. On the other hand, we will not, as many other journals
do, routinely reject reports of Web surveys, even surveys with
very small response rates, which are typical of electronic
surveys, but decide on a case-by-case basis whether the
conclusions drawn from a Web survey are valid and useful for
readers. Web surveys may be of some use in generating
hypotheses which need to be confirmed in a more controlled
environment; or they may be used to pilot test a questionnaire
or to conduct a\Web-based experiment. Statistical methods such
as propensity scores may be used to adjust results [4]. Again,
it all depends on why and how the survey was done.

Every biased sample is an unbiased sample of another target
population, and it is sometimes just a question of defining for
which subset of apopulation the conclusions drawn are assumed
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to be valid. For example, the polling results on the CNN Web
site are certainly highly biased and not representative for the
US population. But it is legitimate to assume that they are
“representative” for visitors to the CNN Web site who choose
to participate in the online survey.

This illustrates the critical importance of carefully describing
how and in what context the survey was done, and how the
sample, which chose to reply, is constituted and might differ
from a representative population-based sample. For example,
it is very important to describe the content and nature of the
Web site where the survey was posted in order to get an idea
of the peoplewho filled in the questionnaire (ie, to characterize
the population of respondents). A survey on an anti-vaccination
Web site run by concerned parents will have a different visitor
structure than, for example, a vaccination clinic site. It is also
important to describe in sufficient detail exactly how the
guestionnaire was administered. For example, wasit mandatory
that every visitor who wanted to enter the Web sitefill it in, or
were any other incentives offered? A mandatory survey islikely
to reduce a volunteer bias.

Analogous to checklists of recommendations such as the
CONSORT statement (for randomized trials), or the QUORUM
statement (for systematic reviews), which are designed to ensure
the quality of reports in the medical literature, a checklist of
recommendations for authorsis being presented by IMIR in an
effort to ensure compl ete descriptions of e-survey methodol ogy.
Papers reported according to the CHERRIES statement will
give peer reviewers and readers a better understanding of the
sample selection and its possible differences from a
“representative” sample.

The CHERRIES Checklist

We define an esurvey as an electronic questionnaire
administered on the Internet or an Intranet. Although many of

http://www.jmir.org/2004/3/e34/
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the CHERRIES items are also valid for surveys administered
viae-mail, the checklist focuses on Web-based surveys.

While most items on the checklist are self-explanatory, a few
comments about the “response rate” are in order. In traditional
surveys investigators usually report aresponse rate (number of
people presented with a questionnaire divided by the number
of people who completed the questionnaire) to alow some
estimation of the degree of representativeness and bias. Surveys
with response rates lower than 70% or so (an arbitrary cut-off
point!) are usually viewed with skepticism.

In online surveys, thereisno single responserate. Rather, there
are multiple potential methods for calculating a response rate,
depending on what are chosen as the numerator and
denominator. Asthereis no standard methodol ogy, we suggest
avoiding theterm “responserate” and have defined how, at least
in thisjournal, response metrics such as, what we call, the view
rate, participation rate and completion rate should be cal cul ated.

A common concern for online surveysisthat asingle user fills
in the same questionnaire multiple times. Some usersliketo go
back to the survey and experiment with the results of their
modified entries. Multiple methods are available to prevent this
or at least to minimize the chance of this happening (eg, cookies
or log-file/lP address analysis).

Investigators should al so state whether the completion or internal
consistency of certain (or al) items was enforced using
Javascript (ie, displaying an alert before the questionnaire can
be submitted) or server-side techniques (ie, after submission
displaying the questionnaire and highlighting mandatory but
unanswered items or items answered inconsi stently).

The hope is that the CHERRIES checklist provides a useful
starting point for investigators reporting results of Web surveys.
The editor and peer reviewers of this journal ask authors to
ensure that they report the methodol ogy fully and according to
the CHERRIES checklist before submitting manuscripts.
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Table 1. Checklist for Reporting Results of Internet E-Surveys (CHERRIES)

5

I tem Category

Checklist for Reporting Results of Internet E-Surveys (CHERRIES)

Checklist Item

Explanation

Design

IRB (Institutional Review
Board) approval and informed

consent process

Development and pre-testing

Recr uitment processand descrip-
tion of the sample having access

to the questionnaire

Survey administration

Describe survey design

IRB approval

Informed consent

Data protection

Development and testing

Open survey versus closed sur-

vey

Contact mode

Advertising the survey

Web/E-mail

Context

Mandatory/voluntary
Incentives

Time/Date

Randomization of items or
guestionnaires

Adaptive questioning

Number of Items

Describe target population, sample frame. I's the sample a convenience sample?
(In“open” surveysthisismost likely.)

Mention whether the study has been approved by an IRB.

Describe the informed consent process. Where were the participants told the
length of time of the survey, which data were stored and where and for how
long, who the investigator was, and the purpose of the study?

If any personal information was collected or stored, describe what mechanisms
were used to protect unauthorized access.

State how the survey was devel oped, including whether the usability and technica
functionality of the electronic questionnaire had been tested before fielding the
questionnaire.

An“open survey” isasurvey open for each visitor of asite, whileaclosed survey
is only open to a sample which the investigator knows (password-protected
survey).

Indicate whether or not the initial contact with the potential participants was
made on the Internet. (Investigators may also send out questionnaires by mail
and allow for Web-based data entry.)

How/wherewasthe survey announced or advertised? Some examplesare offline
media (newspapers), or online (mailing lists — If yes, which ones?) or banner
ads (Where were these banner ads posted and what did they ook like?). It is
important to know the wording of the announcement asit will heavily influence
who choosesto participate. deally the survey announcement should be published
as an appendix.

State the type of e-survey (eg, one posted on a\Web site, or one sent out through
e-mail). If it isan e-mail survey, were the responses entered manually into a
database, or was there an automatic method for capturing responses?

Describe the Web site (for mailing list/newsgroup) in which the survey was
posted. What is the Web site about, who is visiting it, what are visitors normally
looking for? Discuss to what degree the content of the Web site could pre-select
the sample or influence the results. For example, a survey about vaccination on
a anti-immunization Web site will have different results from a Web survey
conducted on a government Web site

Was it amandatory survey to befilled in by every visitor who wanted to enter
the Web site, or was it a voluntary survey?

Were any incentives offered (eg, monetary, prizes, or non-monetary incentives
such as an offer to provide the survey results)?

In what timeframe were the data collected?

To prevent biases items can be randomized or alternated.

Use adaptive questioning (certain items, or only conditionally displayed based
on responses to other items) to reduce number and complexity of the questions.

What was the number of questionnaire items per page? The number of itemsis
an important factor for the completion rate.
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5

Item Category

Checklist for Reporting Results of I nternet E-Surveys (CHERRIES)

Checklist Item

Explanation

Responserates

Preventing multipleentriesfrom
the same individual

Analysis

Number of screens (pages)

Completeness check

Review step

Unique site visitor

View rate (Ratio of unique sur-
vey vistordunique sitevisitors)

Participation rate (Ratio of
unique visitors who agreed to
participate/unique first survey
page visitors)

Completion rate (Ratio of users
who finished the survey/users
who agreed to participate)

Cookies used

IP check

Log fileanalysis

Registration

Over how many pages was the questionnaire distributed? The number of items
is an important factor for the completion rate.

It istechnically possible to do consistency or completeness checks before the
questionnaire is submitted. Was this done, and if “yes’, how (usually

JAVA Script)? An aternativeisto check for completeness after the questionnaire
has been submitted (and highlight mandatory items). If this has been done, it
should bereported. All items should provide a non-response option such as*“ not
applicable” or “rather not say”, and selection of one response option should be
enforced.

State whether respondents were able to review and change their answers (eg,
through aBack button or a Review step which displaysasummary of the respons-
es and asks the respondents if they are correct).

If you provide view rates or participation rates, you need to define how you de-
termined aunique visitor. There are different techniques available, based on IP
addresses or cookies or both.

Requires counting unique visitors to the first page of the survey, divided by the
number of unique site visitors (not page views!). It is not unusual to have view
rates of lessthan 0.1 % if the survey is voluntary.

Count the unique number of peoplewho filled in thefirst survey page (or agreed
to participate, for example by checking a checkbox), divided by visitors who
visit thefirst page of the survey (or theinformed consents page, if present). This
can also be called “recruitment” rate.

The number of people submitting the last questionnaire page, divided by the
number of people who agreed to participate (or submitted the first survey page).
Thisisonly relevant if thereis a separate “informed consent” page or if the
survey goes over several pages. Thisisameasure for attrition. Note that “com-
pletion” can involve leaving questionnaire items blank. Thisis not a measure
for how completely questionnaires werefilled in. (If you need a measure for
this, use the word “completeness rate”.)

Indicate whether cookies were used to assign a unique user identifier to each
client computer. If so, mention the page on which the cookie was set and read,
and how long the cookie was valid. Were duplicate entries avoided by preventing
users access to the survey twice; or were duplicate database entries having the
same user ID eliminated before analysis? In the latter case, which entries were
kept for anaysis (eg, the first entry or the most recent)?

Indicate whether the IP address of the client computer was used to identify po-
tential duplicate entries from the same user. If so, mention the period of time
for which no two entries from the same IP address were allowed (eg, 24 hours).
Were duplicate entries avoided by preventing users with the same | P address
access to the survey twice; or were duplicate database entries having the same
IP addresswithin agiven period of time eliminated before analysis? If the latter,
which entries were kept for analysis (eg, thefirst entry or the most recent)?

Indicate whether other techniques to analyze the log file for identification of
multiple entries were used. If so, please describe.

In“closed” (non-open) surveys, usersneed to loginfirst anditiseasier to prevent
duplicate entries from the same user. Describe how this was done. For example,
was the survey never displayed a second time once the user had filled it in, or
was the username stored together with the survey results and later eliminated?
If the latter, which entries were kept for analysis (eg, the first entry or the most
recent)?
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B Checklist for Reporting Results of I nternet E-Surveys (CHERRIES)
Item Category Checklist Item Explanation
Handling of incomplete ques-  Were only completed questionnaires analyzed? Were questionnaires which ter-
tionnaires minated early (where, for example, users did not go through al questionnaire
pages) aso analyzed?

Questionnaires submitted with  Someinvestigators may measure the time people needed tofill in aquestionnaire
an atypical timestamp and exclude questionnaires that were submitted too soon. Specify thetimeframe
that was used as a cut-off point, and describe how this point was determined.

Statistical correction Indicate whether any methods such as weighting of items or propensity scores
have been used to adjust for the non-representative sample; if so, please describe
the methods.
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This issue contains three articles on the use of the Internet in
disease management, the anticipated benefits and challenges
associated with this concept, and emerging trends. The studies
presented in this issue aim to determine whether/how the use
of Web-based applications can assist in managing chronic
conditionsover time, improve clinical outcomes and lower costs
both through patient education and physiological monitoring.

The health care sector is facing challenges such as
rapidly-escalating medical costs, growing life expectancy rates
and expanding segments of the population suffering from
chronic conditions such as diabetes, obstructive pulmonary
disease, and congestive heart failure. Several disease
management initiatives aim to reduce the rate of inpatient
hospitalization, the use of emergency room services, and the
number of physician office visits—innovationsthat would allow
people to stay at home enjoying increased quality of life and
independence. A possible reduction of utilization rates would
also lower both clinical and administrative costs.

Several challenges are associated with the diffusion of
Web-based disease management initiatives. Such initiatives
require an infrastructure that will enable efficient and timely
communication among health care providers, case managers,
health plan staff, and caregivers, and that will enable
coordination of all related services. One of the most important
factors, which will greatly affect the growth of such systems,
is, obviously, reimbursement. In the United States in the year
2000, First Health, anational health benefits company based in
Illinois, was one of the first health plans in the country to
reimburse providersfor el ectronic communication with patients
under specific circumstances. Since then, additional insurance
companies and health plans have been redefining their
reimbursement policiesfor online services. In 2003 Blue Shield
of Cadifornia started reimbursing physicians for online
consultations.

Many believe that the Internet can enhance a shift from
institution-centric to patient-centric systems that empower

http://www.jmir.org/2004/3/e33/

individuals with chronic conditionsto play an activerolein the
management of their diseases. A large portion of the population
diagnosed with chronic conditions, however, is of lower
socioeconomic status. Concerns have been expressed that these
citizens might have limited access to the Internet and other
electronic applications, and as aresult might be excluded from
disease management systems dueto the so-called digital divide.

In thisissue, three papersintroduce new conceptsfor Web-based
disease management or specific applications that have been
pilot tested. One of these applications described by Anhgj and
Nielsen is LinkMedica, a Web service for asthma patients and
health care professionals [1]. Link Medica enables asthma
patients to monitor their conditions using an online diary and
enables health care providers to access the patients diary data.
The study describes the first three years of this project and
outlines the reasons that patients seemed to underutilize the
Web service after short periods. The study reports that patients
felt after awhile that the system was not easily integrated into
their daily schedule. Issues of time and inconvenience as well
as psychological factors were addressed. These findings raise
an important ethical concern that is associated with the daily
use of Web-based in-home applicationsfor patientswith chronic
conditions, namely, the “medicaization” of the home
environment or what Bauer cals turning the home into a “de
facto ICU” [2]. Daily use of systemsover longer periods of time
are sometimes perceived as psychologically burdensome to
patients. The second study by Anhgj and Jensen focuses on the
use of the Internet as a tool to enhance lifestyle changes
concerning diet and physical activity [3]. Patients and
practitioners seem to appreciate such applications but the study
illustrates the challenges for their successful implementation.
One of the great challenges is the usability of the system
interfaces. Furthermore, the study indicates that selecting the
type and amount of information that becomeincluded in patient
education systems needs to be customized to the specific needs
of the target audience. Finally, the third paper by Wiecha and
Pollard introduces us to the concept of an interdisciplinary
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e-health team [4]. The Internet is an appropriate platform for
supporting interdisciplinary clinical teamwork. The authors
argue that teamwork supported by properly-designed e-health
applications could help create more effective systems of care
for chronic disease.

Aswe discussed in the call for papersfor thisissue, the factors
that will be critical for the diffusion of Internet-based disease

References
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management systemsinclude the usability of the design, issues
of privacy and confidentiality of data, patient and provider
acceptance, development and maintenance costs, and
reimbursement structures[5]. The studies presented in thisissue
provide us with a better understanding of these challenges and
ways to address them.
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Abstract

African Americanswith low incomesand low literacy levelsdisproportionately suffer poor health outcomesfrom many preventable
diseases. Low functional literacy and low health literacy impede millions of Americans from successfully accessing health
information. These problems are compounded for African Americans by cultural insensitivity in health materials. The Internet
could become a useful tool for providing accessible health information to low-literacy and low-income African Americans.
Optimal health Web sites should include text written at low reading levels and appropriate cultural references. More research
is needed to determine how African Americans with low literacy skills access, evaluate, prioritize, and value health information

on the Internet.

(J Med Internet Res 2004;6(3):€26) doi:10.2196/jmir.6.3.626
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Introduction

Technologies such as the Internet could conceivably enhance
the health knowledge of consumers, but have not adequately
reached socioeconomic groups at highest risk for poor health.
Disparities in income, education, and treatment account for
most of thisexcess[1], but inaccessible health information also
contributes to a higher burden of disease. Many groups
encounter obstacles in accessing health information; we
concentrate on some of the specific barriers encountered by low
socioeconomic status (SES) African Americanswith substandard
literacy skills. While this group has been shown to suffer
excessively from preventable complications of diseases such
as breast cancer and diabetes [2,3], minimal research has been
conducted to determine the utility of the Internet as a means of
improving the accessibility of health information to this
population. This paper identifies some of the difficultiesrelated
to Web usage many low-SES, low-literacy African Americans,
and highlights areas of research that must be examined in order
to optimally design resources for this population.

http://www.jmir.org/2004/3/e26/

Background

Mainstream health information is profoundly inaccessible for
millions of Americanswith low functional literacy. Functional
literacy, asdefined in the National Literacy Act of 1991, reflects
"an individual's ability to read, write, and speak in English and
compute and solve problems at levels of proficiency necessary
to function on the job and in society” [4]. However, a striking
number of Americans are unable to achieve these most
fundamental of aims. According to the American Medical
Association [5], low literacy limits the ability of 90 million
Americansto engage in disease screening or lifestyle modifying
activities. People with low literacy are approximately twice as
likely to be hospitalized as individuals with high literacy [5],
and low literacy has been identified as a barrier to participation
inclinical trials[6].

Our Focus

This paper will focus primarily on defining ways in which
informational obstacles-including those found on the Web-may
hinder health-seeking behaviors of low-SES and low-literacy
African Americans.
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While numerous studies haveidentified low SES as a contributor
to the poor health outcomes presented by some African
Americans, fewer studies of at-risk African Americans have
analyzed their literacy level as another component of their
overal health status. However, distinct linkages exist between
low literacy, poverty, and poor health.

Literacy, Income Levels and Health
Information

In the 1992 National Assessment of Adult Literacy (NAAL)
[7] nearly half of all individuals who read at the lowest defined
literacy level (Level 1) also reported the lowest income levels
of al participants. Because reports of health complications
generaly are greatest among low income and undereducated
people [7,8], low-SES African Americans are therefore, more
likely than high-SES African Americansto present with poorer
health.

The NAAL study [7] further reported that 38% of
African-American participantsweregraded at Level 1 for prose
literacy, and noted that African American families demonstrate
poverty rates up to three times higher than other ethnic groups.
The correlation between low literacy and poverty in this group
suggests that many studies that describe the health behaviors
of low-SES African.

Americans may actualy be applicable to behaviora
characteristics of African Americans with low functional
literacy. Therefore, while thereis a paucity of specific research
on health-seeking behaviors of low-literacy African Americans,
representative results may be found in studies that focus on
low-SES African Americans.

However, available research has not clearly correlated functional
literacy, SES, and health literacy as contributorsto poorer health
outcomesin thisgroup. Health literacy isdefined by researchers
at the National Center for the Study of Adult Learning and
Literacy as "the ability to use written materials to function in
health care settings and to maintain one's health and the skills
needed to advocate for and request needed clarification” [9].
Health literacy impacts the health status of some African
Americans by hindering their comprehension of health-related
topicsand their ability to understand health education materials,
brochures, and physicians' instructions. A study of African
American patients with non-insulin-dependent diabetes in
municipal hospital outpatient settings reported that health
literacy, as measured by the Test of Functional Health Literacy
in Adults, was adeguate in only 25% of established patients
[10]; this undermined the ability of patients to navigate the
health care environment. A study by Morhmann et a [11]
determined that " printed educational materials on breast cancer
do not adequately provide information to undereducated,
economically disadvantaged African-American women", an
observation confirmed in other analyses of breast and prostate
cancer-prevention materials [12,13].

Impact on Health Literacy

While the aggregate impact of functiona literacy on health
literacy has not been clearly identified by research, low
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functional literacy does limit the ability of individuals to read
and comprehend health education materials. Therefore, poor
reading skills are likely to limit health literacy and healthy
practices supported by written health materials, and may impact
health outcomes in the low-SES African-American population
[9]. New nationwide initiatives, including the "Ask Me Three"
Campaign by the Partnership for Clear Health Communication
train the health community to better communicate with
low-health literacy individuals, however, inadequacies persist
in the development of educationally appropriate materials for
African Americans with low incomes and literacy.

Thelnternet as an Accessible Health Tool

The Internet may comprise amore accessible, dynamic tool for
improving health literacy than current health resources and
interventions designed for this group. Internet health Web sites
may circumvent some of the typical distribution concerns
associated with print health materials. These Web sites may
also incorporate multiple mediums to convey information;
conceivably this could reinforce comprehension for the
low-literacy individuals who access a site.

Isthe Internet valued by low-SES African Americansasasource
of health information? While no studies directly address this
guestion, Zarcadoolas et a [14] found that health information
would be the highest priority search category for low-SES
White, Latino/a, and African Americans if they were to access
the Internet. Robinson et al [15] further reported that while only
5% of multi-ethnic, low-SES individuals surveyed had used the
Internet for health information, nearly half believed that they
could find trustworthy and reliable medical information on the
Internet . Moreover, home I nternet access by low-SES African
Americans rose more than three-fold between 1994 and 1998,
and African Americans also comprise the largest category of
Internet users who access the Web outside of their homes[16].

While these statistics are initially promising, a more
comprehensive examination must be conducted to determine
the utility of current online health materials for low-literacy,
low-SES African Americans, and whether available online
resources measurably impact the health literacy of this group.
Because no such studies have yet been conducted within this
areaof research, it isdifficult to ascertain whether online health
materials are beneficia to this population. However, literacy
may be the most daunting barrier to successful Internet access
by low-SES, low-literacy African Americans. In one example,
researchers noted that 91% of neurology information on the
Web was written at a ninth grade or higher level [17]. Berland
et a [18] determined that a collegiate reading level was the
average required reading level for 25 English-language health
Web sites. The Children's Partnership [19] further indicated that
of 1000 Web sites evaluated, only 10 were appropriate for
low-literacy adults. These numbers suggest that an alarming
paucity of relevant sites exist for al low-literacy individuals.
Wilson et a [20] studied ethnic cancer education materials on
the National Cancer Institute's CancerNet Web site and
demonstrated that the required reading level was 12th grade and
cultural references were not adequately specific to the ethnic
groups targeted. These results suggest that members of ethnic
groups who have low or moderate reading skills may have
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unique difficulties accessing health information on reputable
Web sites.

Health Web sites or pages that are culturally sensitive may, in
fact, be particularly important for online African Americans
and members of other cultural groups. Culturaly sensitive
materials present information in aformat that reflectsthe beliefs,
practices, and values of a target demographic population.
Previous studies have underscored that while racial and ethnic
groups consist of highly diverse individuals, visual cues (ie,
pictures of African Americans) or lifestyle and historical
references may add value to information targeted towards a
specific population [21,22]. In one study, Brodie et a [23]
sampled opinions of self-reported African Americans towards
media health information. Nearly 80% of participants believed
that African American individuals and families are visualy
underrepresented in mediahealth information and 69% believed
that inadequate media attention is given to African-American
health issues. A 1998 study by Guidry and Fagan [13] supports
these perceptions, maintaining that 54% of printed breast- and
40% of prostate-cancer education materials evaluated were not
culturally sensitive to African Americans . More research is
needed to determine the level of cultural sensitivity of current
mainstream online health information resources, and whether
it is adequately inviting for usage by low-SES, low-literacy
African Americans.

While many mainstream health Web sites (including the
American Cancer Society, American Red Cross, and National
Ingtitute of Health sites) have attempted to address issues of
cultural  sengitivity through their development  of
African-American focused Web pages, hyperlinks to some of
these sites are buried and may be difficult to find by an
individual with low literacy. For example, the African American
pages of the American Diabetes Association are not listed on
the homepage and must be accessed through two submenus.
Other major disease-specific organizations (eg, cancer, heart
disease) lack homepage and submenu linkages to African
American-focused Web pages and documents. A mainstream
government consumer health search engine, healthfinder.gov,
includes hyperlinksto African-American interest sites. Though
its hyperlinks to highly sophisticated sites are intact, many
hyperlinks to simple health brochures are outdated or
unavailable; thismay frustrate |ow-literacy readerswho believe
their inability to reach selected sites derives from their improper
usage of the Internet. In sum, theinclusion of culturally sensitive
materials in Web sites may improve user-friendliness for

low-literacy, low-SES African Americans, but cannot
overshadow the necessity of providing easy-to-read,

easy-to-access and easy-to navigate online health materials.

Overcoming Infor mational Obstacles on the I nternet

Several initiatives seek to exploit the potential of the Internet
to empower low-literacy individuals. For example Cyberstep,
Inc, a consortium of four literacy organizations operates
thestudyplace.org, an online educational resource for
low-literacy adults. The Adult Literacy MediaAlliance (ALMA)
produces an online video program (TV411) for low-literacy
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adults; this addresses some health topics. However, these
resources are not specifically devel oped to address health needs
and concerns of poor African Americans.

Thefull potential of the Internet as ahealth-promoting medium
for low-literacy African Americans cannot be realized with our
current state of knowledge. More research needs to be done on
the utility of Internet health resources for low-SES and
low-literacy African Americans. Several key areas of research
would be particularly valuable such as the direct impact of
functional literacy on health literacy; search terms and
navigation strategies used by low-SES African Americans
seeking health information; the concordance between
mainstream criteriaused in creating/eval uating health Web sites
and the criteria used by low-SES African Americansin rating
these Web sites [24,25]; and the effectiveness of health
information derived from the Internet compared with print
medium in enhancing health-promoting behaviors by this
popul ation.

Itisalso critical for research to determine whether the greatest
barriers to Internet usage by this group are literacy,
socioeconomic  status, mechanics related to Internet
navigation/usage, cultural considerations, the physical
accessibility of Internet resources, and/or other factors currently
unidentified. A comprehensive Web site such as the National
Cancer Ingtitute's Usability.gov, which consolidates
research-based conclusions about optimal Web design and
usability, may eventually clarify site-design issues and usability
needs unique to low-literacy, low-SES African Americans.
Thesefindings should eventually inform criteriafor health Web
site certification by initiatives such as MedCIRCLE [26].

Design and Content

Ultimately, however, the design and content of health Web sites
should be guided by the input of those whom they are meant to
serve. A vigorous research agenda is needed to fill in the gaps
in our knowledge of how the Internet can best serve the health
of low-SES African Americans and others confronting cultural
and literacy barriers. Only with feedback from these groups can
we understand how, when and why those at greatest risk for
disease seek hedth information on the web, how that
information is processed and whether it can help modify
lifestyles to promote health. We must also increase our
understanding of the criteria by which these groups value
information they encounter on the Internet, including therelative
value of traditional or alternative health information sources,
and the importance of spiritual references, anecdotes or basic
biology within health material.

Conclusion

The Internet offers amechanism for self-directed health learning
with the potential to either broaden health literacy or to spread
misinformation. For our patients who bear an excess burden of
disease and are willing to learn how to become healthy but are
daunted by the complex jargon of medicine, it is time for
medicine to speak their language both on the Web and in print.
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Abstract

An interdisciplinary clinical team is a consistent grouping of people from relevant clinical disciplines, ideally inclusive of the
patient, whose interactions are guided by specific team functions and processesto achi eve team-defined favorabl e patient outcomes.
Teamwork supported by properly designed eHealth applications could help create more effective systems of care for chronic
disease. Given its synchronous and asynchronous communication capacity and information-gathering and -sharing capabilities,
the Internet isalogical platform for supporting interdisciplinary clinical teamwork. Research is heeded to better understand how
interdisciplinary eHealth team members can work together in everyday practice and to guide the development of effective and
efficient eHealth software applications to support greater clinical teamwork.

(J Med Internet Res 2004;6(3):€22) doi:10.2196/jmir.6.3.e22
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Introduction

Chronic diseases are the most common cause of mortality and
morbidity in devel oped countries[1]. Theincreasing complexity
of chronic disease managed in the ambulatory setting, and the
expanding evidence base available to guide medical care, has
led to calls for interdisciplinary team models of patient
management [2] that include the patient [3].

The effective and efficient functioning of health care teamsis
predicated on two factors amenabl e to information technology
solutions: patient data and a workable method of coordinating
interactions among team members.

Teamwork supported by properly designed eHealth applications
could help create more effective systems of care for chronic
disease. However, new eHealth models have not emerged to
reach this potential, nor has there been general recognition of
the contribution that electronic technology can make to
promoting clinical teamwork or the need to rigorously evaluate
the facilitation of clinical teamwork via electronic means.

http://www.jmir.org/2004/3/e22/

Team Theory

Although teamwork in health care has been promoted as
beneficial since the turn of the century [4], consensus on a
definition of clinical teeamwork is not apparent in the literature.

Lorimer et a [5] suggest that "a team is a small number of
consistent people committed to arelevant shared purpose, with
common performance goals, complementary and overlapping
skills, and a common approach to their work. Team members
hold themselves mutually accountable, team results are
outcomes."

This definition implies interdisciplinary interactions, in which
all members participate in the team's activities and rely on one
another to accomplish goas. In contrast, in the
"multidisciplinary” team model, health care providers tend to
treat patientsindependently and to share information with each
other, while the patient may be a mere recipient of care. An
interdisciplinary team aspires to a more profound level of
collaboration, in which constituents of different backgrounds
combining their knowledge mutually complete different levels
of planned care[4].
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There is growing advocacy for including patients as members
of the teams that manage their chronic illness [6]. The burden
of chronic illness is borne most heavily by patients and their
families, as most care of chronically ill patients takes placein
thehome[7]. TheU.S. Ingtitute of Medicine[2] aswell asother
authorities have argued that for successful treatment of chronic
illness, patients must be "well informed about their disease,
know wherethey can accesstreatment, and have greater control
over their treatment” [8]. There is good evidence that patients
should be "partners in their care” [8]. Integrating patients into
the virtual health care team is an obvious next step in this
evolution.

eHealth Applicationsfor Teamwork

Given its synchronous and asynchronous communication
capacity and information-gathering and -sharing capabilities,
thelnternetisalogical platform for supporting interdisciplinary
teamwork. This concept is not new. As early as 1968, two of
the founders of the modern-day Internet wrote:

We believe that communicators have to do something
nontrivial with theinformation they send and receive.
And we believe that we are entering a technol ogical
age in which we will be able to interact with the
richness of living information—not merely in the
passive way that we have become accustomed to using
books and libraries, but as active participantsin an
ongoing process, bringing something to it through
our interaction with it, and not simply receiving from
it by our connectiontoiit. . . . We want to emphasize
something beyond itsone-way transfer: theincreasing
significance of the jointly constructive, the mutually
reinforcing aspect of communication— the part that
transcends 'now we both know a fact that only one of
us knew before’ When minds interact, new ideas
emerge[9].
Defining how minds actually interact in a clinical team, and
having a clear understanding of team structure and function, is
essential to building successful interdisciplinary care teamsthat
function electronically.

Four domains of team function have been described [10] that
can guide interdisciplinary eHealth team development,
evaluation, and research. These include structure (composition
and representation), context (relationship to the larger
institution), process (of team functioning), and productivity
(measure of impact). The structure of teams refers to the
membership composition and their hierarchic organization. The
context is shaped by environmental structure and financial and
organizational relationships. Team process is determined by
which methods are used for team communication, by the
hierarchic nature of the team, by the values of team members
concerning power sharing, and by idiosyncratic relationships
that develop within teams. Productivity can be understood in
the sameway asindividual productivity. Of thesefour domains,
the process of eHealth teamsislikely to most differ from teams
supported by non-electronic means of communication and
information sharing, and so a deeper understanding of process
isin order. Team process, based on the work of Heinemann [10]
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and others, can be characterized into what we call the"12 C's
of teamwork":

The 12 C's Defining Teamwork:

Communication (thisis the sine qua non of teamwork)
Cooperation (empowerment of team members)
Cohesiveness (team sticks together)

Commitment (investing in team process)
Collaboration (equality in the team)

Confronts problems directly

Coordination of efforts (insuring actions support acommon
plan)

Conflict management

9. Consensus decision making

10. Caring(patient centered outcomes)

11. Consistency (with one another and the environment)
12. Contribution (feeling thisis being made)

No ok~wdE

Applying these 12 processes to a group might reasonably be
expected to produce creative synergies among group members,
producing new and perhaps unexpected ideas and solutions and
resulting in a functional team. Diverse perspectives may
contribute to creativity and learning, skill acquisition, and
innovation.

In summary, a modern interdisciplinary team is a consistent
grouping of people from relevant clinical disciplines, ideally
inclusive of the patient, who interact guided by these 12
processes to achieve team-defined favorable patient outcomes.

Evidence for Effectiveness of Teamwork in Clinical
Settings

The purported benefits of teamwork in health care are many,
and include increased learning and development of people and
organizations; better utilization of resources and planning for
the future, ensuring the best use of resources and minimization
of unnecessary costs; and improving job performance and work
quality [11]. However, despite calls for reengineering health
care processes to include greater teamwork, published studies
on the effectiveness of teamwork provide conflicting results,
and the state of research on teamwork has been rated poor [12].

In a1999 review article, Schofield and Amodeo [13] analyzed
research evaluating the impact of clinical teamwork. They
reported significant weaknesses in research rigor, with great
inconsistency in terminology and little empirical evidence for
the efficacy of interdisciplinary teams at that time.

More recently, there has emerged some research evidence
demonstrating teamwork benefit [10,14-18]. For example, Gittell
et al [17] studied the effect of several key dimensions of
coordination, including communication, shared goals, shared
knowledge, problem solving, and mutual respect, on the quality
of orthopedic surgical care. The more coordination the team
demonstrated, the better the patients' postoperative functioning
and the shorter the hospital stays.

Teamwork under the guise of "collaborative care" or "shared
care" schemes has been described and evaluated and has
improved patient outcomes [19].
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Historically, psychiatric disorders have been managed by either
psychiatrists, psychologists, or primary care physicians. Care
models that include patient education, psychiatric and primary
care co-management of drugs, and case management have been
shown to improve patient outcomes 20]. Patientswith depression
rated the quality of their care more highly [21,22], were more
adherent to medications [20,23], had fewer symptomatic days
[24,25], and decreased depression scores [22,26] when treated
collaboratively. Although the cost of care was higher in these
models due mostly to increased patient compliance with visits
and medicines [27,28], these costs were offset at the societal
level by increased days of work [25]. Similar results have been
reported with panic disorder [29]. How these collaborative
models improve outcomesis not clear.

Limitations of Research on eHealth Teamwor k

Although there is some evidence demonstrating improved
clinical outcomes by virtue of good team performance, there
has been little work on the relationship between team process
and clinical outcomes [10]. In other words, we do not know
why teamwork improves clinical outcomes, and therefore we
do not know which processes ought to be electronicaly
enhanced.

In fact, many of the assertions regarding effective attributes of
a successful team do not have supporting evidence. Various
attributes have been promoted as the essential qualities of a
successful interdisciplinary team, including diversity of
participants;

shared records; improved communication between doctors and
patients; aclear role for the patient; specialist input; consensus
on management; and close coordination [14]. It has also been
argued that diversity of professional, cultural, and demographic
characteristics provides varied perspectives on decision making
and may improve problem solving and creativity [10].

New methods are needed to evaluate health care teams.
Although there is a substantial body of literature on teamwork,
methodol ogi cal weaknesses are prevalent. Use of non-validated
instruments, poorly defined methods and measures, lack of
control groups, and inadequate isolation of specific teamwork
effects upon outcomes contribute to our ignorance. There is
little research at the clinical trial level evaluating various
methods of online or conventional clinical teamwork, and there
is limited research on interdisciplinary teamwork in
community-based primary care settings. Most studies offer only
"explanatory hypotheses or sociological theories' [30].

Although strong provider-patient relationships can positively
influence patient satisfaction, adherenceto treatment, and health
care outcomes [31], few studies have addressed how to
meaningfully integrate the patient into a more broadly
congtituted interdisciplinary clinical team, virtual or otherwise.
There is considerable discussion in the literature on how to set
up teams and manage them, but research explaining how
interdi sciplinary team members manage their concerns and work
together in everyday practice is minimal [12]. Likewise, we
know little about models and effectiveness of electronically
supported team interactions. New communications processes
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augmented by advancesin electronic technology providefertile
soil for further research.

McCallin [12] and Schofield [13] have called for more
sophisticated research on conventional and electronically
mediated teamwork, making such points as: (1) Articles need
to be more anaytic and meet a higher standard of
conceptualization; (2) al variables need to be specified, and a
more sophisticated research design used when possible; (3)
comparison groups, almost entirely absent from the current
literature, should be used; (4) researchers should compare
interdisciplinary team interventions with one-on-one
interventions; and (5) more research is needed to understand
the processes used by clinical team members asthey work [12].

We agree that "there is an urgent need for more research into
patients information needs and preferences and for the
development and evaluation of decision support mechanisms
to enable patients to become informed participantsin treatment
decisions' [6]. This work should include research and
devel opment of eHealth applicationsfocused on how these goals
can be met within a broader context of collaboration among
health care professionals caring for the patient.

A new system for asthma care provides an opportunity for
research into the impact of electronic teams on patient care. A
Web-based tool has recently been introduced in Germany
(Forum-Telemedizin, or FTM) [32] to promote the
self-management behaviors of children with asthma. FTM as
currently implemented uses disease-specific dataacquisitionin
the patients home, educational tools that include Web-based
learning games, point-of-care tools for physicians and nurses,
and computer-driven adaptation to individual patient treatment
and assessment needs. It is designed to improve patient
motivation and self-care in youths most severely affected by
asthmain clinical practice.

FTM will be modified by the authors to support data-driven
teamwork among all health care professionals responsible for
the care of the child with asthma, including primary care
physicians, asthma specialists, asthmanurses, and school nurses.
The system will be transparent, in that child and parent will be
encouraged to be bonafide participants in the management
discussions. A randomized clinical trial in progress should help
to answer questions about which aspects of these systems are
producing positive clinical outcomes, including the relative
impact of telemonitoring with electromedical devices, direct
contact with the physician, co-management via online teams,
patient education, or combinations of the above. Studies are
also needed to assess the impact of such systems on adult
patients with chronic illness, as well as for the prevention of
illness via promotion of healthy lifestyles.

Conclusions

A recent review [33] noted the need for additional study of
telemedicine in chronic conditions, with an emphasis on
patient-centered approaches to care. The discourse
ontel emedicine applicationsto date has not embraced the utility
of telemedicine systems to promote clinical teamwork.

In the near future, we anticipate, the Internet and appropriately
designed multifunctional software applications will enable
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teamwork to occur anywhere, at any time. The team could have
access to rea-time patient data sent from the home, and the
patient could be fully integrated into a collaborative care process
by accessing appropriate patient data and participating in
communications between caregivers via asynchronous
discussion threads. Ultimately, digital audio and video accessed
over the Internet will be widely used to facilitate these
communication processes.

A research agendaon theimpact of eHealth applications should
integrate investigations of clinical teamwork functionality. As
we develop, implement, and evaluate new tools for integrated
communication, remote patient education, and monitoring of
patientswith chronic diseases, we should be sure that facilitation
and assessment of online clinical teamwork is an explicit
functional goal. The current undevel oped state of research on
the effectiveness and efficiency of clinical teamwork can be
advanced by evaluating teamwork schemes that are facilitated
electronically.
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team interactions given the retrievable nature of online
communication.
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Abstract

Background: LinkMedica-Heart isanovel Internet based program intended to support people who seek to improve their life
style by means of changes in diet and physical activity. The program is currently under evaluation in a clinical study and the
present study is afeasibility test of the LinkMedica-Heart Internet based program.

Objective: The aim of this study was to evaluate LinkMedica-Heart, an Internet based program we designed for support and
maintenance of patient-led life style changes.

Methods: The feasibility study of LinkMedica-Heart presented here is a qualitative study. Nine general practitioners were
invited to participate. Each practitioner was asked to introduce LinkMedica-Heart to not less than two patients, with a maximum
of five patients per practitioner. Patients and general practitioners were both asked to participate in testing the program for a
period of 6 months. At the end of 6 months, eval uation meetings were held with the general practitioners, and separate interviews
took place with some of the participating patients who were selected by the GPs.

Results. Five general practitioners and 25 patients participated in the study. The general practitioners and the patients were
enthusiastic about the prospect of an Internet based life style change program. However, the program was not able to sustain
patient loyalty over an extended period. The doctors found that the program was much too complicated to navigate and that the
results from the program could not be trusted. The patientsin contrast had fewer complaints about the program design, but found
that the advice given by the program was too elaborate and detailed and, in general, did not add to the patient's knowledge on
life style change.

Conclusion: Our study confirms that there is a need for, and a receptive attitude toward a Web-based program that supports
people who want to improve their life style and health. LinkMedica-Heart in its present form does not satisfy these needs. We
suggest a number of design changes and improvements to the program.

(J Med Internet Res 2004;6(3):€28) doi:10.2196/jmir.6.3.628

KEYWORDS
Internet; life style; self care; physician-patient relations; computer-assisted decision making; user-computer interface

Individual and group based education of individuas for
implementing life style changes are seldom possible due to
Obesity and physical inactivity are major causes of anumber  Often-limited resources. There is an enormous need for
of diseases. Several studies prove that a change of life style innovative waysto introduce and maintain life style changesin
towards a healthy diet and ample physical activity reducesthe ~PeoPleat risk from life style related diseases.

risk of alarge number of diseases [1,2]. However, permanent  The growth and extensive use of the World Wide Web presents
life style changes are difficult to achieve for most people. a novel opportunity for mass communication and patient
education (also referred to as e-learning). Taking advantage of
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the new medium, the Research Centrefor Prevention and Health
(RCP), Glostrup, Denmark, in cooperation with AstraZeneca
(AZ), Denmark, created a novel Internet-based program called
LinkMedica-Heart (LMH), for support and maintenance of life
style changes in people at risk from life style related diseases.
The program'’s effect on predictors of life style related diseases
iscurrently under investigation in aclinical trial that compares
changes in serum cholesterol in patients using the LMH
program, with those of patients using a ‘ placebo’ program. We
plan further studies on other predictors of life style related
diseases that may be prevented with the LMH program.

The present study was originally intended to be apilot test with
a small number of general practitioners (GPs) testing the web
pages, together with some of the practitioners patients, in order
to help us identify and correct errors in the program prior to
beginning the actual clinica study mentioned above. The
feedback we got from the GPs and some of the patients during
the pilot study could be of interest for other researchersworking

Figure 1. LinkMedica-Heart home page
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on Internet-based patient education. Hence, we decided to
expand the pilot study with some in-depth interviews with
selected patients and present our findings on the feasibility of
LinkMedica-Heart as an Internet-based program for support
and maintenance of life style changes.

Methods

The aim of LinkMedica-Heart is to provide support and
information for people trying to achieve a healthy life style
through focus on diet and physical exercise. LMH is part of a
closed Web sitethat is currently accessible only by people who
participate in the study.

System Description

To use LMH, the patient must register and chose a username
and a password. The patient is then required to enter his or her
sex, height, weight, and E-mail address. A screenshot of LMH's
home page is shown in Figure 1.
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After registration, the user isasked to activate alife style change
program. To do this, the patient must first fill-in two
guestionnaires. one about diet, and the other about physical
activity (screenshots shown in Figure 2 and Figure 3).

Thediet questionnaireis very detailed and asks the patient how
often he or she has consumed different food items typical in a
Danish diet in the last month. The LMH program then matches
each answer with data stored in the program's database on the

Anhgj & Jensen

nutritional composition of the particular food item entered by
the patient. The system assumes the size of an average serving
of the particular food item and cal cul ates the patient's intake of
energy, fat, protein, carbohydrates, fibre, and alcohol. In total,
there are 219 questions, and filling in the diet questionnaire for
the first time takes approximately half an hour. The diet
guestionnaire is based on the Dankost 2000 computer program

3.

Figure2. A pagefrom the diet questionnaire. Each question, eg, “Morgenmad” (Breakfast) or “ Frokost” (L unch), requires patients to answer how often
they have consumed an item during the previous month. Other questionnaire pages detail contents of each type of mea
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Inthe activity questionnaire, the patient must specify on average
how much time he or she spends, during atypical day, on nine
different activity levels that extend from sleep to hard physical
activity. The total time must add up to 24 hours. The LMH
program assigns each activity level ametabolic equivalent (ME)
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number. One ME corresponds to a person’s energy expenditure
when sitting relaxed. The ME of an activity times the patient's
weight, the minutes spent per day on the particular activity, and
aconstant for the patient's sex, givesthe amount of energy spent
on the particular activity, per day. The total energy spent per
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day is a sum of energy spent on al activities in a day. The
activity questionnaire takes only afew minutes to fill-in.

After filling-in both the diet and activity level questionnaire,
the patient is presented with results that summarize energy
intake, energy expenditure, and composition of diet with regard
to protein, carbohydrate, fat, alcohol and fibre per day (Figure
4).

The patient is then asked to select one of five offered diet
programs, and one of three activity programs. The patient can
select a program based on how motivated the patient is for a
life style change: a highly motivated patient might select an
intensive program, while aless motivated patient may select a
program that aims at creating the needed motivation.

After the patient has activated a program, he or she receives a
computer-generated E-mail with results of the questionnaire
and personalized advice on how to improve life style through

http://www.jmir.org/2004/3/e28/

Anhgj & Jensen

changesin diet and physical activity. The activity questionnaire,
the advice generator, and textual content were created by RCP.

After 4 weeks, patientsreceived an E-mail asking them to update
answers to the diet and physical activity questionnaires. When
updating their answers, patients were only required to enter
changesin diet or physical activity since the last questionnaire.
This made updating much less demanding than the first entry.
Again, the patient received results and advice based on the
current life style change program. The patient could at any time
change their program to a more or less intensive one. The
content of E-mail advice changed according to the newly
recommended program. Thus, the overall goal of the program
was to introduce and maintain permanent changesin life style,
rather than aradical short-term change in diet.

A single life style change program ran for 6 months. If the
patient chose a different program in between, the new program
would then take over for the next 6 months.
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Figure 3. Screen-shot of the physical activity questionnaire. A cartoon accompanying each question illustrates the activity level. The patient needs to
answer with the average time spent per day, in hours and minutes, on an activity level. The answers must total 24 hours
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Data Collection

Nine GPs, selected by two AstraZeneca sales representatives,
were invited to participate in the feasibility test of LMH. Each
GP was asked to introduce between two to five patients to the
LMH program. During the feasibility test, the GPs were asked
to see each patient at least once after 3 to 6 months after the
patient wasintroduced to the program. After 6 months, we held
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an evaluation meeting with the GPs. At this meeting, the GPs
gave an oral summary of their own and their patients experience
with LMH. Two persons prepared separate minutes of these
meetings.

We further asked two of the GPsto select atotal of four patients
who had participated in the feasibility test to participate in
semi-structured in-depth interviews. We chose to interview
patients as a qualitative research method, since the feasibility
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of the program could not be quantified or analysed by statistical
methods. Qualitative research focuses on people's lives, their
experiences, and emotions, as well as cultural phenomena and
social movements [4].

One of the methods used in qualitative research is the
semi-structured interview, the main source of empirical material
in this study. According to Kvale, the purpose of the qualitative
research interview is to describe and interpret themes in the
patients' lifestyle that shape a continuum between description
and interpretation [5].

http://www.jmir.org/2004/3/e28/
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In this study, the main research questions for which we sought
answersin the patient interviews were: (a) how do patients use
the lifestyle program, and (b) what do they learn about lifestyle
when interacting with the program. To answer these questions,
we made an interview guide which outlines three main themes
for the patient interview sessions: the patients (a) extent of
involvement in the pilot study, (b) use of the LMH lifestyle
change program, and (c) extent of putting into practice advice
given by the program.
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Figure 4. Result page. The two graphs show the daily energy intake and energy outflow of the patient. Each colour in the bars indicates a constituent

of the diet, eg, protein, carbohydrate,fat, and alcohal, or an activity, eg, sleeping, sitting, low, moderate, and vigorous physical activity.

Interviewswere held by the second author in the patients homes
to help make them feel comfortable during the interview
sessions. In addition, a student of psychology was present as
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an observer.

The interviews lasted between 45 and 60 minutes and were
recorded on Minidisks. Immediately after each interview, the
interviewer and the observer discussed their interpretations of

Later, the interviewer alone revised the interview recordings
threetimes: thefirst was ageneral recall of theinterview without
a specific focus; the second time, the interviews were divided

into sections by means of the Minidisk player's bookmark
function. Each interview had at least 30 to 40 sections. From

the interview, and the patient's attitude towards the program.
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each section, significant words and statements were noted and
used in the third revision to organize each interview into
thematic units.
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We also received some unsolicited E-mails and telephone calls
from patients who participated in the study, conveying their
experience with the program. In addition, one GP asked his
patients to fill-in a questionnaire regarding four aspects about
LMH: usability, reliability, suggestions for improvement, and
relevance of the program for lifestyle change.

The minutes of the interviews, together with the E-mails,
guestionnairesand callsfrom patients comprise the data material
of this study.

Results

Three GPs withdrew from the pilot test, one because of illness,
and two because of time constraints. One GP was unable to get

Table 1. Demography of generd practitioners

Anhgj & Jensen

any patients signed up for the study due to technical problems
with his Internet connection. Another GP could not participate
in the evaluation meeting after the pilot test and sent his
comments by E-mail. Table 1 summarizes the demography of
the five GPs who participated in the study. The five GPs
introduced a total of 25 patients (including 13 females and 12
males), between the ages 23 to 80 years (median age = 43 years)
to the LMH pilot study.

Four patients were interviewed for the qualitative research
interview. Table 2 profiles the patients interviewed.

Additionally, we received two unsolicited E-mails from two
participating patients, and four anonymous filled-in
guestionnaires turned-in by patients of the GP who could not
attend the evaluation meeting.

General Practitioner (GP) Description

GP1 (Jakob Dahl)

GP2 (Lars Dudal)

GP3 (Henning Skytte)

GP4 (Dennis Christoffersen)
GP5 (Jesper Holmelund)

Male, 39 years of age, 5 yearsin genera practice, urban area, 2 doctorsin clinic
Male, 50 years of age, 13 yearsin general practice, rural area, 2 doctorsin clinic
Male, 51 years of age, 17 yearsin general practice, rural area, 5 doctorsin clinic
Male, 47 years of age, 7 yearsin genera practice, urban area, 4 doctorsin clinic

Male, 47 years of age, 8 yearsin genera practice, rural area, 3 doctorsin clinic

Table 2. Demography of patient interviewees

Patient Description

A Female, 44 years old, married, 2 adult children, social worker, overweight

B Male, 55 years old, married, 2 adult children, former bank employee, currently unemployed, diabetes, hypertension, hypercholes-
terolemia
Female, 43 years old, married, 2 children (1 adult), nursing aide, overweight

D Male, 40 years old, married, 2 children, veterinary aide, overweight, hypertension

Results From Evaluation M eeting With GPs

Four topics came-up during discussions at the evaluation
meeting:

e Program errors

« Initial perception of the program concept
«  Program usability

«  Program design.

Program Errors

Early on during patient inclusion in the feasibility test, we
discovered that the E-mail service did not work, and advice and
reminder E-mailswere not mailed to patients. Thiserror affected
about half the patients for amonth and a half, and clearly gave
them the impression that the program was ‘dead'.

A small number of minor errors, primarily in algorithms
controlling advice messages were also found and corrected.

Initial Perception of the Program Concept

Before they were introduced to the LMH program, the GPs,
their nurses, and patients were enthusiastic about the idea of
having alife style program available on the Internet. The GPs
agreed that general practice needs new meansto help introduce

http://www.jmir.org/2004/3/e28/

and maintain life style changes for patients at risk of life style
related diseases. One GP (GP2) said, “ The patients were happy
when | asked them to participatein atest of alife style program.
When | introduced the program to them, their eyes shined and
they were ready to start immediately.”

An anonymous letter from a patient noted, “Unfortunately, |
never got into the program, but | wanted to do it very much. |
believe | would have benefited fromit.”

However, during the feasibility test it became obvious from
informal contacts (telephone conversations and E-mails) that
most patients perceived the program as a short-termdiet
program, rather than a program intended for long-term
permanent changes in life style. For example, a middle-aged
femal e expressing her expectationsin an E-mail said: “1t would
have been great if you had to enter your diet every day instead
of only once amonth. Thisisimportant when you have to lose
weight. In thisway you get the feedback immediately and can
correct your mistakes the day after.” We were surprised by this
error in perception, since we had worked very hard to
communicate LMH as alifestyle change program rather than a
diet reduction program during initial meetingswith GPsand on
the LMH Web site.
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Program Usability

Asexpected, the GPs had different opinionsregarding the LMH
Web site layout: one GP found the site layout elegant; another
GP found it boring with tiny fonts and too few graphics; and
the other three GPs had no specia opinion for or against the
layout.

All GPs, however, agreed that the program was much too
complicated to navigate. GP3 said, “ The program is complicated,
and navigation is confusing. It is difficult to navigate the site.”
GP2 dated, “When a patient logs on for the first time, the
program should be extremely simple with the possibility of
adding more and more functionality as the patient gains
experience.”

I nterestingly, some patients did not agree with the GPs negative
perception of the site's usability. The same patient who
expressed her perception of the program as a diet-reduction
program wrote in her E-mail, “First | want to say that the site
is logicaly built, easy to navigate and has some very good
information.”

Program Design

The term ‘program design' refers to the logical design of the
LMH program—from the patient when first filling-in the
guestionnaires, viewing the results, then choosing a life style
change program in keeping with the extent of personal
motivation, and finally, receiving regular advice by E-mail.

The GPs agreed that the questionnaires, especially the diet
guestionnaire, werefar too long. GP3 said, “ The questionnaires
are too long, and the patients lost interest very quickly.” The
GPs also had doubts about the reliability of the results. As GP1
said, “The patients did not trust the results” This view was
supported by GP2 who tried the program himself and found
that the results did not match his own observations on the
balance between his energy intake and expenditure.

In general, there were surprisingly few comments on advice
givenviaE-mail. This, of course, was partly dueto the program
error that withheld E-mails to patients for a month and a half.
However, the advice was also available on-line on the LMH
Web site and the patients did not seem to pay much attention
to the available advice. GP3 told us, “Most patients said that
they had not seen the advice content and if they had, they did
not trust them because they were in conflict with their personal
experience.”

An important observation from the study is that none of the
patients completed their life style change program. Personal
guestionnaires were updated no more than afew times, if ever.
The patients did not give any clear explanation why they lost
interest in the program. They simply disclosed that they stopped
using the program. In an anonymous questionnaire a patient
wrote: “To be honest, | have not entered the site more than
once.”

The GPs, too, agreed that the program was unable to sustain
the patient's attention for more than a short period. GP3 said,
“... when using the program, they lost interest quickly.” GP2
summed up, “At the beginning, the patients were highly
motivated. But the program is much too complicated.” In the
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GPs opinion, one reason for the patients' loss of interest was
that the program's interaction with the patients was too
infrequent and meagre. As GP1 said, “It is crucia to have
frequent contact with the patients, especially in the beginning.”

Results From Patient I nterviews
From the analysis of patient interviews, four issues emerged:

«  LMH did not provide patients with new information

«  Thefeedback E-mail content wastoo detailed and el aborate

« Changesin life style do not come from using a computer
based program alone

«  Human support and contact areimportant if life style change
programs are to succeed.

Although the content of advice based on the results from the
guestionnaires is highly detailed, the patients interviewed did
not find that they were given any new information. This point
became clear early in the interview sessions, as we noticed that
the patients' knowledge of lifestyle and their general awareness
of how to eat, drink, and exerciseto stay healthy was high from
the beginning. Consequently, the patients quickly lost interest
the program since they felt that they aready knew the outcome.
Hence, the program was not able to establish a personal
interaction with the patients. One of the patients, patient C, said,
“1 have loads of materials about healthy living. | don't need any
more.” From the patients' viewpoint, the information on LMH
is very basic and could be one of the reasons why the patients
lost interest in the program. Patient A said in the beginning of
the interview, “1 have been on adiet since | was 11 years old,
so | know a lot about what is healthy and what is not.” When
another patient, patient D, was asked about his opinion of the
program, his comment was, “| don't need the program to tell
me that | eat less than | expend. | can see that on the scale —
can't |7’

Regarding the texts being too broad and elaborate, patient D
said that he spent too much time locating information on the
LMH Web site and that he would rather call his doctor or nurse
to get a quick answer. Another patient, patient B, preferred to
have all information in print and said: “I spent 50 minutes
printing everything, and | didn't even want toread it ... it'stoo
much. There is nothing wrong with the content, but it's too
much.”

As for the third issue (i.e., changes in life style do not come
from using a computer program alone), all patients agreed that
the use of the program did not provide the necessary support in
their struggle towards a healthy life style. They said that the
program itself was merely atool and that it could never replace
support from a health care professional. One of the patients,
patient C, noted that the computer could not keep an eye on her,
as her nurse could, “1 need another person to check my weight
and say, ‘it's for your own good, it's not for me you are doing
this." The program may give me advice and ideas, but | need
the nurse to coach me.”

Patients seemed to give a high value to personal relations with
a health care professional. They expressed great conviction in
the competence of the health care professionals, atrust that they
could not seem to establish with the LMH computer based
program. Hence, the patients were sceptical with theresultsthat
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the LMH program provided. Patient A said, “... it's the doctor
who is educated and knows things. You cannot expect a
computer program to know what is good for you. However, if
your doctor tells you to use a computer program, it might
provide extrainformation.” Asaresult, patient A acknowledges
that when the doctor endorses a program it must be of some
value for her as a patient.

Discussion

As stated in the introduction, this study wasintended merely to
be atest of the LMH program and to find software errorsin the
program. Datafor the study was collected rather randomly from
different sources. minutes from evaluation meetings with
hand-picked GPs who reported their patients experience with
the LMH program; unsolicited E-mailsand lettersfrom patients;
and issues appearing in interviews with selected patients. We
acknowledge that the patients who where selected by the GPs
to participate in the study, especially the patients selected for
interviews, may not at all be a representative sample of the
general population of people (not necessarily patients), needing
life style changes. However, we believe that despite these
limitations, our findings and conclusions may be of interest to
other researchersworking on internet based disease management
or prevention.

Our pilot study confirms the need for, and an open attitude
towards life style change programs delivered via the Internet.
The doctors confirm the need to aid their patients starting alife
style change program with atool that complementsthe doctor's
advice and direction. The patients, too, seem to be eager to get
additional help and support in striving towards a hedlthy life.
The Internet appears to be an ideal medium for providing the
additional support that complements the doctor's counsel.

However, the present version of LinkMedica Heart does not
seem to fulfil this need: the patients did not use the program
more than asingle, or afew times.

It isimportant to stressthat the study was areal time study, with
an am to learn how GPs and their patients use and perceive
LMH—after a relatively short interaction with the program.
The objective was not to investigate the effect of the LMH
program on patients using the program. Hence, we did not
attempt to control either the GPS' or the patients use of LMH
during the test phase.

Our study identifies three issues that need to be addressed in
order for the LMH program to be successful in bringing about
patient lifestyle changes:

« Complicated user interface and navigation

- Reliability of questionnaire results and content of advice

- Lack of personal interaction between the program and the
patient.

Interface

It is tempting to think that if the user interface and navigation
were improved, it would be sufficient to sustain the patients
attention. Without any doubt, an improved interface would
certainly help encourage new patients to enter the program for
the first time—especialy if they are attempting to join the
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program on their own without support from a healthcare
professional. However, improvements to the interface may not
necessarily sustain participant loyalty to the program for an
extended period. The patients included in the study were
handpicked by their GPs and were cautioned that they were
testing a new program with many rough edges. In addition, the
patientsin the study had support of their GP's to help them get
started with the program. Hence, we do not believe that simply
improving the user interface would be enough for LMH to be
asuccessful Internet based program.

Reliability

A lot of effort was put into creating the content and the logic
behind the result and advice text for the LMH Web site. To
make the results and advice precise and personal, a typical
feedback message from LMH wasamost aslong asfive printed
pages. Nevertheless, some patients felt that the feedback was
not in accordance with their own expectations. For example,
the LMH program told some patients that their energy intake
was higher than expenditure, whenin fact they had been loosing
weight. Some other patientsweretold that their intake was lower
than their expenditure when in fact they were gaining weight.
Moreover, patients were not inclined to read the lengthy textual
content, either on the computer screen or as a print out of the
text.

The accuracy of the energy calculations in the LMH program
was hot an issue in this study. However, accuracy of the
calculations would be an issue and a major problem if patients
were wary of the program overall. Any mistrust will inevitably
lead the patients to stop using the program, even if it is the
patient who is mistaken and not the program.

It might be a better idea to simplify the feedback function of
the program engine with precise, qualitative advicein theform
of concise messages based on a patient's own perception of his
or her dietary habits, coupled with measured developmentsin
weight and waist circumference. The questionnaires could also
be similarly simplified.

The observation that patients are more likely to trust their own
opinion than that of acomputer program supports our previous
findings from a similar Web service for asthma patients,
LinkMedica-Asthma [6]. In the previous study, we found that,
in general, asthma patients did not follow the advice given by
the Web site, even if acknowledged asthma experts offered
advice. When the advice was in disagreement with their own
previous experience or attitudes, whether medically true or not,
patients disregarded the advice

Per sonal I nteraction

The diet questionnaire is intended to reveal the diet for the
previous month. Therefore, it would be misleading to ask the
patient to update the questionnaire more often. On the other
hand, the study shows that in order to sustain patient attention,
the program needs to interact with patient more frequently,
preferably on adaily basis. Some patients wanted to enter their
guestionnaires every day, while others preferred a less
demanding program. Consequently, the ideal program should
be adaptable to the patient's preference. Combining succinct,
gualitative questionnaires with concise advice delivered via
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E-mail, and/or SMS (Short Message Service provided by
wirel ess phone companies), could prove useful. Also, breaking
up advice messages into small fragments, delivered on a daily
basis might help patients who do not want to read long,
all-inclusive texts.

Suggestion to Improve the Site

In summary, we suggest anumber of improvementsto the LMH
Web site:

« A simplified diet questionnaire for aqualitative evaluation
of the patient's dietary habits.

«  Frequent (preferably daily), and concise feedback messages
from the program to the patient in the form of E-mail and/or
SMS messages. These messages can possibly contain
practical advice about healthy living, and food recipes
attuned to the patient's lifestyle profile.

«  Suggestions to monitor weight and waist circumference.
Physical measures of weight and waist circumference can
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be the patient's means of assessing whether there is any
positive effect of his or her lifestyle change efforts.

- Removal of optionsin choosing alifestyle change program.
The LMH program in its current state prompts the patient
to chose between several lifestyle change programs based
on hisor her degree of motivation. Our study suggests that
patients are highly motivated from the beginning and that
too many program options confuse them. Hence, the
program should automatically select the most appropriate
lifestyle change program based on the patient's profile.

Conclusion

This study confirmsthe need for, and apositive attitude towards
Web-based programs for supporting people who want to
improve their health through life style changes. In its present
form, LinkMedica-Heart, our life style change program, does
not address these needs. A number of design changes and
improvements to the program are suggested.
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Abstract

Background: Studies suggest that there has been an increase in the use of the Internet by patients in many Western societies.
However, despite the many texts available on health and the Internet, not much is known about how much patients actually use
the Internet to look up health information in their daily lives. We know little about what meaning this activity has for their
experience of health and illness, and for their relationship with health-care practitioners.

Objective:  To explore patients and practitioners use of the Internet and to consider whether use of the Internet is changing
relationships between patients and health-care practitioners.

Method: The study used qualitative interviews and observations of patient—practitioner interaction. Our purposive sample of
47 patients (32 women and 15 men) had all had contact with the health services for information/treatment in relation to hormone
replacement therapy (HRT)/menopause and Viagralerectile dysfunction. The setting for the research wasin general practitioners
surgeries, specialist clinics and patients homes in the United Kingdom. Participants reflected a wide range of socio-economic
groups, but most were white and British born, which, given the ethnic make-up of the town in which we conducted the research,
was not surprising. In addition to patients, we interviewed 10 health-care practitioners (4 consultant doctors, 3 GPs, 2 specialist
nurses, and a psychologist) about their own health information seeking practices (HISPs) and those of their patients.

Results: Use of the Internet can increase patients' knowledge about their health conditions, although patientsin our study were
often too overwhelmed by the information available on the Internet to make an informed decision about their own care. Patients
have a great deal of trust in their health-care practitioners. Health-care practitioners need to improve their own skillsin Internet
use. Hype around Internet use by patients appears to exceed the reality of Internet use.

Conclusions: Our qualitative study suggeststhat use of the Internet is contributing to subtle changesin the relationship between
health-care practitioners and their patients, rather than effecting the dramatic transformation some people envisage for it.

(J Med Internet Res 2004;6(3):e36) doi:10.2196/jmir.6.3.€36

KEYWORDS
Information literacy; patient-practitioner relations

: researchers, and patients themselves are that the increase in the
Introduction use of the Internet for health information will result in positive
The rapid rise in the use of the Internet as a source of hedth Sifts towards more equitable, or even patient-controlled,
information, as part of a general rise in Internet use, has been  Félationships between practitioners and patients[4-8]. Therefore,
well documented [1-3]. Claims from policy sources, academic &' understanding of Internet use may lead to further shiftsin
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the models of practitioner—patient interaction that are used in
the educational preparation of new practitioners [9-11].
However, some have drawn attention to the dangers of patients
using the Internet for health information. For example, some
raise the potential for misdiagnosis and exploitation [12-14].
Others suggest that Internet use can erode patients faith in the
authority of health-care practitioners [15-17]. In response to
such concerns, hedlth-care providers have established
classificatory systemsfor evaluating the scientific worth of Web
information [18,19].

Methods

Over the past decade, the number of studies about the Internet
has grown dramatically [20-24]. Some focus on particular Web
sites, others on particular social groups use of the Internet.
Furthermore, we are now beginning to see a number of studies
specifically about health information and the Internet [8,15,25].
However, these focus on specific groups of Internet users (for
example, the “self-helpers’) and the practices they employ in
such use[26], or on Internet use by patients under experimental
conditions in computer laboratories [25]. These studies have
illustrated well the potentia for users to shape just what the
Internet is or can beto individual users. However, they give us
little idea of the overall significance of the Internet in relation
to the other information media and sources these users are
accessing, including health practitioners, in the course of their
daily lives. In contrast, our research seeksto locate the Internet,
for our particular sample, within awider information landscape.
Hence, the starting point for our research was people's own
experience of finding information on a particular topic, using
a “follow the user” approach. We focused broadly on
participants health information seeking practices (HISPs),
including sources of information such as friends, health-care
practitioners, NHS Direct, television, lesflets, etc. Because of
this we are able to understand our participants' Internet usein
the context of their other HISPs.

Our study of 47 patients (32 women, and 15 men) between the
ages of 39 and 73, explored how far use of the Internet was
changing the way in which they managed their health and their
medical encounters. We received local research ethics approval
for the study. The main method of enquiry was semi-structured
interviews, each lasting between one and two hours. The
interviews, which were conducted between November 2001
and November 2002, were undertaken by members of the project
team and were tape-recorded and subsequently transcribed
verbatim. They included questions about peopl€e's reasons for
considering HRT or Viagra, their understanding of how these
drugs work, and their perception of the advantages and
disadvantages of their use. Participants were also asked about
their awareness and use of alternative treatments. In addition,
they were asked about whether and how they looked for health
information generally, as well as for HRT, Viagra, and other
treatments for their symptoms related to menopause or erectile
dysfunction. People were asked where they |ook and where they
find information, by what means they find it, and how they
interpret and make sense of it both for themselves and in
negotiation with others, including in consultation with
health-care practitioners. If people used the Internet, they were
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asked for how long they had done so and what they used it for.
If they used it for finding health information, they were asked
how they did this, as well as about the advantages and
disadvantages of the Internet asasource of information. Nearly
half of the participants, 16 women and 5 men, wereinterviewed
a second time, 6 to 9 months after the first interview, in order
to discuss any changes in health, treatment, and
information-seeking behaviour.

Descriptive statistics were generated through the use of Excel.
Qualitative data were analysed using NVivo software. All the
researchers were involved in coding the transcripts, and we
jointly agreed the coding frame. During the initial stages of
analysis we compared our transcription analyses in order to
enhance the reliability of our coding.

Our sample included both Internet users and non-users. Of the
47 patients interviewed, 24 had access to the Internet: 19 of
these 24 were women, and 5 were men. All participants were
interviewed at |east once, with a sub-section of 21 patientsbeing
interviewed at least twice (5 men and 16 women). Most
interviewstook place within participants own homes, although
some were conducted in offices located within health-care
settings. We also observed 16 consultations between patients
and health practitioners. Participants were recruited through a
GP surgery and two specialist clinics (gynaecology and erectile
dysfunction clinics).

We sought out patients who had had contact with the health
service as a result of needing to know about two specific, but
quite common, drugs/forms of treatment. For men, we chose
Viagrain relation to erectile dysfunction, and for women, HRT
in relation to menopause. All participants were interviewed
about their HISPsin relation to their general health, and to these
specific issues. Given the size and characteristics of our sample,
we should point out that it may not be typical of the HISPs of
patients with other health conditions. There is some evidence
to suggest that patients with rare conditions are more active on
the Internet [27]. Participants reflected a wide range of
socio-economic groups, but most were white and British born,
which, given the ethnic make-up of the town in which we
conducted the research, was not surprising. In addition to
patients, we interviewed 10 health-care practitioners (4
consultant doctors, 3 GPs, 2 specialist nurses, and a
psychologist) about their own HI SPs and those of their patients.

Of the 32 women interviewed, the average age was 55, with the
youngest being 39 and the oldest 73. Eighteen were in
relationships. The men were older, ranging from 54 to 81, with
an average age of 66. Ten were in relationships at the time of
the study. Our sample included people from a range of
soci0-economic groups, with varied educational experienceand
qualifications.

This overview of the study and the participants provides some
cluesasto the everyday life experiences of these people asthey
try to live with and inform themselves about different aspects

of aging.
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Results

Sources of Health I nfor mation

Amongst both the male and female participants in this study,
medical situationswere often complex. Therange of symptoms,
the prescribed treatments, and the after-effects experienced all
varied. The possible sources of information were enormous.
So, how did our participants inform themselves about health
matters? All drew more or less actively on a range of sources.
For both men and women, the family doctor was the most
important source, and we explore this in more detail below.
Family members, usualy women, were the second most
frequently cited source, with friends, pharmacists, and
alternative practitioners also mentioned. The mediausedinclude
magazines, television, World Wide Web, self-help books,
newspapers, and other items such as | eaflets from pharmacists
or those provided by pharmaceutical companies with drugs.
The most striking difference between the women and the men
was that women had much more diffuse socia networks,
including family, friends, neighbors, and colleagues, which they
drew upon to talk about their health, whereas men taked
primarily with their doctors and sexual partners.

Of the 15 men in our study, 9 had access to the Internet, but
only 3 used it to access health information. Of the 32 women,
24 had access to the Internet, but only 18 of them used it for
this purpose. However, aswe shall see below, the 21 participants
who did use the Internet to look up health information did not
find the experience trouble-free.

IT Literacy

Our study showed that most participants, both patients and
practitioners, were not very IT literate when it cameto looking
up health information on the Web. Becoming informed involves
skillsand competenciesthat relate both to theinformation itsel f
and to the medium used to access that information. Amongst
our participants we found many who had very few information
literacy skills and others who lacked general computer literacy
skills and/or Web-searching skills. Most of those who wanted
to access information from the Web relied on intermediaries,
and we report on this elsewhere [28]. Interestingly, one of the
most damning views on self-competence came from a
practitioner, a specialist nurse, rather than from a patient: “I'm
not very good at it. Somebody says'* Internet’ and | think [draws

Textbox 1. Patients' trust in practitioners
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in breath]. | get lost on it. That'swhy it terrifiesme” (specialist
nurse, no.2).

Some patients were aware of their lack of search skills, while
others seemed unaware of, and largely unconcerned about, their
rationale for accessing information theway they did. One patient
participant (female participant, no. 8), for example, showed
little awareness of the sources of information (publisher,
organization, etc.) she finds on the Web, and expressed no
interest in issues of information validity or quality, tending to
trust whatever she finds there, regardless of source. While this
participant was our least information-literate I nternet user, many
other patients were similarly uninterested in information source
and validity issues, displaying low levels of information literacy.
Practitioners, on the other hand, were more aware of their own
skill limitations, athough many wereinclined not to do anything
about this. Time constraints and the lack of convenient Internet
access were cited as major reasons for this.

No patients reported having been given information about
Internet sites from practitioners. Of the practitioners we
interviewed, only one actively encouraged patients to look up
information in thisway, although three said that in the past they
had given out such information. In our observations of
consultations, we saw no examples of information about Internet
sites being given out. However, some practitioners we spoke
to saw encouraging Internet information seeking asapotentially
useful development of their role in the future. One nurse
commented that she would like to see patient Internet accessin
her clinic. Others mentioned that they might provide Internet
addresses in their clinic. Their own lack of IT skills, and
perceived lack of time, probably had a hand in such
developments being slow to get off the ground.

Patients Trust in Practitioners

Our research confirms the view that that despite the negative
publicity health practitioners have received of late in the UK
(for example, the Shipman case, in which aGP murdered many
of his elderly patients by deliberately giving them the wrong
medication), trust in them remains very high. Most patient
participants mentioned that they would go to a known
health-care practitioner first to discussahealth issue, rather than
use any other source, including thoseto be found on the Internet.
Box 1 illustrates comments made by patient participants about
the trust they have in health practitioners.

You can do so much on the net, you can do so much on the phone, but it is eye-to-eye contact [ with a health practitioner]

that counts. [male participant, no. 17]

Well, | have always trusted the doctor but then of course | grew up inthe era, as|'m 60, | grew up when you did trust

the doctor. [female participant, no. 29]

| do trust dispensers, chemists, doctors. The medical profession. Basically professionals. That's where my basic trust

is. [female participant, no. 14]

Very few patients expressed views to the contrary; some of
those who did mentioned friends and family as primary sources
of health information. A minority expressed a sense of having
been let down by health practitioners; however, being let down
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by one practitioner did not generaly mean that patients
developed a more diffuse sense of distrust.

Negative comments about health practitioners as information
providerswererarein our research. Asaresult of thishigh level
of trust, many patientsdid not feel the need to access aternative,

JMed Internet Res 2004 | vol. 6 | iss. 3 |e36 | p.46
(page number not for citation purposes)


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

JOURNAL OF MEDICAL INTERNET RESEARCH

or even complementary, sources of information such as those
on the Internet.

The Symbolic Power of the Internet

Despite the strong sense of trust in practitionersasamain source
of health information, and despite the low levels of IT literacy
in our sample, it was striking to note that many patientsreified
the power of the Internet, for good or for ill. Werefer to thisas
the Internet's symbolic power, and to some extent it applied also
to the practitioners. There was a strong sense amongst many
participants, even those who had never used the Internet, that
they should be doing so, and that they were missing out in a
profound sense if they were not. In some cases, both patient
and practitioner participants were clearly embarrassed by the

Textbox 2. Positive patients
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fact that they were not “Internet savvy.” A number of
participants had quite high expectations of what they would
find there if only they acquired sufficient expertise. However,
cases where the symbolic power of the Internet was implicitly
referred to were rarely backed up by reference to actual
experienceswith it. Thinking specifically about the experiences
of patients who reified the Internet, the quotes in Box 2
demonstrate a sense of needing to be online to reap the benefits
of cheap deds, and emaill communication, rather than
specifically to access health information. Thiswas particularly
the case for male participants. For example, one participant had
used the Internet extensively to search for holidays, but when
we asked him about looking up health information on the
Internet, he said that he did not have time for that.

and | should try that. [male participant, no. 11]

Internet is marvellous... [male participant, no. 17]

I had heard of people looking things up on the Internet and finding out things. | thought I ought to be able to do that

| want to be on the Internet, I'm missing out on a lot. [male participant, no. 5]

[The Internet is] a marvellous medium and you just want to learn more and more about it. ... You can get there
instantly and if it doesn't give you exactly what you want there's usually a way of finding out more. ...I think the

| haven't got it [the Internet] yet, but |'ve started this week a course on computers, to get to grips with the Internet
and the email and buy one... you've really got to have one. [female participant, no. 29]

For health practitioners, the symbolic role of the Internet
specifically asasource of health information was more marked.
Somefelt that it was an incredibly useful source of information
that they, and in some cases aso their patients, should be
accessing. For example, a specialist nurse with little Internet
experience was enthusiastic: “...we'd love it [Internet access
for patientsin the clinic], absolutely.”

However, it was far more common in our study for health
practitionersto view the Internet as having profoundly negative
powers. A few expressed their concern that Internet use would
encourage patients to challenge their medical authority. Many
were worried about inappropriate self-diagnosis, and about
patients taking advice from sites that did not concur with
medical opinion. The Internet's role in feeding the anxieties of
patients with hypochondria was raised by three practitioners,
and problems with “all sorts of odd Web sites,” and patients
coming in armed with printouts were mentioned by a further
two. One consultant was concerned that patients would act on
individualised accounts from others who post their experiences
on the Web.

For the most part, these anxieties were expressed in the context
of afairly balanced view of the Internet's threats and promises.
However, this was not always the case: “| am sure people are
ferocioudly searching the Internet for information,” remarked
one health-care practitioner who clearly did not approve of this
(HCPR, no. 1). The participant went on, “The Internet ... you
find yourself having to substantiate some redly difficult
scenarios where somebody has come armed with this
information: you're on your back foot and you just don't know
whereto go. Can't argue about it, you are only a[HCP] and you
haven't got the arguments against their specific topic which they
find particularly interesting. And you are at aloss: it puts you
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on your back foot and makes you feel quite stupid.” However,
when we asked about how often people had actually come to
this person with Internet information, “only three times’ was
the answer.

Patients reported that some health practitioners sought to assert
their authority by dismissing the patient's acquired knowledge.
For example, one woman said some health practitioners had
made it clear that they thought she should not look things up
for herself. She felt that the view was, “you're here with me
now and I'm telling you this’ (female participant, no. 29).

Consultations between practitioners and patients are
inter-subj ective experiencesin that there are always at | east two
people involved. As such, psychodynamic factors, as well as
professionally driven agendas, are a play. Consultant
psychiatrist Jeremy Holmes suggests that “ perhaps rather than
being motivated by altruism and scientific integrity, we are
merely using our patients to bolster our fragile sense of
competence and health” [29]. This perspective can be linked to
debates about the limits of professional knowledge and authority,
and about ways in which practitioners emotionally protect
themselves from their patients, both of which go back along
way [30-32]. The health-care practitioner we discussed above
was a self-described beginner in Internet use. How much, then,
were practitioners' concerns about the negative power of the
Internet a reflection of their own insecuritiesin its use, and in
their own medical competence? It did seemto usthat IT literacy
(in terms of sorting through Web sites and evaluating the
reliability of information) was as much an issue for the
health-care practitionersin our study asit was for patients.

This point may have wider application in our study and beyond,
although we are cautious about this since we interviewed only
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10 practitioners. Nevertheless, they came from different
professionsand IT literacy skillswere anissue for most of them,
as they are for many NHS professionals [33]. White and
Stancombe's discourse analysis of encounters between patients
and practitioners shows that medical decision-making in the
moment isacomplex combination of science, art, moral action,
and psychodynamic process [34]. They argue for analysis of
clinical decision-making to be made on what they describe as
a“re-embodied” clinician. “ Putting the mind back into afeeling
body—that gets angry, hasfriends, enemies, loyalties, vendettas,
has a past and an anticipated future, becomes weary or
bored—forces us to consider how we may understand the
processes of judgment and intuition more adequately” [34]. The
use of the Internet in health needs to be understood in thislight
too, and not solely in relation to debates about information
quality from largely biomedical understandings.

Discussion

To what extent, then, can our findings contribute to the debate
about the changing relationships between patients and
practitioners? First, our study reveals only a handful of patient
participants actively challenge medical authority using the
information they acquire on the Internet. Most patients
articulated high levelsof trust in health practitioners. Even those
few who did look up health information on the Internet prior to
their consultation, usually did not tell the practitioner they had
done so. One way of understanding such covert practice is to
see it, as Scott suggests, as “a weapon of the weak” [35] in a
context where one party (the patient) significantly lacks the
power to determine the actions of another (the practitioner).

Our study revealed very few examples of patients having
acquired information from the Internet that actually resulted in
an explicitly patient-controlled outcome. There are a humber
of potential reasons for this. Clearly, some practitioners were
defensive about their own Internet competencies. As a result,
they asserted their medical authority all the more, thereby
dismissing the positive potential of the Internet, particularly if
the information from it came via a patient. In other cases, and
in corroboration of other studies [36,37], time limitations
constrained the possibility of engaging in dialogue that might
have led to a patient-controlled, or even a patient-centred,
outcome. This was something that many participants in our
study, both patients and practitioners, were aware of .

In their exploratory paper, Gerber and Eiser present a broad
typology of how patient—physician relationships might fare in
the Internet age [38]. What does our research suggest about the
future of patient—practitioner relationships in the UK? If
practitioners with poor IT skills do not improve their own IT
literacy, use of the Internet by their patients may result in such
practitioners defensively asserting their “ expert opinion” all the
more in the heated moment of the consultation. Relationships
between patients and practitionerswho are more I nternet savvy
can go in one of three ways. First, as we have seen, time
constraints on the consultation (which studies have shown
patients generally understand and respect), can lead to
curtailment of opportunities for patients to become better
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informed. In this case, consultations are unlikely to move
towards the patient-controlled end of a continuum. Rather,
patients can be quickly and authoritatively steered towards the
course of action preferred by the practitioner without any
discussion of alternatives, even though the practitioner, and
indeed the patient, might know of them.

A dlightly different take on this first scenario presents us with
the second one. This would involve practitioners using their
technical skills to guide trusting patients to “approved sites,”
information from which would reinforce the course of action
favored by the practitioner—the “Internet prescription,” as
Gerber and Eiser put it [38]. One doctor in our study reported
steering patients' decision-making in this way. If it were to
happen more widely, some may seethisas Internet prescribing:
information for compliance, rather than choice. However, the
degree of trust patients in our study wanted to put in their
practitioners potentially tempers this criticism. Clearly, some
passive patients are content to be so.

The third scenario presents a view that moves more toward
patient-controlled encounters. Here the privileging of
practitioners biomedical perspectives is not automatic. The
perspective of one doctor in our study captures this. Thinking
about the role of the Internet in relation to his dynamic with
patients he suggested, “It's something about our role changing
and it's something about our role becoming the processors of
information rather than the providers of information” (HCPR,
no. 2). Other studies of HISPs suggest that the realization of
this scenario is unlikely to be just around the corner for most
patient—practitioner encounters [37,38]. Nevertheless, this
doctor's view presents a challenge to traditional constructions
of patient—practitioner relationships, and is firmly in keeping
with policy shifts and the vision of the central role of patients
and citizens in NHS (National Health Service) provision [40].
This doctor's view also reflects a popular discourse in the
literature on health and the Internet: that relationships will be
transformed [4-8,41]. Of course, the Internet is not the only
mediator of information that may precipitate such a role
transition from HCP-centred to patient-controlled consultations.
Its symbolic importance, in drawing attention to the
patient—practitioner relationship and throwing the issues of
authority and trust into sharp relief, aswe have explored above,
is clear.

Degspite the many texts available on health and the Internet,
much is still unknown about how much patients actually use
the Internet to look up health information in their daily lives,
and what meaning thisactivity hasfor their experience of health
and illness, and for their relationships with health-care
practitioners [42]. Ours was a small-scale study and cannot be
generalizable. At the very least though, it provides some
evidence of the symboalic role of the Internet. Though slow to
change, many patients and practitioners feel that they ought to
be getting online. Also, whatever the future of relationships
between patients and practitioners, our study demonstrates
empirically, at least in one UK context, that Internet-mediated
changes in their dynamics are discernible, if not dramatically
0.
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Abstract

Background: Theuseof Internet-based questionnairesfor collection of datato evaluate patient education and other interventions
has increased in recent years. Many self-report instruments have been validated using paper-and-pencil versions, but we cannot
assume that the psychometric properties of an Internet-based version will be identical.

Objectives: Tolook at similaritiesand differences between the Internet versions and the paper-and-pencil versionsof 16 existing
self-report instruments useful in evaluation of patient interventions.

Methods: Participants were recruited viathe Internet and volunteered to participate (N=397), after which they were randomly
assigned to fill out questionnaires online or via mailed paper-and-pencil versions. The self-report instruments measured were
overal health, health distress, practice mental stress management, Health Assessment Questionnaire (HAQ) disability, illness
intrusiveness, activity limitations, visual numeric for pain, visual numeric for shortness of breath, visual numeric for fatigue,
self-efficacy for managing disease, aerobic exercise, stretching and strengthening exercise, visitsto MD, hospitalizations, hospital
days, and emergency room visits. Means, ranges, and confidence intervals are given for each instrument within each type of
guestionnaire. The results from the two questionnaires were compared using both parametric and non-parametric tests. Reliability
tests were given for multi-item instruments. A separate sample (N=30) filled out identical questionnaires over the Internet within
afew days and correlations were used to assess test-retest reliability.

Results: Out of 16 instruments, none showed significant differences when the appropriate tests were used. Construct reliability
was similar within each type of questionnaire, and Internet test-retest reliability was high. Internet questionnaires required less
follow-up to achieve a dightly (non-significant) higher completion rate compared to mailed questionnaires.

Conclusions:  Among a convenience sample recruited via the Internet, results from those randomly assigned to Internet
participation were at least as good as, if not better than, among those assigned mailed questionnaires, with less recruitment effort
required. The instruments administered via the Internet appear to be reliable, and to be answered similarly to the way they are
answered when they are administered via traditional mailed paper questionnaires.

(J Med Internet Res 2004;6(3):€29) doi:10.2196/jmir.6.3.€29

KEYWORDS
Questionnaire design; evaluation; methodology; instruments; Internet

guestionnaires on the Internet or viaamailed (paper-and-pencil)
guestionnaire.

The purpose of the study was to test the reliability for Internet  Although we and others have been using these instruments in
use of 16 existing self-report instruments that can be used in | nternet-based studiesfor afew years[1], neither these nor most

Internet health services research and intervention studies.  gimilar instruments had previously been tested for Internet use.
Participants in the study were randomized to answer
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Thislack of psychometric testing might cause someto question
the outcomes of Internet-based health studies.

In searching theliterature, we found anumber of studiestesting
particular Internet measures, especialy within the field of
psychology. For example, Lin et al (2003) studied a measure
of self-assessment of depression [2], while Farvolden et al
(2003) looked at screening for clinical depression [3]. An
increasing number of studies have directly compared
paper-and-pencil-administered  questionnaires  with  an
Internet-mediated questionnaire. In astudy of a13-item quality
of life scale, the Foundation for Accountability [4] found that
while there was some variation in individual items, the mean
scores for mail and Internet collection were similar. Buchanan
and Smith (1999) [5] compared a Web-based personality
assessment to a paper-and-pencil version, and using
confirmatory factor analyses, found similar psychometric
propertiesin thetwo tests. Davis (1999) [6] al so compared Web
and paper-and-pencil versions of a personality measure
(rumination), and concluded that “findings from Web-based
guestionnaire research are comparable with results obtained
using standard procedures.” Riva et a (2003) [7] compared
attitudes regarding the Internet and concluded that if sampling
control and validity assessment is provided, the Internet is a
suitable alternative to traditional paper-based methods. Joinson
(1999) reported that both anonymity and Web usage (compared
to paper-and-pencil) resulted in lower scores on a socid
desirability measure[8]. And Buchanan (2003) [9] reported that
even when Internet-based versions of instruments are reliable
and valid, normative data from paper-and-pencil versions may
not always compare directly with Internet-mediated
psychological testing. A recent overview entitled “Using the
Internet for Surveysand Health Research” (Eysenbach & Wyatt
2002, [10]), barely touched on instruments (referring readers
to the Quality of Life Instruments Database at Quality of Life
Instruments database [11]) and did not discuss validity or
reliability of Internet-based questionnaires. Although progress
isbeing made, there remains aneed to eval uate I nternet versions
of most of the health-behavior and outcome instruments useful
to researchers eval uating patient intervention programs.

Information is presented on the distributions of the responses
using both methods of questionnaire delivery, aswell ason the
differences between the two sets of responses. The intent isto
allow researchers to make an informed decision as to whether
each variable is appropriate for Internet use when compared to
use viatraditional mailed paper self-report questionnaires.

Methods

Sample

Over a period of two months, subjects were recruited via the
Internet using messages on health discussion groups, community
servers, Web-site links, medical e-newsletters, and online
support groups. Potential subjects were invited to visit a study
Web site and thus all subjects had Internet access. Seven
hundred and ninety-one potential subjects expressed interest by
leaving contact information at the project Web site, and were
invited to participate. Of these, 462 agreed to proceed, were
randomized, and were either sent a paper questionnaire or
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invited to return to a Web site to complete the questionnaire
online. Ultimately, 397 were enrolled and filled out
guestionnaires. We compared the refusal rates of those
randomized to the Internet versus those randomized to mailed
guestionnaires using chi-squares. We al so examined the amount
of follow-up required for each group.

Instruments

Information was collected on 16 self-report instruments and
well as on demographic variables and types of disease
conditions. These instruments have been used extensively in
our and others' research, and their mailed paper questionnaire
version responses have been previously examined and validated
(eg, Lorig et a 1996 [12], also seetheresearch instruments page
of the Stanford University Patient Education Research Center's
Web site[13]). The criteriafor choosing instruments were that
they 1) had previously been validated, 2) represented key
outcome in studies of one or more chronic conditions, 3) had
been used in past studies, 4) were relatively short, and 5) were
sensitive to change in the range of .3 effect size. The variables
selected were the following instruments.

+ Sdf-Rated Health (1 item). This item comes from the
National Health Survey and has been found to be predictive
of future health status (Idler & Angel, 1990) [14].

« Health Distress measures worry and concern caused by
chronicillness (5 items) (Lorig et al, 1996) [12].

«  Number of times per week practice mental stress
management and relaxation techniques (1 item) (Lorig et
al, 1996) [12].

« Health Assessment Instrument measures disability and is
used in the National Health Survey (20 items) (Fries et a,
1980) [15].

« lllness Intrusiveness. Instrument measures how chronic
illness affects role function in 5 domains. physical well
being and diet, work and finances, marital, sexual and
family relations, recreational and social relations, other (13
items) (Devins, 1990) [16].

« Activity limitations, measuresrolefunction (4 items) (Lorig
et al, 1996) [12].

« Visua numeric instruments for pain, shortness of breath,
and fatigue are adaptations of visual analogue instruments
that have been found to be easy for subjectsto complete (4
items) (Gonzalez et a, 1995) [17].

« Sdf-efficacy for managing chronic disease measures the
confidence one hasin managing chronic conditionsand has
been found to be predictive of future health status (5 items)
(Lorig et al, 1996) [12].

«  Sdf-reported exercise measures minutes/week of aerobic
(5 items) and minutes/week stretching and strengthening
exercise (1 item) (Lorig et al, 1996) [12].

« Headthcareutilization (MD visits, hospitalization, hospital
days, ER visits) (Lorig et al, 1996; Ritter et al, 2001)
[12,18].

Many of the instruments tested were devel oped by the authors,
and all are available for free public use. Detailed information
and paper questionnaire-based psychometrics for each of the
instruments can be found at the Stanford University Patient
Education Research Center Web site [13].
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Data Analyses

We first checked to see if the randomization process had been
successful by compared the demographic and disease variables
using t-tests. The means for the 16 instruments were then
compared using t-tests, Wilcoxin, and analyses of covariance
(ANCOVAS). ANCOVAswererun controlling for demographic
variable and for the disease variables that were found to differ
between the two groups. Confidence intervals were aso
computed to provide a sense of how much overlap there might
be between the answers from the two randomized groups. This
information is presented in a way that alows an informed
researcher to determineif aparticular instrument is appropriate
for Internet use and for comparison to results obtained from a
traditional paper questionnaire. The standard .05 criterion for
determining if there is a significant difference may not be
appropriate when one is asserting that there is likely little
difference. That criterion is intended to avoid the error of
claiming there is a difference when it may only be the result of
statistical fluctuation (type | error). But we also wish to avoid
the error of claiming thereis no difference when there may well
be (type Il error). Thus we aso discuss trends (p=.05 to .10)
and dlight trends (p=.1010.20) in casethese may indicateareal,
albeit small, difference in how the instruments are answered
using the two methods.

For multi-item instruments, internal consistency reliability was
computed separately within the paper questionnaire and within
the Web-based questionnaire groups using Cronbach alpha.

A separate sample was used to compute test-retest correl ations.
A group of subjects enrolled in an online chronic disease
self-management workshop was asked to return to the Web site
to fill out a second questionnaire one day after completing a
12-month follow-up questionnaire as part of their study
participation. Thirty subjects completed the second questionnaire
within one week of completing the first questionnaire. The
results of the two sets of answers to the 16 instruments were
compared using both Pearson and Spearman correlations.

All subjectsreceived a$10.00 Amazon.com certificate for their
participation.

Results

Four hundred and sixty-two people with chronic disease were
invited to participate. If they did not return a mailed
guestionnaire or fill out the Internet questionnaire after
approximately 10 days, they were sent a postcard or follow-up
email. Asmight be expected, many of the mailed questionnaires
were not returned within 10 days, and 63.6% were sent a
follow-up postcard. Only 27.3% of those randomized to the
Internet required afollow-up email (chi square=<.0001). After
an additional 10 days with no response, a phone call was made
to those randomized to the mailed questionnaire and areminder
email was sent to the Internet group. Of those randomized to
mailed questionnaires, 29.4% required a follow-up phone call,
and of those assigned to Internet participation, 16.0% required
areminder email (chi square=.0006). Finally, after an additional
one to two weeks, a follow-up letter went to 20.3% of those
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randomized to mail, and a second email was sent to 13.4% of
those randomized to the Internet (chi square=.064). Of the
participants randomized to mail, 83.1% eventualy returned
their questionnaires, as did 87.5 % of those randomized to the
Internet (chi square=.189). This return rate is defined as those
who actually returned their questionnaires or who logged on
and filled out aquestionnaire divided by the number who agreed
to participate and were randomized.

When we compared the demographic characteristics of those
who answered their questionnaires on the Internet versus those
who used mailed paper questionnaires, we found two slight
differences (Table 1). The Internet subjects were dightly more
likely to be married than the paper questionnaire subjects
(P=.043). In addition, the mailed questionnaire subjects had a
dightly higher incidence of asthma (p=.096). Thus, the asthma
and marital status variables, as well as the other demographic
variables, wereincluded as covariatesin the ANCOVA models.

Table 2 presents the means for the 16 instruments and the
probability that there are differencesin those means, comparing
those who answered questionnaires on the Internet with those
who used mailed paper questionnaires. Only shortness of breath
showed atrend toward being statistically significantly different
when the two groups were compared using t-test (p=.074) or
Wilcoxin test (p=.081). However, there was also atrend toward
the mailed questionnaire sample having higher levels of asthma
(Table 1), and when ANCOVAswere used to control for asthma
and other demographic variables, the significance roseto p=.254.

Although there were no other differences approaching
significance, there were dlight trends (less than .20) for ER
Visits (p=.146) and health distress (p=.116). The ER visits are
very skewed in distribution (with most participants reporting
0), and when the differences were tested using Wilcoxin, the p
value rose to .330. Health distress continued to show a slight
trend toward a difference, regardless of the test (p=.111 with
Wilcoxin, p=.193 from ANCOVAYS).

Table 2 also provides information on the distributions of each
variable. Standard deviations and 5% to 95% confidence
intervalsfor each randomized group are shown. Theseillustrate
the considerable overlap found between those answering the
guestionnaires using Web questionnaires and those using mailed
questionnaires for all instruments with the possible exception
of the Shortness of Breath Visual Numeric Scale.

Internal consistency reliability (Cronbach alpha) was nearly
identical for multi-item instruments, whether administered via
the Internet or by paper questionnaire (Table 3).

Table 3 also includes the test-retest reliability scores. We saw
consistently high correlations, whether Pearson or Spearman
correlations were used. This is in spite of the fact that some
items such as pain, fatigue and shortness of breath were asked
regarding the preceding two weeks, and could have been
expected to change in the time between the two questionnaires.
The relaxation variable specifically asked about the preceding
week (How many times did you do mental stress management
or relaxation techniquesin the last week?), and might have been
expected to produce lower test-retest correlations, which it does.
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Variable Percent or Mean Probability of Difference
(Standard Deviation) p (t-test)
Web Questionnaire
N=205 N=192

Percent male 29.8% 25.7% .364

M ean years of education 16.1 15.7 119

% less than 12 years (3.41) (3.54)

% 12 years range: 3-23 range: 1-23

% 13-15 years 2.9% 4.7%

% 16 years 8.2 151

% more than 16 years 317 271
195 20.3
37.6 32.8

Mean age 459 44.6 .369
(14.3) (13.5)
range: 19-89 range: 19-82

% Non Hispanic White 79.0% 72.3% A17

% Black 4.9 5.2 (chi-square, p=.324)

% Hispanic 6.8 7.9

% Asian 54 111

Ethnic category

% Married 58.1% 47.9% .043

% with Diabetes 26.3% 26.6% .960

% with Hypertension 29.8% 33.9% .382

% with Asthma 20.0% 27.1% .096

% with COPD or other lung disease 14.2% 14.1% .981

% with heart disease 9.8% 13.0% 468
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Table 2. Comparison of tested variables

Variable Internet Mailed Probability of Difference

N=205 Questionnaire
N=192

Mean Confidence  Observed  Mean Confidence Observed p p p (ANCOVA)
(Standard ~ Intervals Range  (gandardDevi- 'Mervals — Range (iteqf) (Wilcoxin)
Deviation) ation)

Self-reported 3.26 3.26-3.39 1-5 3.20 3.05-3.35 1-5 .548 543 403

health (0.890) (1.05)

Pain VNS 4.74 4.29-5.19 0-10 4.50 4.05-4.95 0-10 465 .625 402
(3.26) (3.14)

Shortness of 3.35 2.93-3.77 0-10 391 3.46-4.36 0-10 .074 .081 254

Breath VNS (304) (3.16)

FatigueVNS  6.11 5.76-6.46 0-10 5.94 5.56-6.33 0-10 530 489 421
(2.53) (2.69)

MD visits 4.69 3.96-5.42 0-35 5.59 3.94-7.24 0-150 .325 .269 .306
(5.29) (11.6)

ER visits 0.534 0.338-0.731  0-10 0.938 0.429-1.45 0-32 Jd46 330 120
(1.43) (3.57)

Hosp nights 1.82 0.600-3.04 0-10 2.04 0.090-3.99 0-10 .849 .812 .875
(8.83) (13.7)

Hospitaizations 0.319 0.172-0.466  0-90 0.307 0.167-0.448 0-180 913 819 .883
(1.07) (0.989)

llinessintrusve- 13.1 12.4-13.7 4-21 131 12.5-13.8 321 .892 .893 .897

ness (4.64) (4.52)

Hedth distress 2.25 2.09-2.44 0-5 2.46 2.28-2.65 0-5 116 11 193
(0.297) (1.30)

Self efficacy 5.92 5.60-6.23 1-10 6.01 5.68-6.34 1-10 .687 .684 .580
(1.24) (2.32)

HAQ disability 0.284 0.230-0.338  0-1.63 0.254 0.198-0.310 0-2.13 450  .306 .363
(0.390) (0.393)

Doctor comm.  3.02 2.85-3.20 0-5 3.13 2.96-3.30 0-5 379 487 .208
(1.27) (1.19)

Relaxation 1.70 1.19-2.20 0-20 161 1.14-2.08 0-25 .804 461 .820
(3.65) (3.29)

Rangeof mo-  37.1 30.1-44.2 0-180 344 27.7-41.0 0-180 577 .793 .667

tion exercise (51.1) (46.8)

Aerobic exer- 845 71.1-97.8 0-420 86.6 71.9-101.2 0-585 836  .580 770

cise (96.7) (102.9)
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Variable Internet Test-retest Reliability, N=30 I-C Reliability,
Cronbach apha
Pearson r Spearman r Web (N=204) Questionnaire
(N=191)
Self-reported health .884 .890 singleitem singleitem
Pain VNS .847 .832 singleitem singleitem
Shortness of Breath VNS .968 .940 singleitem singleitem
Fatigue VNS .864 .827 singleitem singleitem
MD visits .784 .783 singleitem singleitem
ER visits .999 1.000 singleitem singleitem
Hosp nights .992 .999 singleitem singleitem
Hospitalizations 1.000 1.000 singleitem singleitem
IlIness intrusiveness .869 .880 .668 .658
Health distress .935 .930 .935 931
Self efficacy .906 .870 912 .922
HAQ disability .930 931 874 .879
Doctor communication 874 .865 775 .750
Relaxation .684 .802 singleitem singleitem
Range of motion exercise .829 .878 singleitem singleitem
Aerobic exercise .765 921 n/a n‘a

Discussion

The group randomized to mailed questionnaires required more
follow-up effort than those randomized to Internet
guestionnaires. Although therewas adlightly higher return rate
among the Internet group (87.5% versus 83.1%), that difference
was not statistically significant. We can conclude that among
apopulation recruited through the Internet, participation among
those assigned to the Internet was at least as good as, if not
better than, participation among those assigned mailed
guestionnaires, with less recruitment effort required. However,
the same results might not have occurred among a population
less familiar and less comfortable with the Internet.

Our sample was a volunteer (convenience sample) drawn from
a population who had access to and who were familiar with the
Internet. Thusthe results particularly apply to such populations
and may not be representative of a broader-based population.
However, Gosling et al [19] have argued that Internet samples
may actually be more representative than traditional samples.
Paper-and-pencil questionnaires will remain useful in target
populations who have limited experience with or accessto the
Internet, while Internet surveys may allow researchersto reach
more geographically diverse populations with less expense.

The results showed few differences between I nternet-based and
mailed paper questionnaires. None were significantly different
at the .05 level when appropriate tests were used. With 16
instruments tested, we might expect to find several significantly
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different at the .20 level or lower, even if the two groups were
more or lessidentical in how they answered the questions. And
wedid find aconsistent difference at that level for onevariable,
health distress. Further testing on health distress might be
warranted to determineif thisslight trend toward | nternet-based
guestionnaires showing more health distress could be replicated.
Health distress did have high internal consistency reliability
and high test-rest reliability, which was nearly identical for both
Internet-based and mailed questionnaires. Thus we can be
confident that health distressis reliable when administered via
the Internet, even though there may be a possibility of dight
differences in the normative values of the two different modes
of administration.

Shortness of breath also showed a trend toward being
significantly different when evaluated using bivariate statistics
(t-tests and Wilcoxin). But when the presence of asthma was
included as a covariate in an analyses of covariance model, the
significance rose to a level indicating minor differences. This
was because of the higher level of asthma in the mailed
guestionnaire group compared to the Internet group. The
Shortness of Breath Visua Numeric Scale might also benefit
from being tested in anew samplethat did not show differences
in asthma between the two randomized groups.

In summary, theinstruments administered viathe I nternet appear
to be reliable and appear to be answered similarly to the way
they are answered when they are administered viamailed paper
guestionnaires.
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Abstract

Background: Low response rates among surgeons can threaten the validity of surveys. Internet technologies may reduce the
time, effort, and financial resources needed to conduct surveys.

Objective: We investigated whether using Web-based technology could increase the response rates to an international survey.

Methods: We solicited opinionsfrom the 442 surgeon—-members of the Orthopaedic Trauma Association regarding the treatment
of femoral neck fractures. We devel oped a self-administered questionnaire after conducting aliterature review, focus groups, and
key informant interviews, for which we used sampling to redundancy techniques. We administered an Internet version of the
guestionnaire on a Web site, as well as a paper version, which looked similar to the Internet version and which had identical
content. Only those in our sample could access the Web site. We alternately assigned the participants to receive the survey by
mail (n=221) or an email invitation to participate on the Internet (n=221). Non-respondents in the mail arm received up to three
additional copies of the survey, while non-respondents in the Internet arm received up to three additional requests, including a
final mailed copy. All participantsin the Internet arm had an opportunity to request an emailed Portable Document Format (PDF)
version.

Results:  The Internet arm demonstrated a lower response rate (99/221, 45%) than the mail questionnaire arm (129/221, 58%)
(absolute difference 13%, 95% confidence interval 4%-22%, P<0.01).

Conclusions: Our Internet-based survey to surgeons resulted in a significantly lower response rate than a traditional mailed
survey. Researchers should not assume that the widespread availability and potential ease of Internet-based surveyswill trandate
into higher response rates.

(J Med I nternet Res 2004;6(3):€30)  doi:10.2196/jmir.6.3.630
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Introduction

Health-care surveys are an important research tool to study the
attitudes, beliefs, behaviors, practice patterns, and concerns of
physicians [1]. Response rates to surveys, especialy among
physicians, have been suboptimal (mean response rates=62%,
SD=15%) [2]. Investigators have attributed the lower response
rates to increasing physician workloads and to the low priority
physicians place on survey completion. The return rates have
been especially low in surveys of surgeons, who have responded
at rates from 15%-77% [3-6]. Low response rates threaten the
validity of a survey by increasing the risk of a non-response
bias[1,7,8].

Dillman's Tailored Design Method is the current standard for
conducting mail and Internet surveys [9]. A recent Cochrane
Methodology Review verified the success of these strategies
for achieving reproducible response rates in the genera
population [10,11]. Another systematic review also confirmed
that some of these methods are effective in physician surveys:
monetary incentives, stamps on outgoing and return envel opes,
and short questionnaires [1].

The suboptimal response rates among surgeons calls for
exploration of aternative survey administration strategies.
Internet technology has the potential to decrease the time and
cost involved in conducting a health-care survey. Couper
presentsareview of issues and approachesto Web surveys, and
suggests that Web surveys may improve the response rate and
lower the cost of surveys [12]. While some Internet-based
surveys have shown promising response rates (up to 94%[13]),
their potential has not been realized in other studies (response
rates ranged from 11%-70%) [14-17]. To date, no studies have

http://www.jmir.org/2004/3/e30/
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evaluated the response rates to Internet surveys among
orthopaedic surgeons.

We hypothesized that orthopaedic surgeons who were given
the opportunity to participate in an | nternet-based questionnaire
would respond at a higher rate than surgeons who were mailed
apaper copy of the survey. Wetested this hypothesisin asurvey
of orthopaedic surgeons on their views about managing hip
fractures.

Methods

Questionnaire Development

We developed an 8-page self-administered questionnaire to
identify the preferences and practice patterns of orthopaedic
traumatologists in the operative treatment for femoral neck
fractures. Using previous literature, focus groups with
orthopaedic surgeons, and key informants, using sampling to
redundancy techniques, we identified items that fell into six
domains: 1) surgeon experience; 2) classification of fracture
types; 3) treatment options; 4) technical considerations in the
operative technique; 5) predictors of patient outcome; and 6)
patient outcomes. We pre-tested the 8-page questionnaire to
establishits comprehensibility, face validity, and content validity
[18].

Study Sample

Of the 453 members of the Orthopaedic Trauma Association
(OTA) listed on the 2002 membership list, we included all
active, international, emeritus, and associate members, but
excluded 11 members who are not surgeons. Therefore, we
included all 442 surgeorn—members of the OTA. We obtained
the email addresses for the surgeonsin the Internet group from
the OTA's online directory.
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Figure 1. Welcome screen for Internet questionnaire
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Development of Web Questionnaire

We hired a professional Web designer to create an Internet
version of the questionnaire on a Web site. The questions were
displayed in the same order and format asthey werein the paper
version. The “welcome screen” of the Web site invited
participants to enter their assigned persona identification
number (PIN) and user identification (user 1D) before beginning
the questionnaire, so that only those in the Internet group had
access to the questionnaire (Figure 1).

We aso included our contact information, aswell asthe option
to request a questionnaire by mail, fax, or email as a Portable
Document Format (PDF) attachment. The Web questionnaire
was 6 pages long (1 page per section), took approximately 5
minutes to complete, and had 38 questions. The responses to
the Internet questionnaire were automatically entered into a
database.

Study Design and Allocation

We alternately assigned the surgeon—members of the OTA to
receive a postal or an Internet questionnaire. One of us (PL),
who did not know the surgeons, prepared the all ocation schedule
for each of the 442 surgeon—-members of the OTA by using the
association's membership list and, starting at the top of the
alphabetical membership list, alternately assigning each name
to the mail or Internet group using a systematic sampling
approach. Of the 221 surgeons originally assigned to the Internet
group, 45 did not have email addresses and thus received the

http://www.jmir.org/2004/3/e30/

mail version and reminders in the same way as those in the
mailed questionnaire group. We selected 45 surgeons from the
mail group known to have email addresses to receive the
electronic questionnaire.

One of us (PL) recorded the costs associated with devel opment
and implementation of the mail and Internet-based surveys to
assess the feasibility of each method. Our costs included labor,
supplies, postage, Web-site administration, and our domain
name. These costs were calculated and compared between
groups.

Questionnaire Administration

We planned five points of contact for the questionnaire
administration: 1) advanced natification by post (mail group)
or email (Internet group) 2 to 5 days prior to receiving the
survey; 2) amailed copy of the survey, or an email with alink
to the Internet survey; 3) another mailed copy or email with a
link to the survey at 6 weeks; 4) a further copy or link at 12
weeks; and 5) a copy of the survey sent by mail only to all
non-respondents in both groups (22 weeks for the mail group
and 19 weeks for the Internet group). We conducted the final
mail-out to non-respondersin both groups at the sametime, and
stopped the study for both groups at the same time, although
themail group had started three weeks before the Web site was
ready for the Internet group. We calculated our primary response
rates based on the number of responses received before the final
mail-out; it was at that final mail-out that we changed our
method of administration.
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Our University Research Ethics Board reviewed and approved
this research.

Statistical Analysis

We analyzed all participants according to their final group (per
protocol analysis) and the group to which they were originally
assigned, following the intention to treat (ITT) principle. We
summarized response rates by the proportion of respondents at
each time point. Chi-sguare analyses were used to compare the
proportion of respondentsin the mail group with the proportion
inthe Internet group using the MINITAB version 14.0 statistical
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software package. All statistical tests were two-sided, at a
pre-determined alphalevel of 0.05.

Results

Of the 442 surgeons, 221 received a copy of the questionnaire
by mail, and 221 received an email invitation to complete the
survey online. Characteristics of respondents (age, geographic
location, type of practice, and the proportion who had compl eted
afellowship in trauma) were not different between groups (Table
1).

Table 1. Characteristics of the surgeons who responded to the survey before the final mailing (Intention to Treat Analysis)

Physician Characteristic Mail Internet P-Value
(n=129) (n=99)

Age Under 40 25/129 (19%) 19/99 (19%) >0.99
41-50 64/129 (50%) 42199 (43%) 0.31
51-60 33/129 (26%) 25199 (26%) 0.99
Over 60 11/129 (9%) 6/99 (6%) 0.49

Geographic location 104/129 (81%) 78199 (79%) 0.73

(% North America)

Type of practice 104/129 (81%) 73/99 (74%) 0.22

(% academic)

Trauma fellowship (% yes) 88/129 (68%) 73199 (74%) 0.36
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Figure 2. Participant flow (Intention to Treat Analysis)
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Table 2. Geographical location of the surgeons who responded to the survey before the final mailing (Intention to Treat Analysis)

Mail Internet Total

(n=129) (n=99) (n=228)
Africa 1 0 1
Asia 4 3 7
Austraia 0 1 1
Europe 19 16 35
North America 104 78 182
South America 0 1 1

The surgeons who responded live in 17 countries on 6
continents; 80% of all respondents beforethefinal mailing lived
inthe USA (Table 2).

In the original mail group, 9 surveys were returned to sender
(ie, wrong address), 3 email addresses were non-functional, and
19 surgeons explicitly refused to participate by the time we
closed the study. In the original Internet group, 2 surveys were

Table 3. Response rates over time (Intention to Treat Analysis)

returned to sender, 13 email addresses were non-functional, and
20 people explicitly refused to participate by the end of the
study (Figure 2).

There was no significant difference between the proportion of
respondents who switched from the mail to the Internet group
and those who switched from the Internet to the mail group
(27/45 vs 22/45, P=0.287).

Mail

Internet Overal

P-Value
(N=176) (N=221) (N=442)

RESPONSES 6 weeks 75 (43%) 52 (24%) 135 (300/0) <0.01
12 weeks 98 (56%) 77 (35%) 190 (43%) <0.01
22 weeks (mail) 109 (62%) 99 (45%) 227 (51%) <0.01
19 weeks (Internet)
32 weeks (mail) 113 (64%) 141 (64%) 281 (64%) >0.99
29 weeks (Internet)

Table 4. Cost of administering survey by group
Mail (Can $) Internet (Can $)

Survey mailing materials 1319.41 215.78

Web administration (programming and domain name) N/A 241351

Labor for mailing/ emailing ($20/hr, 5 min per mailed survey, 1 1181.66 392.68

min per emailed survey)

Labor for data entry ($20/hr, 5 min per survey) 238.33 80.00

TOTAL 2739.40 3101.95
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Figure 3. Response rates over time (per protocol analysis)
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The overall primary response rate was 228/442 (51%). A
significantly greater proportion of participantsinthe mail group
responded (129/221, 58%) compared with the Internet group
(99/221, 45%) (absolute difference 13%, 95% confidence
interval: 4%-22%, P<0.01). The per protocol analysissimilarly
favored the mail group (absolute difference 14%, 95%
confidence interval: 5%-23%).

The final response rate for the survey, after we had used a
mixture of administration methods to raise the response rate,
was 64% (281/442). Response rates did not differ significantly
between the mail and Internet groups either in the intention to
treat (Table 3) or per protocol analysis (Figure 3) (absolute
difference: 0%, versus 4%, 95% confidence interval: -13% to
5%, respectively).

The Internet-based survey was more costly to implement than
the mail survey (Can $3101.95 and Can $2739.40, respectively)
(Table 4).

Had we utilized an existing Web site for developing surveys
[19], the Internet costs could have been reduced to Can $968.46
for the Internet group; however, we would have been constricted
in the format and design of the Web page.

http:/Awww.jmir.org/2004/3/e30/

XSL-FO

RenderX

MAILINT

B rail
[internet

before final mail

after final mail

Discussion

It isimportant to achieve the highest response rate possible in
order to limit non-response biasin health-care surveys. Previous
research has demonstrated that monetary incentives, stamped
return envelopes, telephone reminders, shorter surveys, and
high interest can sometimes increase response rates [1,2].
Currently, there are very few data comparing response rates
between postal and Internet surveys.

We hypothesized that we might receive a higher response rate
among surgeons to the Web questionnaire than to the
conventional paper version. We expected that surgeons with
busy schedules might find the Web questionnaire would take
lesstime and eliminate theinconvenience of dealing with paper
or mailing. Additionally, we believed that widely available
I nternet access throughout operating suites, hospital wards, and
surgeons officeswould facilitate the early completion and return
of Internet-based surveys. Finally, the novelty of participating
in aWeb questionnaire might have interested participants who
would not have completed a mailed questionnaire.
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Contrary to our hypothesis, but consistent with previous studies
[14,17], we found a lower response rate to the Internet
guestionnaire. Raziano et a randomized 2 cohorts of geriatric
division chiefs to receive a survey either by electronic mail (n
=57) or by conventional postal mail (n=57) [17]. Theaggregate
response rate was 58% (n = 31) for the email group versus 77%
(n = 44) for the postal mail group. In another study, Kim and
colleagues sent postal or email surveysto 2502 members of the
American Urological Association [15]. From the postal group
(n=1000), 419 responses were obtained (42%); from the email
group (n = 1502), 160 (11%) responses were obtained [15].

Leeceet a

McMahon and colleagues compared email and postal survey
responseratesin asurvey of physicianslisted in the membership
directory of the Georgia Chapter of the American Academy of
Pediatrics [14]. The response rate after the first 2 mailings (2
weeks and 4 weeks) was 41% (59/143) for postal and 26%
(33/125) for email surveys[14]. Harewood distributed a survey
to patients about their experience after routine outpatient
endoscopy. Patients were randomized to receive the
guestionnaire by standard mail or email. The email version of
the survey resulted in a 15% lower response rate (70% vs 85%)
(Table 5) [16].

Table 5. Response rates in previous surveys comparing mail and Internet surveys

Authors Participants Groups Response
Raziano et al [17] Geriatric division chiefs (n=114) Email (n=57) Email 58% (31/53)*
Mail (n=57) Mail 77% (44/57)

Kimet a [15] American Urological Association Email (n=1502) Email 11% (160/1502)
(n=2502) Mail (n=1000) Mail 42% (419/1000)

McMahon et al [14] Georgia Chapter of the American Email (n=125) Email 26% (33/125)
Academy of Pediatrics (n=268) Mail (n=143) Mail 41% (59/143)

Harewood et al [16] Patients after routine outpatient en- Email (n=23) Email 70% (16/23)
doscopy (n=43) Mail (n=20) Mail 85% (17/20)

Present study Orthopaedic surgeon—members of the  Email (n=221) Email 45% (99/221)
Orthopaedic Trauma Association Mail (n=221) Mail 58% (128/221)*

(n=442)

after fina mailing to al:
Email 64% (141/221)
Mail 63% (140/221)

* 4individuals had incorrect or no email address

This is also consistent with Couper's caution that for using a
probability-based method, with a list-based sample of
high-coverage populations, non-response remains a concern.
People will usually choose a paper version over an Internet
version of asurvey [12].

We found a lower response rate to the Internet questionnaire
despite effortsto make the I nternet version of our questionnaire
easy to use, and despite the inclusion of alink to the Web site
in the invitation email. We followed closely the
recommendationsfor conducting Web surveys made by Dillman,
who reported comparable electronic and postal mail response
rates[9]. We have also avoided many of the common problems
with Internet surveys noted by Zhang: our design used a
population that has easy access to the Internet and that is
relatively comfortablewith it; we eliminated self-selection bias
and increased the validity of responses by using ID; we used a
personalized survey; and we blocked participants from entering
multiple responses [20].

However, we were probably able to achieve similar fina
response rates for those who originally received the survey by
Internet only because we used mixed modes (ie, sent by email,
offered PDF, and finally sent a paper copy by mail), as shown
by our response rates up until the final reminders (Table 3).

There are severa possible explanations for why the response
rate was lower for the Web questionnaire. It may be that
participants tend to be worried about computer viruses and

http://www.jmir.org/2004/3/e30/

delete emails that are unsolicited or from someone they do not
know. In fact, it may be easier to delete an email than it isto
ignore amailed survey. It may also be that more paper surveys
sent to the incorrect address may have been forwarded to
participants, whereas emailswould not be re-directed (however,
wedid not find asignificant differencein the number of returned
emails versus paper surveys). Having to enter auser ID and PIN
to access the Internet questionnaire may have deterred
participants. Several participants who used Netscape as their
browser contacted usto report that they had trouble navigating
through the pages of the survey. We expected that the level of
computer literacy in this group would be quite high, although
this may not have been the case. The use of different versions
or types of browsersand different operating platforms can result
inthe questionnaire being displayed differently on the designer's
computer and the respondent's computer [9]. Other differences
in the respondent's computer equipment can affect the
appearance of the questionnaire or the ease of using it.
Differences include the configuration of the user's screen
resolution, Internet connection speed, memory resources, and
software applications[9].

In the end, the cost of using the Web site was higher than
mailing the survey (Can $3101.95 vs Can $2739.40) because
of the cost of Web programming and the monthly cost of the
domain name. Our decision to design a custom Web page for
the survey led to the increased cost of the Internet survey. Had
our sample size been larger, the cost of the Web survey would
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have been less than the cost of the mailed survey: set-up costs
for the Web survey were high, but the cost per additional
participant was low [21].

In retrospect, excluding those without email addresses and
randomizing the remainder represents a superior design to the
one we chose, which requires separate consideration of per
protocol and intention-to-treat analyses. However, results were
very similar in the two analyses. Our alocation method was
“pseudo-random” because we did not use a random number
generator to allocate participants to each group. However, our
method probably produced the same effect as randomization
because we alternately assigned participantsto groups using an
alphabetical list. Therefore, the assignment of participants was
not based on any factor that could plausibly affect their
inclination to respond.

We also did not pre-determine whether participants were regular
Internet users, or ask non-responderswhy they did not complete
our questionnaire. Thus, it remains possible that more selective
use of Internet users would lead to higher response rates. We
do not feel that the email group's receiving the final mail-out
three weeks later than the mail survey group had much effect
on the response rates. Because email communication is much
faster than postal mail, we found that after each reminder,
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responses from the Internet group stopped coming in much
earlier than those from the postal mail group. Although one
might also challenge the generalizability of our results to
surgeons beyond the membership of the OTA, the similar
findings of other studies suggest the results may be broadly
generalizable. Another limitation of this study isthat we cannot
precisely measure the reception of the survey by mail and
Internet: if the reception differs by the mode, the response rate
could be confounded if those who did not receive the survey
were included in the denominator. To be conservative we have
included in the denominator all those we tried to reach.

We conclude that postal surveys still result in higher initial
response rates than Internet-based surveys. Researchers should
not assume that the widespread availability and potential ease
of Internet-based surveys will trandlate into higher response
rates. Future research should focus on how to refine our
techniquesin conducting I nternet surveys so that they are more
accessible and easier to use. Asking non-respondents to
Internet-based surveys why they did not respond will inform
thiswork. As our expertise increases in the area of conducting
Internet surveys, we will be able to make a more informed
evaluation of whether they constitute a valuable tool for
conducting health research.
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Abstract

Background: InMay 2000, AstraZenecalaunched aWeb servicefor asthmapatients and health-care providers called LinkMedica,
which includes an asthma diary for monitoring and self-management. In the diary, the patient enters his or her peak flow, number
of doses of rescue medication, and if there have been any asthma symptoms during the previous 24 hours. The patient receives
an immediate response from LinkMedica, telling him or her if the asthmais under control and what to do if not, eg, increase the
dose of inhaled steroid. Health-care providers have access to the patient diary.

Objectives: The primary objective of the study wasto describe patients and health-care providers use of LinkMedica. Secondary
objectives were to evaluate their perception of the system and how the users' interaction with the system is influenced by their
everyday lives.

Methods: Site statistics regarding number of registered users and diary usage were analyzed. An online survey among users
(85 respondents), a mailed questionnaire to health-care providers (131 respondents; response rate 26.8%), as well as in-depth
interviews with 10 patients and 5 general practitioners, elicited further quantitative and qualitative data on users' perceptions.

Results. In February 2003, atotal of 7653 users had registered. During 2002, the growth in registered users averaged 50 per
month. In the same period, the number of unique diary users per month decreased from 307 to 138. Patients usually stopped using
the diary after a short time; the doctors were reluctant to introduce the diary to patients because of time constraints. Several user
subtypes were identified among patients and their relatives.

Conclusion:  The self-selected survey responses and in-depth interviews indicated that LinkMedicais generally considered a
trustworthy and reliable site by both patients and doctors. However, there was a contrast between users' positive perception of
LinkMedicaand their unwillingness to use the site for more than short periods. The primary reason for thiswas that LinkMedica
did not fit into their everyday lives because of technical and psychological aspects. A number of recommendations to improve
LinkMedica are suggested.

(J Med Internet Res 2004;6(3):€23) doi:10.2196/jmir.6.3.€23

KEYWORDS
Internet; asthma; self care; physician-patient relations; computer-assisted decision making; human-computer interaction

: [1]. A recent Cochrane Review concluded that self-management
Introduction might improve asthma outcomes significantly [2]. Several
The corerstone of modern asthma care is self-management,  Strategieshave been developed, including patient education and
alowing the patient to monitor his or her disease severity ~Writtenactions plans.

continuously and to adjust the dose of inhaled corticosteroid  with the appearance of the World Wide Web, new opportunities
based on symptoms, lung function, and use of rescuemedication  for communication and interaction between patients and
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health-care providers have emerged. The Internet has been
suggested as atool for monitoring and for self-management of
a number of chronic diseases, eg, diabetes, hypertension, and
asthma, and a small number of studies has been reported [3-8].

LinkMedica DK was launched in May 2000 as a Web service
for asthma patients and health- care providers. The service
enables asthma patients to monitor their condition using an
electronic asthma diary, and allows health-care providers to
accesstheir patients diary data. LinkM edicawas sponsored and
designed by AstraZeneca Denmark in cooperation with the
Danish Asthma and Allergy Association and an independent
advisory board of asthma specialists.

To our knowledge, LinkMedica was one of the first publicly
avallable services taking advantage of the Internet for
self-management of asthmaand allowing health-care providers

Figure 1. Screenshot from linkmedica.co.uk
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to access patient diary data online, thus improving and
facilitating the cooperation between health-care providers and
patients.

The LinkMedica Web site is currently available in Denmark
[9]. Until 31 March 2004 LinkMedicawas also availablein the
UK [10]. Besides different languages, the main difference
between the two sites was different algorithms controlling
feedback messagesto patientsin the diary. Thisreflects the fact
that LinkMedica is prepared for localized set-ups in different
countries with different clinical guidelines and treatment
practices.

Below, LinkMedicaisbriefly described. Readers are encouraged
to visit www.linkmedica.dk (Danish) for persona study. Fig.
1 shows a screenshot from linkmedica.co.uk
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System Description

LinkMedica has three main sections. Asthma Management
Centre (AMC), Knowledge Centre (KC), and Forum. KC and
Forum are immediately available to everyone, whereas AMC
requires the user to register and create a user name and a
password. Patients are able to create their own accounts online,
while health-care providers are required to contact AstraZeneca
to get registered. Thisisto confirm the identity of doctors and
nurses available to patients on LinkMedica. When a patient has
registered, he or she may select one or more doctors or nurses
from the list of available health-care providers. This grantsthe
health-care providers access to the patient's asthma diary if he
or she accepts the patient. This procedure ensures that both
parties have accepted their collaboration viaLinkMedica. After
the doctor or nurse has accepted or rejected a patient, the patient
receives a notification about this at next login.

LinkMedica Asthma Management Centre

AMC containsthe asthmadiary. Theintention isthat the patients
log on every day and enter their asthma values: morning peak
flow, number of doses of rescue medication, and whether they
have had asthma symptoms at night. After submitting diary
values, the patient receives an immediate response saying
whether or not his or her asthma is under control and, if it is
not, providing detailed instructions on what to do. For example,
the user may be instructed to double the dose of inhaled
corticosteroids for a period of two weeks if he or she has
reported asthma symptoms on two consecutive nights. AMC
also has graphics that show trends in peak flow and symptoms
coupled with environmental factors such as pollen counts and
air pollution.

When a health-care provider logs on to LinkMedica, he or she
is shown the list of patients who have permitted him or her to
access their diary data. By clicking on a patient's name, the
health-care provider can seethat patient's diary dataand graphs.

LinkMedica Knowledge Centre

In KC, users can find a large number (>100) of articles and
news about asthma and allergies. The article section contains
summaries of evidence-based scientific papers from
peer-reviewed journals. These summaries are presented in two
formats: 1) "In summary," auser-friendly summary of scientific
papers, written in consumer language, and 2) "In detail," afuller
version of the scientific paper and link to the published paper
abstract.

The following process is used to select papers: A project
coordinator appointed by a subcontractor (Foresight Links
Corporation) oversees the selection process. The coordinator,
who has professional expertise in evidence-based
decision-making, is the main liaison between Foresight Links
Corporation, the LinkM edica team and the advisory board.

Firgt, the coordinator conducts a search of the databases of
"distilled" evidence using "asthma' as the only keyword, and
produces alist of the citations yielded by the search.

Databases used include The Cochrane Database of Systmatic
Reviews, Best Evidence, Database of Abstracts or Reviews of
Evidence (DARE), Clinical Evidence, and Bandolier.

http://www.jmir.org/2004/3/e23/
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These databases have been built up over the last 10 years by
internationally recognized initiatives (including professional
and governmental organizations such as the American College
of Physicians, the British Medical Association, and the Cochrane
Collaboration), engaged in the collection, appraisal, and
synthesis of the best available evidence from clinical research.

As a second step, this list of citations is sent to the advisory
board members, together with the list of topics identified as
relevant to patients and health professionals. The members of
the advisory board are asked to select articles covering as many
of the topics on thislist as possible. When there are no articles
on thelist to address topics, members of the advisory board are
invited to identify “classic" or recent articles published in
peer-reviewed journals, based on their own content knowledge
and expertise. These articles are retrieved from the Cochrane
Controlled Trials Database and PubMed, and areincluded only
if they meet the selection criteria used by ACP Journal Club.
The full article selection process was done before launch of
LinkMedica UK in summer 2001. Every four or five years,
articleswill be reviewed again by the advisory board members
who are responsible for ensuring the content is up-to-date.

In addition, news from Danish and internationa media of
interest to asthma and allergy patients is being added on a
regular basis from Observer Denmark [11].

LinkMedica Forum

In the Forum section, users may participate in unmoderated
discussion groups and ask questions, which are dealt with by
experts. The experts are advisers from the Danish Asthma and
Allergy Association, a specialist in environmental medicine, a
pediatrician, a dermatologist, and a general practitioner [12].
AstraZeneca and the Danish Asthma and Allergy Association
selected the experts.

Objectives of This Study

The primary objective of this study was to describe patients
and health-care providers use of LinkMedica. Secondary
objectives were to evaluate users perception of LinkMedica
and how their everyday livesinteract with the system.

Methods

A total of four user studies (two surveys, two interview rounds)
were launched in summer/fall 2002. Site statistics were
evaluated in February 2003.

Site Statistics

Site statistics are available to the site administrator online from
LinkMedicas back end based on Web site log files. Total
number of registered users at the end of each month and number
of unique diary users each month (number of users entering

diary values at |east once per month) were extracted and plotted
against time for visual inspection.

Surveys

Two user surveys were carried out. The first was an online
pop-up survey targeted at al users visiting the site from April
29 to May 30, 2002. When visiting LinkMedica during this
period, the user was presented with a pop-up window asking
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the user if he or she was willing to participate in an online
survey. Except for the introductory text, a yes and a no button
were the only elements on the pop-up form. If the user pressed
the no button, the window was closed. If the user pressed the
yes button, he or she was redirected to the survey form.
Regardless of the button pressed, a cookie was set on the user's
hard disk to prevent the pop-up window appearing on subsequent
visit. If the pop-up window was closed by other means-eg, by
clicking the cross in the upper right corner-no cookie was set.
No attempts were made to prevent users from submitting more
than one survey form by filling in the form on different
computers or by deleting the cookie from their own hard disk.
We assumed, however, that the risk of a significant number of
users doing this was negligible.

The response rate was not monitored, but the number of
submissions was compared with the number of unique visitors
(by IP-address) in May 2002.

The survey questionnaire contained 17 questions. Inthisarticle
we present the results of 7 selected questions: "Your age?’;
"Your gender?' (male, female); "What is your background?'
(petient, relative, health care professional); "What is your
primary reason for visiting LinkMedica?' (seeking information,
seeking advice, asthma diary); "How often do you visit
LinkMedica at present?' (daily, weekly, monthly, less than
monthly); "How often do you intend to visit LinkMedicain the
future?' (daily, weekly, monthly, less than monthly); "How do
you rate the quality of LinkMedica?' (very good, good, poor,
don't know). The last question was asked for each subsection
of LinkMedica (diary, knowledge centre, forum).

Complete results from the full questionnaire are availablein an
internal AstraZenecareport, which isavailablefree (in Danish)
to anyone interested.

Males and females were compared with respect to age
distribution, reason for visiting LinkMedica (information,
advice, diary), and user's background (patient, relative,
health-care provider).

The second survey, a mailed questionnaire, was sent to all
health-care providersthat- according to AstraZeneca's customer
database-had received a user name and password for
LinkMedica. The questionnaire was in two sections. The first
section of 4 questions was intended for all respondents. The
second section of 15 questions was intended for those who, in
their own opinion, had ample experiencein using LinkMedica.
Only the results from the first section are presented in this
article. The full report (in Danish) is available free to anyone
interested. The questions from the first section were: "Your
profession?' (physician, nurse, secretary, other); "Have you
heard of LinkMedica?' (yes; no); "Do you think that thereisa
need for Internet tools like LinkMedica in medical practice?
(yes, no); "Do you ever use LinkMedicain collaboration with
your patients?' (Yes-frequently, Yes-sometimes, | have looked
at it-but did not find it useful, No, No-but | would like to try).

The questionnaire results allowed us to select persons
representing different types of LinkMedicausersfor interviews,
respondents of both surveys were asked to provide name,

http://www.jmir.org/2004/3/e23/
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address, and phone number if they were interested in being
interviewed.

Semi-structured | nterviews

To seek to understand the social world as it is for
those people whose social worlditis, ispossible only
if one practices the art of listening to them in their
own terms and attends to the social world they
construct for themselves. (Zaner [13])

In-depth qualitative interviews were conducted with users in
order to get an understanding of the patients approach to their
illness and their use of the Internet and the doctors approach
to the use of Web-based monitoring systems.

A total of 15 users were selected from respondents who were
willing to be interviewed for semi-structured interviews: 8
patients, 2 mothers of children with asthma, and 5 GPs. They
were selected to represent: 1) male and female users, 2) users
of AMC and of KC and Forum, 3) frequent visitors and
occasional visitors, and 4) health-care providers, patients, and
relatives.

Theinterviews were designed to address three issues:

+  Who are the users?
+  How do the users use LinkMedica?
« How dotheusers everyday livesinteract with LinkMedica?

The perspective of the qualitative method is to understand the
world asinter-subjective-to understand the world from the point
of view of those who live in the world. The purpose of this
interpretative approach is to understand socia phenomena-to
understand the lived experience and the complex world this
experience takes place in [14,15].

All interviews were conducted as semi-structured qualitative
interviews according to Kvale's criteria for conducting and
analyzing qualitative interviews [16]. They were taped and
transcribed. Each interview was broken down into thematic
units and these were compared across interviews. As the
qualitative method provides insight into the inter-subjective
world, it isnot possible to quantify the data: they areinterpreted
as themes from the lived experience of those interviewed.

The starting point of the interviews was the patients' relation to
their disease, and both doctors and patients strategies for
information seeking and use of the Internet. Themes that
appeared during the first interviews were pursued in later
interviews.

Results

Trendsin Number of Registered Usersand Diary Users

In February 2003, a total of 7653 diary users were registered
on LinkMedica. The number of unique diary users at that time
was 138 per month.

Figure 2 shows that the growth rate of user numbers falls into
three phases: In thefirst 3 months after launch, more than 2000
new users registered. During the next year and a half
approximately 4000 users registered, and during the last year
there was a growth of approximately 50 new users per month.
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The trend in unique diary users is more uneven. After a peak
of 100 diary users in May 2000, the number decreased until
November 2000, when only 9 userskept an onlinediary. During
the next year the number of diary users increased (with a
decrease during holiday seasons) to a maximum of 307 in

Anhgj & Nielsen

January 2002. This increase occurred at the same time as
AstraZeneca started marketing LinkMedica. After this, the
number of unique diary users was steady for a period of about
4 months. However, in February 2003, the diary user number
had declined to 138 per month.

Figure 2. Number of unique users that have entered their diary per month (bars) and total number of registered users (line)
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B Diary users —e— Registered users
seeking information and advice (49%), while the majority of
User Survey 9 (49%) aonty

Between April 29 and May 30, 2002, 85 users responded to the
online pop-up survey. Compared to a total of 3689 unique
visitors in May 2002, this gives an estimated response rate of
2.3%. Of these 59 (69%) were patients, 12 (14%) were mothers
of children with asthmaand 8 (9%) were health-care providers
(see Table 1). Inter-quartile age range was 29 to 43 years.

Because of a programming error in the survey, gender was not
recorded for 13 users. Of those remaining, two thirds were
female. Mean age was 36 years for females and 41 years for
males. Thisdifference was not statistically significant (p=0.12).
The agedistribution for males and femal es respectively isshown
in Figure 3.

User background and reason for visiting LinkMedica differed
somewhat between males and females. Most females were
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males gave the asthma diary as primary reason (56%) (Table
2). Only 1 of 7 hedlth-care providerswasfemale. Thisdifference
between male and femal e users with respect to their background
(patient, relative, health-care provider) and their reason for
visiting LinkMedica (information, advice, diary) was statistically
significant (p<0.05, chi square test).

Seventy-two percent reported that they visited LinkMedica at
least once amonth, and 92% reported that they expected to visit
LinkMedica at least monthly in the future.

When asked how they perceived the quality of LinkMedica, the
majority of users answered that the quality was good or very
good. However, for each main section arather large percentage
of users answered that they did not know (Table 3).
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Table 1. Demographics of respondents to pop-up online survey

Background All Males** Females**
Patient 59 (69%) 17 (68%) 32 (68%)
Relative 12 (14%) 0 (0%) 11 (23%)
Health care professional 8 (9%) 6 (24%) 1(2%)
Other 6 (7%) 2 (8%) 3 (6%)
Total 85 (99%)* 25 (100%) 47 (99%)

" Because of aprogramming error in the survey, gender could not be accounted for in 13 users
” p = 0.04, chi square test

Table 2. Response to the online pop-up survey question "What is your primary reason for visiting LinkMedica?"

Reason All Males* Females*
Information (Knowledge Centre) 23 (27%) 4 (16%) 18 (38%)
Advice (Forum) 6 (7%) 0 (0%) 5 (11%)
Asthma diary (Management Centre) 39 (46%) 14 (56%) 18 (38%)
Other 17 (20%) 7 (28%) 6 (13%)
Total 85 (100%) 25 (100%) 47 (100%)

" Because of aprogramming error in the survey, gender could not be accounted for in 13 users

Table 3. Users' responses to the online pop-up survey question: "How do you rate the quality of Asthma Management Centre, Knowledge Centre, and

Forum respectively?'
Assessed quality Asthma Management Centre Knowledge Centre Forum
Very good 27 (33.7%) 15 (18.7%) 8 (10.3%)
Good 28 (35%) 33 (41.2%) 24 (30.8%)
Poor 2 (2.5%) 2 (2.5%) 2 (2.6%)
Don't know 23 (28.7%) 30 (37.5%) 44 (56.4%)
http:/Awww.j mir.org/2004/3/e23/ JMed Internet Res 2004 | vol. 6 | iss. 3 23 | p.74
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Figure 3. Agedistribution of users
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. returned (response rate 26.8%). Among the respondents there
Health Care Providers Survey were 127 (97%) physiciansand 4 (3%) nurses. Fifty-one (39%)
Out of 489 questionnaires mailed to health-care providers used LinkMedica intermittently or frequently for their asthma
that-according to AstraZeneca's customer database-had been  patients. Questionnaire results are summarized in Table 4 and
given user name and password for LinkMedica, 131 were Tableb.

Table 4. Hedlth-care providers answers to two questions from the mailed questionnaire

Question Yes No Total
Have you heard of LinkMedica? 113 (86%) 18 (14%) 131 (100%)
Do you think that thereis a need for Internet tools like 96 (73%) 35 (27%) 131 (100%)

LinkMedicain medical practice?

Table5. Health-care providers answersto the question: "Do you ever use LinkMedicain collaboration with your patients?" (from mailed questionnaire)

Answer Frequency
Freguently 4 (3%)
Sometimes 47 (36%)

| have looked at it-but did not find it useful 4 (3%)

No 46 (35%)
No-but | would liketo try 29 (22%)
Total 130 (99%)
| nterviews Who Arethe Users?

Five thematic types of users were identified among the
interviewees. Characteristics are summarized and compared in
Table 6.

A total of 15 one-to-one in-depth interviews, each lasting
approximately 60 minutes, were conducted.
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Table 6. Interviewees

Anhgj & Nielsen

User Demography

Patient 1 Male, 28, severe asthma, uses the diary. Has posed questions to expert.

Patient 2 Female, 37, asthma, diary user, mother of two, one has asthma.

Patient 3 Female 33, asthma, mother of a child with asthma, does not use the site.

Patient 4 Female 53, severe asthma and allergy, diary user.

Patient 5 Female 43, asthma and allergy, has used the site for information.

Petient 6 Male, 40, asthma, diary user.

Patient 7 Female, 35, asthma, diary user, pregnant with first child.

Patient 8 Female, 38, daughter with allergy, has posed questions to expert.

Patient 9 Female, 38, son with severe asthma, uses the whole site.

Patient 10 Male 48, asthma, diary user.

GP1 Female 40, been a GP for 3 years, uses the diary.

GP2 Male 53, been a GP for 18 years, uses the diary.

GP3 Male 52, been a GP for 26 years, uses the diary.

GP4 Male 52, been a GP for 20 years, does not use the diary.

GP5 Male 58, been a GP for 20 years, working part time, uses the diary.
Patients Patient 4: "Yes-you can get so focussed on it at times.

We identified a thematic difference amongst the patients. We
labeled the two distinctly different types of patients as
controllers and neglecters.

The controllers wish to gain control of their disease. They
establish daily routines to control and monitor the disease so
they do not have to worry about it. Their homes are designed
to prevent asthma attacks. They use AMC to monitor their
condition.

The following is an excerpt from a patient interview.
Interviewees are listed and characterized in Table 7.

Interviewer: "Almost everybody in the family suffers
from asthma. Does it influence your everyday life?"

Patient 2: "No, not really. It influences us in that
way-as you can see-that we do not have carpets, just
the bare floor. And our son cannot have the pets that
he would like to have. And we have installed a
ventilating system in order to try and reduce the
humidity. So in that way it has influence on our
surroundings. We have chosen to hire a cleaner to
clean the house because we realize that we cannot
doit properly ourselves. Soit doesinfluence our lives,
but we do not think about it on a daily basis.”

The neglecter sdo not want to think about their disease. By not
focusing on it, they feel better. In this way they do not use
mental energy on the disease, and they consider thisto be good
for their health. To feel secure, they just need to carry their
rescue medication with them. This excerpt from an interview
reflects this attitude.

Patient 4: "Then | must figure out myself what isgood
for me.

Interviewer: "Instead of exploring and reading?"

http://www.jmir.org/2004/3/e23/

Sometimes it is better to pretend nothing is wrong.
It's a balance, you know."

There was no distinction between the sexes in these attitudes.

We also observed that different user types might very well be
expressed within the same person at different times and that
most users possess traces of both the controller and the neglecter
types. Thus, a person could say that he or she did not pay
attention to the disease and at the same time talk about
refurbishing the entire house or about being highly aware of
things that might provoke an attack.

Mothers

Thetwo mothersof children with asthmaor allergy interviewed
were different in their needs and response patterns to
information. One motherexpressed an urgent need for
information and responded emotionally to theinformation. She
was mainly interested in guidelines that could help her in her
present situation. She was not interested in abstract knowledge
such as research results or scientific information.

The other mother used all her energy to control her child's
disease. She subscribed to news and was active in the Forum.
She was empowered by the use of AMC and strived to control
her child's disease. She did not think this behavior influenced
her family life. The following excerpt is an example of this.

Interviewer:" | can seeyou spend a lot of timelooking
for information. How does that influence your
everyday life?"

Patient 9: "It does not-in any negative way. | think it
is good that | don't have to spend all day reading
newspapers. Now | can use the Internet if there is
anything | need to know."
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These two mothers were comparable to the neglecter and the
controller types. They will be referred to as the emotional and
the professional mother respectively.

General Practitioners

Thetypical GP user isamale around fifty years old who works
at a GP clinic with a small number of other doctors. Two
thematic subgroups were identified: the user, who had
experiencein monitoring asthmapatientswith LinkMedicaand
the interested, who was considering using LinkMedica in the
future.

The user was introduced to AMC through participation in a
clinical trial. Hefinds the system of great value for the patients,

Table 7. Thematic user segmentation

Anhgj & Nielsen

but he doesn't use it himself now the trial has ended. He finds
that AMC hastoo many functions-morethan he needs. Hefinds
the system to be complex with a complicated login procedure.

Theinterested has no experience in using LinkMedica but has
heard about it. He believes that both he and his patients might
benefit from using the system.

Thetypical GP user isnot aconfident user of either the Internet
or aPC. The GP knows his own electronic patient record system,
but he doesn't use the PC for anything else. He is connected to
the Internet through an integrated services digital network
(ISDN) connection. This creates obstacles for a smooth login
procedure and prevents him from being online all the time.

Patient: The disease
neglecter

Patient: The disease
controller

User segmentation

Relative: the emo-
tional mother

Relative: theprofess The GP
sional mother

No focus on the

Cause & action

Relation to disease

Knowledge

Causal (it ispossible
to find the cause for
an attack/rash)

Instrumental

Disseminated informa-

Deterministic (the
causes can be found
but they are not impor-
tant to find)

Ad hoc information
seeking according to
need

Experienced informa-

Causd (it ispossible
to find the cause for
an attack/rash)

Instrumental

Disseminated informa:

Causd (it ispossible
to find the cause for
an attack/rash)

Ad hoc information
seeking according to
need

Experienced informa-

causal relationship

Patient must learn to
accept their asthma

Courses arranged by

tion.Information is
sought when acute
needs appear.

tion.Active search for
information

Research articles,
news, etc.

Funny information,
clarifying informa-
tion.

Information type

Relation between GP and
patient

The GPis perceived
asignorant on sub-
jects concerning asth-
maand allergy

The GPis perceived
asignorant on sub-
jects concerning asth-
maand allergy

tion.Active search for  tion.Information is the Danish Medical
information sought when acute Association or the
needs appear. medical industry

Instructive informa-
tion

Research articles,
news, etc.

Medical journals, easy
read articles

TheGPisaconsultant
for the patient

The GPis perceived
asignorant on sub-
jects concerning asth-
maand allergy

The GPis perceived
asignorant on sub-
jects concerning asth-
maand allergy

How Do Users Use LinkMedica?

From the interviews we found that the user's perspective plays
an important role in how the system is perceived and used.

In the outside-in perspective, the users have a problem that
arises in the outside world and expect to find answers in
LinkMedica. These users have an acute need for information
and browse the site to fulfill this need. They ask questions, and
they expect a quick reply. It is mainly women who have the
outside-in perspective.

In the inside-out perspective, the users focus on the use of the
diary. They do not read or look for articles and news. But once
in a while, an interesting headline may catch their attention.
They expect the system to operate as smoothly and as quickly
as possible. They have high expectations to the usability of the
system. Most of the users who used the diary participated in
another research project. It is more often males that have the
inside-out perspective. This also appliesto GPs.

http://www.jmir.org/2004/3/e23/

How Does the User's Everyday Life Interact With
LinkMedica?

Most patientsinterviewed found it easy to use LinkMedica and
to enter diary data. In spite of this, none of them used the diary
as intended, ie, entering diary values immediately after
measuring morning peak flow. All patients wrote the values on
apiece of paper and entered the valuesin LinkM edicawhenever
it was convenient. Some had accessto the Internet at work while
others used their home computer in the evenings or during the
weekends.

In genera, we found that the users were satisfied with
LinkMedica; some expressed a will to continue using the site
to monitor their asthmaover time and to identify asthmatriggers.
But even though they were motivated, most of the users believed
that they would not continue using the site. This excerpt shows
atypical behavior:

Patient 2: "I do not enter diary values every day. |
do it in batches. On the other hand, you should enter
values every day in order to benefit from the system.
| really want to, but | never get it done."
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As a system, AMC is seen as a reliable tool. However, when
the patient receives an unexpected message, one that contradicts
his or her previous experience, the patient reacts with disbelief.
The patients that had experienced a red alert instructing them
to increase the dose of inhaled steroid did not understand why
thiswasimportant, and none of them took the prescribed action.

In general, the patients were reluctant to use medication on a
regular basis. It was difficult for them to accept the fact that a
daily dose of medicineis better than using medicine only when
experiencing symptoms, as this excerpt shows:

Patient 6: "I thought it was a high dose. | did follow
the instructions on the Inter net-but not the dose.”

Interviewer: "Why not?"

Patient 6: "1 might have had a low peak flow for a
couple of days. But it kept instructing me to increase
the dose, and | did not think it was necessary.

Interviewer: How much would be reasonable?"

Patient 6: It should have said a little bit more.... | do

not know the side effects [talking to the

microphone] -do 1?
When asked to consider the ideal patient for the system, the
GPs generally described ayoung man who does sports and has
an interest in computers, as expressed here:

GP 4: "l imagine a young man around 20 who is
troubled by his asthma and knows about computers.
So | don't have to explain everything to him. | think
itis complicated and | would rather not explain it."

The GPs said that their relations with the patients are currently
in transition. From being considered experts, doctors are now
more like consultants who identify problems and cures in
collaboration with the patients. The GPs find that this is a
positive development. But resources are limited, and the
consultations still have to fit the 10-minute slots GPs can make
available for appointments. This puts a strain on the GPs.
Furthermore, as most GPs themselves are not confident PC
users, they find it very difficult to instruct the patients in the
system. The consultant role requires confidence as well as
technical insight, and most GPs do not feel they have this
insight.

From the GP's point of view, the patients benefit from using
LinkMedica. The system helps patients understand their disease,
improves compliance, and reduces symptoms. Furthermore,
LinkM edica stresses the patient's own responsibility for his or
her disease, asthis GP says:

GP 5: "ltisreally motivating. Thefirst of my patients
who used the system came back to me and said: I'm
so happy | tried this. | went hill-walking in Norway,
and you know what? | went all the way to the top and
back down again. | haven't been able to do that for
many years."
None of the GPs reported that the patients had difficulties in
using the system. The GPs themselves, however, found that
using LinkMedicawas difficult. Thelogin procedure, especially,
was perceived as an obstacle. A GP expressed it like this:

http://www.jmir.org/2004/3/e23/
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"It is an obstacle. | think it is important that the
computer logs you in automatically by remembering
your login information. All that about changing your
password: Forget it! People don't do it."

From the GP's perspective, AMC isauseful tool, especially for
things that computer systems do well: record keeping and
performing calculations. This is the major advantage of the
system. The disadvantage is that it takes time to log in and to
instruct the patients. Also, the GPs found that the system has
more functions than necessary.

Even though the GPs have a positive attitude towards the system,
their use of it isinfluenced by external factors such astime and
economy. As the GPs put emphasis on these factors, they do
not use the system.

Discussion

Survey and interview data indicate that users are happy with
LinkMedicain general. Patientsfind that the asthmadiary helps
them manage their disease, and doctors find that the diary
improves asthma control in patients using it. This observation
is supported by preliminary data from a clinical trial. These
data, which are currently under evaluation and have been
published in abstract form, suggest that LinkMedicaimproves
lung function, asthma severity score, and bronchia
hyperreactivity compared to traditional treatment regimens
initiated by either a GP or a pulmonologist [17].

LinkMedica as a whole is considered a reliable system that
offers information of high quality about asthma and allergy.
Furthermore, doctors and patients haveexpressed a need for
improved tool s for asthmamonitoring and management. In this
respect, the users consider the Internet amedium of high interest.

Interestingly, however, we also found that despite their positive
attitude and readiness, both doctors and patients usually stop
using LinkMedica after a short period of time. From site
statistics and informal user contacts we were already aware of
this problem before the project started. The project, however,
has given us insight into possible reasons forthis evident
paradox:

«  Usersareinexperienced with the Internet and computers.

« Accessto the Internet islimited and cumbersome.

« Users everyday lives interact with LinkMedica in
unpredictable ways.

« Different user types have conflicting needs.

« Internet information may support but not change users
inherent attitudes.

«  The benefits of using an asthma diary are not recognized
immediately.

UsersArelnexperienced With Internet and Computers

Surprisingly, we found that the users having most difficulties
with LinkMedica were the doctors, whom we expected to be
confident computer and Internet users. None of the patient users
expressed any difficulties whatsoever using LinkMedica. The
main complaint from doctors was that the login procedure is
complicated and time consuming. The doctors have difficulties
managing different user names and passwords for different
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services. Even though changing user name and password to
something easy to remember isstraightforward in LinkMedica,
none of the doctors did this.

From training sessions with GPs, it is our personal experience
that doctors find it difficult to use more than one application at
atime. In general, doctors are satisfied with their electronic
patient record system available from their desktop, but they do
not feel confident in "windows juggling." This prevents them
from having LinkMedica at hand whenever an asthma patient
comes to the clinic.

In this sense, lack of practice and confidence hinders the use of
LinkMedica. But surprisingly, only doctors seem to have this
problem. This observation could bethe result of aselection bias,
leaving only compulter literate patientsfor survey and interview.
Although thismay be partially true, we do not believe thisfully
explains why patients apparently have fewer problems than
doctors accessing LinkMedica. It may be that doctors have
higher demands and are more critical because of time constraints
in their work. The fact that doctors on average are older, have
less experience with the Internet, and seem to use the Internet
lessthan patientsfor general information seeking may also play
arole.

Accessto Internet IsLimited and Cumber some

Easy accessto the Internet is critical for users' experience with
LinkMedica. In 2002, 76% of Danes had access to the Internet
either from work or home, and 56% used the Internet at least
weekly (38% daily) [18]. Thus, in Denmark, Internet availability
is hardly a barrier. But speed of connection may be. In the
surveys, we did not ask how the users connected to the Internet.
But intheinterviews, some users complained that the connection
and logon time through an analog modem was an obstacle.
Although our impression is that LinkMedica loads faster than
many other Web sites with comparable content, booting the
computer and dialing up with a modem may take several
minutes. In comparison, it usually takes less than 20 seconds
to fill in the diary and receive the feedback message. As
broadband connections become more available and affordable
in the future, we expect these problems to diminish.

Users Everyday LivesInteract With LinkMedicain
Unpredictable Ways

In our opinion, an interesting finding from this study is how
much users everyday lives interact with LinkMedica. As an
example, take the doctors' time schedules. They have about 10
minutes per patient. This, together with the fact that most doctors
do not feel confident in using the Internet, or even their
computers, has an enormous impact on how the doctors ook at
LinkMedica. The end result isthat not asingle one of the doctors
that weinterviewed used LinkMedicaon aregular basis, despite
their positive attitude. Furthermore, the doctors were mistaken
in their views of who would use LinkMedica. According to the
doctors, the typical LinkMedica user would be ayoung, sporty
man, when in fact, the typical user isamother around 40 years
of age.

The following is another example of how everyday life
influences the use of LinkMedica: Typicaly, the diary users
measure their peak flow in the morning and write down the
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value. They collect the values for aweek and typethem in later,
during the weekend. Thisway, feedback messages are received
days after the condition that triggered them, and the whole idea
of immediate dose adjustments due to changes in symptoms or
peak flow islost.

We are convinced that this problem has something to do with
the Internet still being separate from the rest of people's
everyday lives. The Internet is something you actively connect
to, not something that is just there like the telephone or the
television. In this sense, LinkMedica and other Internet-based
disease management systems are ahead of their time, and we
would expect these programs to gain popularity and usability
as the Internet gets more integrated into our everyday lives.
Currently, we are investigating other means of connecting to
LinkMedica, eg, short messaging system (SMS) and genera
packet radio service (GPRS). These technologies have the
advantage of being closaly integrated into people's everyday
livesand areimmediately availableto anyone, anywhere without
the inconvenience of having to start the computer or wait for
slow dial-up connections.

Different User Types Have Conflicting Needs

A number of patient subtypes were identified: controllers,
neglecters, professional mothers and emotional mothers. The
doctors came in two groups: users (or more correctly, former
users) and potential users, who had no prior experience with
LinkMedica but who were interested in trying it. During the
interviews, it became obvious that these highly different user
types have very different requirements and expectations of
LinkMedica.

Different parts of LinkMedica (AMC, KC, Forum) are
considered important depending on the user's perspective:
inside-out or outside-in. The doctor and the controller, together
with the professional mother, expect the diary (AMC) to
function without a hitch. News, discussion forums, and
ask-the-expert sections are merely distracting elements
preventing them from having fast access to the diary. If they
ask for information, they want it to be as complete as possible,
enabling them to decide for themselves how to act. They prefer
evidence-based articles and expert opinionsto newsand advice
from other users. The neglecter and the emotional mother, on
the other hand, seek information only when they need it. They
expect conciseinformation and concrete adviceto help themin
their current situation. They usually avoid scientific articlesand
expert opinions unless they are directly applicable to their
current needs. They arenot interested in monitoring their disease
using the diary.

Creating a Web site that seeks to satisfy such conflicting needs
and user perspectives may not be a good idea. For future Web
projects like LinkMedica, we suggest that the target users be
defined clearly from the very beginning. For existing Web sites
of complex nature like LinkMedica, it may be worthwhile
considering a split into several more focused sites, which may,
of course, be interlinked.
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Internet Information May Support but Not Change
Users Inherent Attitudes

Itisaninteresting observation that diary users (controllers) were
the ones least likely to follow the advice in the feedback
messages. As mentioned previously, not a single interviewee
who received an aert message instructing him or her to increase
the dose of steroid followed this advice. This observation calls
into question the whole idea of the diary design as it is today.
If the users most likely to use the diary are aso the users least
likely to follow specific advice from feedback messages, it
might be worthwhile reconsidering the format and the content
of the feedback messages.

The idea of having an €electronic asthma diary with an
"intelligent” feedback system wasto support and educate asthma
patientsin self-management. In thisrespect, thediary may serve
asadaily consultation with avirtual asthma expert. This study
taught us, however, that an important difference between virtual
and real experts is that patients do not readily accept advice
from avirtual expert if this advice conflicts with the patient's
own previous experience and attitudes in general, eg, that they
are opposed to the use of steroids. The lesson learned isthat no
matter how intelligent and how well supported by acknowledged
experts, a computer system cannot replace real face-to-face
contact between doctor and patient. In future versions of
LinkMedica and similar systems, we suggest that the very
detailed (and complicated) feedback system be replaced by a
simple "traffic light" approach. For example: "If your asthma
diary saysgreen, al iswell. If it saysyellow two daysin arow
or more, or red on asingle day, contact your asthma doctor."

The Benefits of Using an Asthma Diary Are Not
Recognized |mmediately

From classical behavioral psychology we know that in order to
reinforce certain behavior, the latency time between behavior
and reward must be short. This phenomenon has great
implications for treatment of asthma.

In generdl, it takes time to achieve asthma control. The effect
of inhaled steroids on symptoms and exacerbations resulting
from previously inadequate treatment may be delayed weeks
or months after start of treatment. Furthermore, relapse after
cessation of treatment may also be delayed. Since the reward
(improved health) is delayed, it can be difficult for the patient
to understand why taking regular medication isimportant. This
latency problem is probably one of the reasons that inhaled
steroids are being used much less than recommended [19] and
also amain reason why patients tend to stop using LinkMedica
after ashort time.

Aswithmedical treatment, self-management using an electronic
asthma diary may take some time to prove its value to the
patient. The immediate advantage of measuring peak flow,
turning on the computer, connecting to the Internet, logging on
LinkMedica, and entering diary valuesis simply not big enough
for the patient to continue doing this for longer periods. Even
if apatient has experienced improved asthma control from using
LinkMedica, the advantage of continuing use may not (from
the patient's viewpoint) justify the inconvenience.
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In principle, there are two ways to solve this problem: by
improving the accessibility of the diary, which could be achieved
by, for example, improved I nternet connections, mobile phones,
or wireless devices (peak flow meters, electronic dispensing
devices, etc.); or by increasing theimmediate advantage of diary
entry. There may be several ways to achieve the latter. Further
studies need to be carried out to reveal whether it is the
technology or the lack of immediate advantages that creates
obstacles. User studies and explorative design methods[20] can
help to clarify the users needs.

As an example, teenagers would probably adhere more to the
diary if they were permitted a small number of free SMS
messages for their mobile phones after each diary entry, while
others would be encouraged by reimbursement of a portion of
their medicine costslinked to how often they entered their diary
values. The decreasein unscheduled doctor visits, days off work,
etc. resulting from theimproved health of userswould probably
offset the cost of such reimbursement programs. Rewards may
also be"virtual": small games where points earned from filling
in the diary give access to new game levels might encourage
children (and some adults) to adhere to the diary. General
information on the user's health-eg, weekly or monthly messages
with overall information about the user's asthma, whether it has
improved or worsened, and what to do about it-might also prove
useful.

What Can Be Doneto Support theUseof LinkM edica
and Similar Web Sites?

Given 3 years of experience developing and marketing
LinkM edicatogether with the results of this study, we are able
to suggest improvements that would make new users morelikely
to hold onto their Web-based asthma diariesfor longer periods:

«  Split LinkMedica into two sites, one for the diary and one
for information, discussion groups and ask-the-expert

sections.
« The diary should be developed after the
"lean-mean-machine" principle, completely free of

distracting elements like news, flashy graphics, opinion
polls, etc. Fieldsfor login and diary values should preferably
be available on the front page, allowing for one-click access
and diary entry.

« Redesign the feedback messages to merely inform about
asthma status, rather than give concrete advice regarding
dosage etc.

«  Remove peak flow from the diary. The value of peak flow
monitoring in asthmacareisdebatable[21], and many users
find peak flow measurements cumbersome, which hinders
the use of the diary. Alternatively, recording peak flow
should be optional.

« Explore other methods for data entry and feedback than
conventional Web forms. A combination of daily dataentry
via mobile phone and occasional Web access for diary
overview and graphing facilities could prove valuable.

« Consider how to "reward" users immediately after diary
entry. Thisis essential. Users of the diary must have some
sort of immediate reward after dairy entry in order to
continue using it for longer periods.
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Conclusion short time. There are several reasons for this, the main reason
being that the Internet in general and LinkMedicain particular
are dtill not integrated into people's everyday lives.
Consequently, if LinkMedica is to become more popular, it
needsto be adapted to the conditions of the users, so it becomes
anatural and integrated part of their everyday lives.

In general, LinkMedica is regarded as a very reliable and
advantageous system by both patients and doctors. However,
only afew users are using LinkMedica as intended, and most
users, patients as well as doctors, stop using the diary after a
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Abstract

Background:  Adults with low literacy may encounter informational obstacles on the Internet when searching for health
information, in part because most health Web sites require at least a high-school reading proficiency for optimal access.

Objective:  The purpose of this study was to 1) determine how low-literacy adults independently access and evaluate health
information on the Internet, 2) identify challenges and areas of proficiency in the Internet-searching skills of low-literacy adults.

Methods: Subjects (n=8) were enrolled in areading assistance program at Bidwell Training Center in Pittsburgh, PA, and read
at a 3rd to 8th grade level. Subjects conducted self-directed Internet searches for designated health topics while utilizing a
think-aloud protocol. Subjects’ keystrokes and comments were recorded using Camtasia Studio screen-capture software. The
search terms used to find health information, the amount of time spent on each Web site, the number of Web sites accessed, the
reading level of Web sites accessed, and the responses of subjects to questionnaires were assessed.

Results: Subjects collectively answered 8 out of 24 questions correctly. Seven out of 8 subjects selected " sponsored sites'-paid
Web advertisements-over search engine-generated links when answering health questions. On average, subjects accessed health
Web sites written at or above a 10th grade reading level. Standard methodologies used for measuring hedlth literacy and for
promoting subjects to verbalize responses to Web-site form and content had limited utility in this population.

Conclusion:  This study demonstrates that Web health information requires a reading level that prohibits optimal access by
some low-literacy adults. These results highlight the low-literacy adult population as a potential audience for Web health
information, and indicate some areas of difficulty that these individual s face when using the Internet and health Web sites to find
information on specific health topics.

(J Med Internet Res 2004;6(3):625) doi:10.2196/jmir.6.3.625

KEYWORDS
Literacy; health; reading; Internet; health education; health promotion; socioeconomic factors

health and low functional literacy face great risks of poor health
outcomes and preventable disease progression [1-4]. While
Although atremendous volume of educational health materials Many low-literacy adults could benefit from enhanced health
isdisseminated in the United States, not all Americansfind this  Knowledge, most current heal th education materialsare written

information accessible or usable. In particular, adultswith poor & @ 10th grade or higher reading level [3]. Inability to access
or understand health education materials inhibits important
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preventive or treatment measures, and may decrease the
likelihood of identifying a symptom of disease. Low health
literacy isalso abarrier to enrollment in clinical trials[5,6] and
minimizes adherence to instructions given by health
professionals [7]. These obstacles are compounded by low
income levels pervasive in the undereducated population [1],
which can prevent individuals from pursuing regular primary
care, paying heath insurance premiums, or purchasing
medications when prescribed. Collectively, these factors help
to explain why low-literacy adults are twice as likely to be
hospitalized as individuals with high functional literacy [8].

The expense of poor health and low functional literacy on the
health system is estimated at $73 hillion each year [9]. High
cost estimates have encouraged many health-care providers to
search for innovative ways to improve health literacy. The
Internet has been embraced as an easy-to-use, convenient, and
comprehensive clearinghouse for information on diseases,
disorders, treatments, and preventions. Even when receiving
physician care, between 40% and 54% of medical patients use
the Internet to learn about treatment options and tobetter
understand their medical conditions [10].

However, the low-literacy population haslargely been excluded
from the veritable boom of Internet health resources. The
expense of Internet services and personal computers may be
too high for this population. In addition, most text-based health
information on the Internet is too advanced to be optimally
effective for low-literacy populations. On average, Internet
health-education materials are written at a 10th grade or higher
reading level, and 100% of English-language health Web sites
examined in a 2001 study required at least high school-level
reading proficiency [11,12]. Another study concluded that of
1000 Web sites reviewed, only 10 had a level of writing and
content accessible to low-literacy adults [13]. Kalichman et al
suggest that individuals who read English below a 6th grade
level are not likely to make effective use of the Internet [14].
Further, Zarcadoolas et a report that complex Web features,
such as animated links, may be challenging for low-literacy
adults to identify and utilize [15]. The 1992 National Adult
Literacy Survey (NALS) revealed that more than 90 million
Americanseither read at alow-literacy level or arefunctionally
illiterate [1]; the paucity of Internet health resources appropriate
for these individuals perpetuates discrepancies in health
outcomes between the educated and undereducated.

While no studiesto date have determined how many low-literacy
adults regularly use the Internet to find health information, the
dearth of educational materials suitable for these individuals
may impair optimal usage and navigation. One study has
reported interventions that enabled low-income HIV-positive
individuals to use the Internet and to critically evaluate
information that they encountered [16]. Health-related Internet
use has also been shown to enhance knowledge about HIV and
to be correlated with active coping in a study of HIV-positive
patients[17]. Although these studiesfocus on low-income status
rather than low-literacy status, the established correlation
between these two factors suggeststhat low-literacy adults may
likewise benefit from augmented health education via the
Internet.

http://www.jmir.org/2004/3/e25
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We conducted an observational study of low-literacy adults to
assess how they searched for Internet health information in as
closeto anatural setting as possible. Our investigative questions
include the following: if low- to mid-level literacy adults are
given access to the Internet, can they find basic health
information that they can understand? Will their search strategies
be effective in identifying information that they can use and
comprehend? How do they rate current health Web sites in
relation to their needs and interests? Will they be able to conduct
successful self-directed searches? In our investigation, we aso
categorized navigational strategies used by low-literacy adults
and the reading level of materials they accessed.

Methods

We enrolled 13 adult literacy students (3rd to 8th grade reading
levels) from Bidwell Training Center, a vocational school in
Pittsburgh, Pennsylvania. The protocol used was approved by
the University of Pittsburgh Institutional Review Board. Bidwell
students are organized individually and/or in small groups for
reading instruction; they meet together once aweek for program
announcements. The literacy program coordinator introduced
the study to 20 students in this large-group setting. Thirteen
interested students then self-sel ected into the study. All subjects
participated in acomputer skillsworkshop in May 2003, where
they were presented with basic search and navigation strategies
and learned how to use the Google search engine. We selected
Googlebecauseitisawidely used search engineand hasa"Did
YouMean..." feature that corrects misspelled search terms. We
anticipated that this might be afeature that low-literacy subjects
would find particularly helpful. Among other topics, subjects
were taught how to use the "Back" button and the "Forward"
button, how to scroll down a page, how to identify links, and
how to conduct basic searches. Each subject also filled out a
brief questionnaire to give insight on their educational
background, ethnicity, health insurance status, and previous
experience with computers and the Internet. The questionnaire
waswritten at a3rd grade reading level (Flesch-Kincaid Reading
Scale).

An investigator met individually with each of the participants
within 3 weeks of the computer skills course for the
observational portion of the study. Participants were 1)
administered the REALM test (Rapid Estimate of Adult Literacy
in Medicine) [18] to assess their health literacy level; 2) asked
several questions to gauge their comfort level on the Internet
and prior Internet experiences; and 3) taught how to "think
aloud,” or continually express their thoughts while using the
computer. Investigators engaged each participant in several
think-aloud examplesin order to actively illustrate this process.

The investigator then asked the participant to use the Internet
and Google search engine and think aloud while finding
information on a subject of hisor her choice. This preliminary
guestion allowed participants to practice and review their
Internet searching techniques. Participants were permitted to
ask the investigator technical and navigation-related questions
during this part of the study. These questionsincluded, but were
not limited to, whether to put spaces between words in search
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terms and how to initiate a search once a search term had been
specified.

Participants were then asked to find answers on the Internet to
3 health-rel ated questions devel oped by members of theresearch
team. Participants were instructed to use the Google search
engine so that their answers could be standardized. A committee
consisting of a physician, a faculty member specializing in
human-computer interactions, a community health educator,
and an information sciences specialist compiled various answers
to these questions that would qualify as accurate and compl ete.
Subjectswho were ableto generate any of these answersduring
their online searches were considered to have answered the
guestions correctly; subjectswho were not able to generate these
answers were determined to have answered the question either
incorrectly or incompletely. Examples of responses for each
guestion that would have been considered correct are included
in the Results section

The investigator read the 3 questions aloud and also provided
them to the participant in written form (Arial font, 20 pt):

1. Think of a health question you are interested in for yourself
or for someone you know. Find out information about this
guestion on the Internet.

2. Imagine that someone you care about has lung cancer. This
person would like to know about treatments for lung cancer.
Can you find out the three main types of treatments using the
Internet?

3. Imaginethat you are at adoctor's office and you are told you
have a disease called diabetes (sometimes called sugar). You
are given a pill called Metformin to take for it. What does
Metformin do?

Subjects identified answers to the investigator, who then asked
them to articulate the answers in their own words. Participants
who seemed frustrated or unreceptive, or who asked to move
to a new question were directed to the next task. Participants
were alowed to use any Web sites they felt would help them
answer the questions. Participants also were not provided with
dictionaries-our objective was to examine how they navigated
the Internet without assistance from external sources. Subjects
were given up to 15 minutes to compl ete each task, as measured
by theinvestigator. To minimize anxiety, they were not informed
of thetimelimitation. After the 15-minute period, investigators
used a series of prompts to gradualy guide subjects, if
necessary, to the next task.

Next, investigators accessed the colon and rectum cancer Web
page on the American Cancer Society (ACS) Web site [19].
Participants were asked to navigate through links on this page
and find 2 ways to help prevent colon and rectum cancer.
Investigators recorded the amount of time spent answering this
guestion and the number of links participants clicked onto find
the answers. After thistask was completed, investigators asked
the participants several subjective questions to qualify their
experience on the Internet. Participants were then given $25
compensation, which ended their direct involvement in the
study.

http://www.jmir.org/2004/3/e25

Birruet d

Investigators wrote notes on each participant's progress, and
asked for participant feedback about the Internet both before
and after searching the Internet. Investigators did not coach
subjects on proper technical or navigational techniques after
the initial practice question until subjects had completed their
tasks. In 2 cases, investigators directed subjects to Google's
"Did You Mean..." search term correction option in order to
adjust for spelling mistakes; these subjects had repeatedly
demonstrated very poor spelling proficiency before this
intervention.

Camtasia Studio screen-capture software recorded individual
keystrokes and think-aloud recordings. Questionnaires and
think-al oud methods were used to ascertain the criteriaused by
participantsin evaluating Internet health Web sites. Investigators
also calculated the 1) literacy levels of Web sites accessed by
the participants, 2) the amount of time spent on each Web site,
3) the number of questions answered thoroughly and correctly
by each participant according to pre-determined standards, 4)
the average number of sites used to answer each question, and
5) the number of participants who accessed sponsored sites, or
paid advertisements appearing on the Google retrievals page,
and how many used that information to answer questions.

Results

Qualitative and quantitative results were analyzed in this study.

Participants

In this study, the subject population was reduced from 13 to 8.
Two participants were excluded because they did not attend the
one-on-one searching session with the investigator. Two other
participants were excluded because they were non-native English
speakers who did not understand the tasks presented to them.
One participant was later excluded because technical problems
prohibited the retrieval of her computer searches.

Theaverage age of our 8 remaining participantswas41.5 years.
Five subjects were male and 3 were female. Seven identified
themselves as African Americans and 1 self-identified as of
Asian descent. The Asian partici pant was an English-as-a-second
language (ESL) speaker with a university education from his
native country. Seven of the 8 participants reported having
health insurance. Seven of the 8 also had at least some high
school or trade school education; 1 participant did not report
educational experience on the intake questionnaire.

Of these subjects, 2 reported on the intake questionnaire that
they had never previously used acomputer or the Internet. Two
reported that they had previously used a computer, but had not
used the Internet. Subjects generally used computerswith greater
frequency than they used the Internet. Three participants
reported on the questionnaire that they used the Internet 2 or
more times a week; they later said verbalized that their main
online interests were news, sports, cars, and/or entertainment
information. The other 5 participants reported on the
guestionnaire that they used the Internet either occasionally or
not at all. Usage reports from the intake questionnaires are
provided in Table 1.
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Table 1. Self-reported, written questionnaire responses about prior Internet and computer usage by subjects (n=8)

Subject Have you ever used a computer? If  Where do you use computers? Do you usethe Internet? If so,  Where do you use the
so, how often? how often? Internet?
1 No "No where" [sic] No "I've never used the
Internet”
2 Less than once amonth "When | wasinjail" No (N/A)
3 2 or more times a week "At school, Bidwell Training Center No "At the Carnegie Li-
in Ms. Cooper's class.” brary in Beechview
where | live"
4 No "No" No "No"
5 2 or more times a week "To type" Yes; Less than once a month "In school"
6 No; 2 or more times aweek "At home" Once aweek "At home"
7 2 or more times a week "Home" 2 or moretimesaweek (at home) "Home"
8 Once aweek "Different location" 2 or more times a week "Different location”

Asseenin Table 1, the salf reports of prior Web and computer
experiences are unclear in several cases. Subject 3 reported no
prior Internet usagein one part of the questionnaire, but reported
in a subsequent answer Web usage at a local public library. In
addition, as Table 1 indicates, subject 8 reported more frequent
usage of the Internet than of computers; subject 6 (ESL student)
first indicated no prior computer usage, then later reported on
the questionnaire computer usage of twice a week. Because
there were seemingly divergent perceptions of what constitutes
a computer or Internet experience, perceived computer/Web
adeptness cannot be correlated with our participants experience
using thistechnology. Therefore, while this study will indicate
differencesin results between the 3 peopl e with frequent Internet
experiences (defined in this study as usage of at least once a
week) and the 5 individuals without, the study will not attempt
to conclude whether the skill level of subjects in the study

correlated with the sustainability of their prior computer and
Web experiences.

Search Engine Usage

Participants reviewed their navigational skills during their
preliminary question, where they were encouraged to look for
information on any subject that interested them. They used
Google to search for a variety of topics, ranging from
entertainment to health-related information. Participants
occasionally searched for information on more than one topic.

Participants used the search items listed in Table 2 in order to
answer the preliminary question and questions 1 to 3.
Semicolons between words or phrases separate multiple search
terms used by a subject to answer a question. The subjects are
listed in Table 2 in the same order (ie, 1, 2, 3...) as they
appeared in Table 1.

Table 2. Search terms used by subjects to answer preliminary questions and questions 1 to 3 (n=8)

Subject Preliminary Question 1 Question 2 Question 3

1 lenahornt Lung cancer Lung cancer Metformin

2 health care;health care mental Sports and health health care about lung can- A pill called metformin
cer

3 (no clear search topic) Herpes Cancer Metformin

4 Wwwsoulfood; wwwsoulfoodcom; soulfood AIDS lung canert Diabetes

5 Will Smith; siperst; spiders High blood Lung cancer Metformin

6** Bi;;;dwell training centert Health health lung canert Health diabetes

7 sonny Roallins Tuberculosis Treatments for lung cancer  Metformin

8 Babyface recording artist Pain Cancer Pdr*

" Physicians Desk Reference
** English-as-a Second L anguage subject

T misspellings for: "lena horne," "bidwell training center," "lung cancer," and "spiders'; the Google correction option was used in two instances when

the subject was prompted by investigators to amend search terms.

Questions 1 to 3 were given to our participants in writing, as
well as orally; this may have affected their selection of search
terms. For question 2, one participant wrote "treatmentsfor lung
cancer" in the search term box, a phrase that iswritten explicitly
in that question. Another participant was similarly prompted
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by the wording of question 3 to write "apill called metformin”
as his search term.

Individuals who used the Internet at least once a week are
labeled in Table 1 and subsequent tables as subjects 6 to 8.
Search terms generated by these frequent Internet users did not
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differ greatly from search terms generated by individuals who
had little Internet experience. The one exception was subject 8,
who attempted to answer question 3 by using the online
Physicians Desk Reference, a site about which she had once
heard good reviews.

In general, this group found generating original search termsto
be somewhat challenging. Many did not initially remember
whether to put spaces between the wordsin search terms. Even
asubject who reported using the I nternet once aweek hesitated
when writing the search term for question 1, finaly stating,
"Yeah, you do have to space [between words]... | had to
remember if you had to space." With one exception, participants
were able to correct their terms by inserting the proper spaces.

Spelling of search terms was generally a problem for only 2
participants, one of whom (subject 7) spoke English asasecond
language. Subjects tended to self-correct for spelling in the
search term box before pressing the "Google Search” button or
Enter key. Several participantsalso had difficulty understanding
what type of terms to put in. When conducting a preliminary
search for information on the television show, Soul Food, one
participant typed into the search term box, "wwwsoulfood."
When this retrieved no results, the subject looked at the URL
for guidance and then typed "wwwsoulfoodcom" into the Google
search term box. This again did not yield any results. The
participant next entered "soulfood" into the search term box.
The investigator finally directed the subject to Google's "Did
You Mean..." option so that the subject could answer the
guestion. However, this participant had continued difficulties
generating correct search terms; later in the study, he used
"lungcaner” as a search term to find information about lung
cancer.

Nearly all participants retained skills such as scrolling and
clicking on links from the computer workshop or previous
Internet experiences. They also learned other navigationa
strategies through repetition and practice. For example, one
participant who was conducting a preliminary search for
information about Will Smith looked at the Google retrievals
and stated, "So it [search engine] must go to other Smiths ... |
wonder if 1 was supposed to put in "Wl Smith the actor'?"
Quickly, the subject had learned that increasing the specificity
of search terms generally improves the specificity of results.

Six of the 8 participants did not venture past page 1 of the
Googleretrievals. One participant was surprised by the number
of search results, saying, "You find a lot of stuff on this thing
[the Internet]." Another participant explained why she stayed
on page 1: "Oh boy, I've got a lot to choose from. | don't want
to go to the other ten [ pages of retrieval s] becauseit might give
me other information | don't really need ... the first page gives
me just enough of what | need to know." This participant had
deduced that first-page retrievals typically have the most
relevant sites to the particular search term used. Later, this
subject stated, "I didn't answer the questions, but | looked up
the information, and it [Internet] gave me what it wanted me
to have." This statement implies that the subject believed that
the Internet was more in control of the searching than the
subject, revealing a possible belief that the search engine and
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search terms selected are not the primary determinants of what
type of information is retrieved.

Sites Accessed

Ability to Answer Questions

In question 1, participants were asked to use information on the
Internet to find the answer to a hedlth-related query of their
choice. Most participantsidentified only asubject area, and did
not clearly articulate a specific question despite verbal
prompting by the investigators. Severa participants initially
stated atopic, but changed it asthey retrieved unrelated material
that they found more interesting. While recordings from the
think-al ouds would have been helpful in designating the search
topics, we found that despite investigators prompts and
encouragement, subjects were very reluctant to verbally report
their real-time experiences navigating through the Web. Asone
subject stated, "Shucks, | can't think aloud." It is therefore
difficult to gauge whether participants were ableto find adequate
information for which they searched, especially during the
unstructured searching period required to answer the first
question.

Question 2 required participants to locate the 3 main types of
lung cancer treatments (acceptable answers. chemotherapy,
surgery, radiation). This question models the navigation of a
typica Internet heath-information seeker who searches for
disease-related information. Of all 8 participants, only subject
5 was able to answer this question accurately and completely.
Subject 3 verbalized one viable option-chemotherapy-based on
information accessed online. The remaining participants either
did not answer the question or identified an alternative medicine
asone of the principal types of lung cancer treatments available.

Question 3 required participants to find out the role of
metformin, or Glucophage, in diabetes treatment (one acceptable
answer: metformin lowers sugar in the blood). This question
models a doctor-patient interaction in which a patient who is
prescribed an unfamiliar medication independently searchesfor
information about its effects. Six of 8 participants were unable
to find information on the Internet to answer the question. The
2 participants, subjects 3 and 7, who found the information,
read directly from text on the site and did not articulate the
information in their own words.

Surprisingly, subjects who reported sustained prior Internet
experience in the questionnaire were no more successful at
answering questions than subjectswith little I nternet experience.
This could have been a result of the generalized search terms
that they used to look for answers. Prior Internet experience
does not seem to lead to satisfactory search/navigation skills
for members of this group in searching for health information.

I nformation Accessed

Sites used by subjects 3, 5, and 7 to successfully answer
questions 2 and 3 were written at a 12th grade reading level
(Flesch-Kincaid). It is noteworthy that these subjects were able
to identify the answer in the text and read it aloud. In 2 out of
3 cases, they were unabl e to express these answersin their own
words, which suggestsaminimal comprehension of the material
accessed.
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Seven of the 8 participants accessed sponsored siteinformation
while attempting to answer questions. Businesses pay a service
feeto Googleto havetheir site names appear as sponsored sites
when triggered by a particular search term or keyword.
Sponsored sites are outlined in color and/or appear in boxeson
the right side and heading of the Google retrievals page. In
genera, alternative treatments and commercial therapies and
medications appear under this listing; many of these sites may
contain information that is uncorroborated by legitimate
scientific sources.

Five participants used information provided by the sponsored
sitesto answer questions. Two out of 3 of the subjectswho used
the Internet at least once a week also used this information to
answer questions. Half of the participants searching for lung
cancer cures arrived at the same site: an Asian dietary
supplement site claiming to cure cancer by removing free
radicals from the body [20]. Another popular sponsored site
promoted a radio frequency technique to hinder cancer
progression [21]. The titles of these sites as they appeared in
the sponsored sites submenu were: "New Cancer Treatment"
and " Cancer Treatment." The Flesch-Kincaid formulaindicated
that the information on both sites was written at a 12th grade
or higher reading level. Information on sponsored sites,
therefore, was not necessarily any easier to read or interpret

Table 3. Average number of links used to answer questions
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than information on non-sponsored sites accessed by subjects
in this study.

General Site Profiles

Observational logs and records on the Camtasia software show
little correl ation between our subjects ability to identify answers
and the amount of text on a page; analysis using the Camtasia
software also showed little conclusive difference in the amount
of time that the subjects spent on each site despite variancesin
the amount of text on the pages accessed. Therefore, subjects
did not seem to prefer or navigate towards Web pages/siteswith
less text.

Participants, on average, used between 1 and 2 Web sites to
answer questions 1 to 3. Table 3 records the number of links
from the Google retrieval s page that were sel ected by subjects.
The results for subjects 1 to 5-the participants with minimal
prior Internet experience-are al so presented separately from the
results for participants with sustained prior Internet experience
(subjects 6 to 8).

The Flesch-Kincaid reading scale used in this study scorestext
at alstto 12th gradereading level. Given this scale, sitesranked
at the 12th grade level require at least that level of reading
ability. That is, material scored at a 12th grade level may
actually be written at a college level. In our study, the average
site accessed required at least a 10th grade reading level.

Avg. Number of Links Used (Average  Avg. Number of LinksUsed (Subjects  Avg. Number of Links Used (Subjects
Total) 1-5) 6-8)
Preliminary 1.875 24 1.0
Question 1 114 12 1.67
Question 2 1.82 18 2
Question 3 15 16 133
AVG. 1.58 175 15
Table 4. Average (rounded) reading level of sites accessed
Avg. Reading Level of Sites Accessed Avg. Reading Level of SitesAccessed Avg. Reading Level of Sites Accessed
(Subjects 1-5) (Subjects 6-8)
Preliminary 10.50 10.7 10.0
Question 1 10.50 9.4 11.2
Question 2 111 11.3 110
Question 3 11.8 11.8 11.9
AVG. 110 10.8 110
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Table 5. Average time spent on sites
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Avg. Total Time Spent Per Site (min)

Avg. Total Time Spent Per Site (Sub-

Avg. Total Time Spent Per Site (Sub-

jects 1-5) jects 6-8)
Preliminary 7.2 8.7 4.7
Question 1 10.3 10.6 9.8
Question 2 8.7 8.7 8.7
Question 3 6.6 8.3 58
AVG. 8.2 9.1 7.25

Participants spent an overall average of 8.2 minutes on
individual sites. All participants voluntarily finished answering
guestions 1 to 3 before the 15-minute time limit was reached.

After completion of these first 3 questions, subjects were
directed to a specific site; question 4 was posed about
information directly linked to that site. We chose to use the
ACS colon and rectum cancer Web page site, which contains
links to a variety of prevention resources written at 6.3-12.0
gradelevels (Flesch-Kincaid Reading Scale). The pagetowhich
wedirected subjects consists of alisting of linksto defined topic
areas, one of which was closely related in wording to question
4. On the ACS site, 5 out of 8 people were able to answer
question 4 correctly. Three of the 5 reported prior Internet
experience; 2 reported none. These subjects used 3.8 links on
average to answer the question. The 3 subjects who did not
access the material used 6.5 sites on average before they were
either stopped by the investigator or quit voluntarily. Two of
these subjects had never used the Internet prior to enrollment
in the study.

Attitudes and Self-reporting

While most participants were unable to answer all of the
questions asked, 7 out of 8 reported feeling very comfortable
or comfortable with their Internet searching experience. The
eighth participant felt moderately comfortable. Also, 5 out of
8 found it at least moderately easy to find readable and
understandable information on the Internet. Two of the
remaining participants found it very difficult to find readable
information, and one participant reported that finding
understandable information is easy if the Web user has strong
reading skills.

Degspite their dependence on sponsored sites and alternative
Web sitesto answer questions, 7 out of 8 subjects reported that
they found it very easy to locate trustworthy information on the
Internet. The eighth subject noted that it is moderately easy to
find information that is trustworthy on the Internet. However,
one subject said, "l believe that on the Internet, you have your
shysters ... just like anything.”

Subjectsfelt positive about continuing their online experiences,
and all expressed some enthusiasm about improving their skills.
One participant stated, "I'm getting a computer ... it can help
your typing skills." Another subject said, "The computer isreal
interesting. I'ma seeif | can get one so | can learn [ how to use
it]." After the study was completed, many participants asked
investigators to continue teaching them Internet skills or to
continue helping them locate Internet resources on a variety of
subjects.

http://www.jmir.org/2004/3/e25

Discussion

This observationa study isthe first to examine Internet use by
low-literacy adults seeking health information [11]. I rrespective
of prior experience using the Internet and/or computers,
low-literacy adults participating in our study did not use optimal
search terms to answer questions, encountered difficulties
finding health information at the appropriate reading level, and
were unableto successfully interpret Internet health information
as it was presented. While basic navigationa skills (eg, using
the "Back" button) were easily retained, areas that required
reading and comprehension were problematic for most
subjects-evidenced by their inability to answer questions and
comments made during their think-alouds. Therefore, theliteracy
level needed to read hedlth information on the Internet does
appear to inhibit information-seeking efforts of low-literacy
adults.

Searching strategieswere sub-optimal in several respects. First,
the search terms used by subjects were predominately
non-specific (Table 2). Although we anticipated that subjects
who used the Internet more often would generate more specific
search termsthan did their peers, we did not observe thisin the
study.

Difficulty Generating Search Terms

Without guidance, subjects had difficulty generating original
search terms that would yield specific results. A recent study
reveals that adolescents used similarly general search terms
when searching the Internet for health information [22]; this
corraborates resultsfrom another study, which found that among
subjects with an average of 33 months of Internet experience,
self-selected search terms to find health information were
unexpectedly general [23]. These observations highlight search
terms as a potential barrier to specific, targeted Internet health
information for different types of Internet users with varying
levels of Web expertise. A categorizing search engine might be
particularly effective for use by these groups; it minimizes the
need for individuals to both create a specific search term and
independently read and assess al retrievals. A sample search
to answer question 2 was conducted using the Vivisimo search
engine [24]. The search term "lung cancer” yielded a series of
folders about lung cancer separated by subject matter; onefolder
specifically focused on lung cancer treatments. Individuals
clicking on that option could access all sites on lung cancer
treatments retrieved by the engine, circumventing the need to
sift through thousands of retrievalsto locate treatment-focused
sites. A future study could monitor the ease with which
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low-literacy individuals could conduct self-directed searches
using an automatically sorting search engine.

Reluctanceto Use Links

Search strategies observed in this study were also sub-optimal
because most subjects exhibited some unwillingness to click
on linksto Web sites on the Googleretrieval spage. On average,
subjects clicked on one to two links to answer questions. Even
when the subjects did not appropriately answer questions or
only partialy answered questions, most seemed reluctant to
click on additional links on the Google retrievals page, and 7
of 8 did not go to subsequent retrievals pages. Theseresultsdid
not seem to correlate with prior Internet experience. Subjects
alsorarely re-typed search termsin order to access more rel evant
retrievals. These results differ from those of a previous
observational Internet study, whose participants preferred to
choose links from page-oneretrievals and then re-type original
search termsif they were unableto find appropriateinformation
[23]. As stated earlier, our subjects had such difficulty
generating origina search terms, figuring out appropriate
spelling, and determining whether to place spaces between
words in search terms, it is conceivable that this is why they
avoided this strategy.

Another reason why subjects’ generation of search terms and
selection of links were so limited may have been because the
subjects were not interested in the health materials or the
guestions. Subjects may have also found the Google retrievals
page confusing and intimidating. While the think-alouds are
inconclusive about which of these factors contributed most to
the weak search strategies observed, the post-session
guestionnaire reveal s that the majority of participants reported
that it was easy to search the Internet. Future research may help
to illuminate the factors that contribute to the inconsistencies
between subjects perceived unwillingness to explore the
Internet's health resources and their positive feedback about
navigating through these resources.

High Literacy L evels of Health Web Sites

The health sites participants accessed to answer questions 1 to
3 had, on average, an 11th grade reading level (Flesch-Kincaid
Reading Scale), which was consistent with the findings of
previous studies[3,25]. Clearly, all of our subjects experienced
difficulties using these sites to answer questions. The literacy
level of the materials that the subjects did access may have
limited their ability to read and understand materials as presented
to them, and may have also impaired their ability to select the
appropriate links for finding information. However, a majority
of subjects were able to find specific information on the ACS
Web site. As one subject reported about the site, "Thisisareal
good one'causeit breaksit right down for you." ThisWeb page
consisted of a series of links: general links on the left and right
sides of the page and links to colorectal cancer in the center.
Subjects who were unable to answer the questions seemed to
find the lists of links on the page confusing, and picked links
that took them to unrelated pages on the ACS site rather than
to specific pages containing colon and rectum cancer
information. While the selection of only 1 link on the colon and
rectum cancer Web page was necessary in order to answer the
guestion, these subj ects on average picked more than 6 separate
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links before quitting. Therefore, layout of health Web sites
evidently affects the ability of low-literacy adults to find
pertinent health information.

Despite the navigational difficulties observed on the ACS Web
page, the ability of 5 subjects to correctly answer question 4
probably resulted from the fact that the information needed to
answer question 4 was written at an 8th grade reading
level-significantly lower than thellth grade reading level
required on average to read information retrieved in the first 3
searches. Thissuggeststhat low-literacy individuals can identify
and utilize easier-to-read materials on Web sites. The Internet
may indeed be a useful health resource to this population if
materialsarewritten at an appropriate reading level. Considering
the navigational struggles of our subjects, the actual process of
locating low-literacy sites on the Web may prove a more
daunting challenge to this population.

Difficulty Measuring Participants Comprehension of
I nformation

While most were able to competently navigate through lower
literacy materials, subjects comprehension of Internet health
information was difficult to measure in our study. Some
participants found correct answers and read them to the
investigators directly from the Web text, but none were able to
articulate the answer in their own words when prompted. In
their analysis of thel992 National Adult Literacy Survey
(NALS) results, Kirsch et a reported that low-literacy adults
may successfully perform simple comprehension exercises such
as locating a single piece of information from text, but often
find it more difficult to integrate and synthesize that information
[1]. Furthermore, subjects in our study may have been able to
use cues from sentence structure to locate an answer, and then
relied on their pronunciation skillsin order to read the answer
as written. However, their ability to identify relevant health
information within text is not necessarily a measure of their
ability to comprehend that information.

In addition, several subjects seemed to compensate for their
low literacy skillsby using external information resources. One
subject who examined a Web site on mental health law (12th
gradelevel) expressed great enthusiasm about aparticular topic
that he said was presented on the site. A perusal of the site after
the session showed that this topic was not addressed on any of
the pages he had accessed. This participant may have
compensated for his strugglesin reading the site by citing facts
with which he was personally familiar. Another subject used a
similar approach when accessing alung cancer site. When asked
about the type of information he was reading, the subject
responded that the page focused on smoking cessation. However,
there were no smoking-related topics on the pages examined
by the subject. The subject was able to correlate lung cancer
with smoking, and may haverelied on thisinformation in order
to answer the investigator's query. Overall, some subjects may
have been able to rely less on actual comprehension skills and
more on background knowledge in order to infer answers.

Positive Web-site and performance feedback reported by most
of the participants could have also been fueled by a desire to
compensate for reading and comprehension difficulties.
Participants were aware that the mgjority of the investigators
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were affiliated with alocal hospital system; some may havefelt
compelled to answer positively about Internet health information
because they were reporting to health-care professionals.
Additionally, the participants may have been unwilling or
ashamed to admit that they had difficulty understanding the
information on the Internet. Individuals with low literacy tend
to be embarrassed by their reading inadequacies [26].
Participants may have felt compelled to report more positively
about their Internet experiences in order to de-emphasize their
difficulties navigating the Web. These considerations might
begin to explain that while most participants struggled when
using the Internet, most 1) felt they did a good job searching
for information, and 2) found information on the Internet
readable and understandable. Collectively, then, poor
comprehension of health information on the Internet coupled
with adesire to compensate for self-perceived inadequaciesin
reading may have negatively affected the ability of our subjects
to objectively evaluate Web sites. In this study, these factors
may also have diminished the accuracy of their think-alouds
and feedback in relation to their actual Internet experiences.

I naccur ate Self-assessment

An alternative reason why subjects reported positive experiences
on the Internet could be that subjects were unaware of the
magnitude of their Internet searching difficulties. A study by
Moon et al indicatesthat 70% of subjectstold investigatorsthat
they read "really well," while in actuality, their mean REALM
scores reflected a 7th to 8th grade reading level [27]. This
suggeststhat individuals may actually overestimate their reading
ability in relation to standard educational parameters; it may
also relate to a similarly heightened perception of Internet
competence. Furthermore, because the majority of our subjects
had minimal Internet experience, they may not have been able
to objectively gauge the limitations of their Internet skills in
relation to the skills of more advanced users. While the
investigators were able to categorize their searching as
sub-optimal, our participants could have considered their
searching strategies to be adequate, if not standard.

Preference for Sponsored Sites

Subjects reliance on sponsored-site information to answer
questions, regardless of the high literacy level required to read
those sites, suggests that other factors promote the selective
advantage of sponsored sites over non-sponsored sites. In fact,
the design of sponsored sites on the Google retrieval page
follows many of the guidelines for creating optimal layouts for
health information targeted to low-literacy adults [28]. First,
the sponsored sites are organized by topic, and are also
segmented in colored boxes that stand out from the rest of the
Googleretrievals. They do not contain the "teaser information”
and keywords associated with norma Google links, and
minimize the amount of text used. Most are easier to read than
the normal Google links, are automatically categorized by
subject, and are visualy stimulating. In addition, despite
misspellings of search terms, sponsored sites are often applicable
to the intended subject. For example, a search of "lung caner"
instead of "lung cancer" yields sponsored sites on lung cancer,
though most of the non-sponsored Google retrievals are
irrelevant. When individuals misspell search terms, which the
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low-literacy subjects in our study did fairly commonly, they
might easily gravitate to sponsored-site information to answer
their health questions.

Of concernisthat subjectsdid not seem to differentiate between
the information on the sponsored sites and information on
non-sponsored sites. Subjects used these sites interchangeably
to answer questions. One study suggests that critical
interpretation of Web sitesis based on the Internet acumen and
interests of the information-seeker; if coupling the motivation
to find a topic and the ability to do so successfully, the
information-seeker will be well-equipped to evaluate Web sites
objectively and perceptively [29]. This approach offers 3
possible explanations for our results. First, our questions may
have been of little interest to our subjects; this may have
diminished their motivation in answering questions and affected
impacted their critical analysis of sites. Second, many of our
subjects had little sustained exposure to various Web sites before
the study. Those subjects in particular may not have been able
to critically compare Web sites as readily as individuals who
had previously seen both good and bad Web sites and devel oped
their own rating system. In this context, most health information
on the Internet may have seemed trustworthy and
interchangeable to some of the subjects. Third, the searching
problems observed even among those subjects with previous
Internet experience underscore the fact that none of these
subjects reported that their prior Web usage included searches
for health information. While these subjects had successfully
found items of personal interest in previous Web searches, they
were unable to navigate to health materials that were any more
accurate or easy-to-read than those found by the rest of the
subjects. Therefore, health searches may present unique
challengesto alow-literacy population that counter the ability
to find accurate, trustworthy health information. This may result
from the high literacy level required for reading health
information and health Web sitesin addition to the complexity
of health terminology.

Limitations of M ethodology

Standard methodol ogies used in this study to determine health
literacy and to generate continual feedback were sub-optimal.
First, REALM test results were inconclusive. Subjects were
placed into the literacy program at Bidwell Training Center
after taking the national Tests for Adult Basic Education
(TABE). However, in our study, these subjects tested
significantly higher on the REALM than expected for
individuals with the reading levels indicated by their TABE
scores asreported by Bidwell Training Center (3rd to 8th grade
reading skills). Subjects may have strong phonetic skills that
help compensate for poor word recognition and comprehension.
This observation is supported in a study by Wilson et a [30],
which similarly noted that lower literacy participants who used
the REALM tested at severa grade levels above their actual
reading level. The REALM may not be an optimal tool for
accurately determining the health literacy of low-literacy adults.

Whereas complete think-alouds could have helped us better
understand subjects navigational priorities and comprehension
levels, the protocols we used in this study were ineffective at
prompting verbalization. None of the participants consistently
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articulated their step-by-step navigational process at al points
during their searching session. Investigators continually
prompted the subjects through the exercise, but were unable to
stimulate free-thinking, consistent, and self-motivated
think-alouds. One potential explanation originates from the
observation that our study population was not uniformly familiar
with the Internet. Therefore, some subjects may havefelt overly
challenged by simultaneously learning how to use the Internet
and verbalizing their navigational strategies. According to
previous studies [31], these subjects were probably in an
"acquisition role." Such studies disclosed that alearner who is
new to a certain task focuses primarily on acclimatization, and
finds it overwhelming to concurrently think aloud. Since
traditional think-aloud protocols may be ineffective for this
group, an interactive protocol may be of assistance for future
studies. In such a protocol, subjects would directly be asked
about specific site features, and asked to rate and make
comparisons between health sites. This may highlight precise
preferences the subjects might have for Web-site information,
content, design, and presentation, and may result in a more
cohesive rating system.

Overall, however, our subjects were very enthusiastic about
learning how to use the Internet, and all indicated an interest in
improving their skills for future use. In this study and other
studies [13,15], members of the low-literacy population have
expressed excitement about using the Internet. In order for the
Internet to further empower these individualsto makeinformed
health decisions, the development of easy to read and easy to
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comprehend health materials is imperative. If Google's
sponsored sites are usedas a guide, low-literacy adults prefer
information that is aesthetically pleasing, has minimal text, and
is organized by subject matter. Search engines that are able to
consolidate these features for searches will probably be of
greater use to this population. However, low-literacy adults
must improve their navigation and searching skillsto efficiently
locate low-literacy materials on the Internet. With sufficient
practice, they are likely to develop the skillsto use the Internet
to find specific health information, and learn to criticaly
evaluate the information they access.

Indications for Future Research

One caveat to the present study isthat our sample size precluded
the analysis of factors besides |ow literacy that could influence
the results we observed. We believe, however, that our findings
with this sample group in an observational study were
representative of the way low-literacy adults interact with the
Internet. It will beimportant to validate and analyze in alarger
study the appeal of sponsored sites (as opposed to other retrieved
links) to low-literacy adults. It will aso be worthwhile to
determine the relative importance of limited literacy in
comparison to socioeconomic and cultural factors in effective
use of the Internet by this population. Future work will identify
the exact components of sitesthat engage and promotelearning
by low-literacy adults. Greater understanding of these factors
will hasten the day when the Internet becomes an effective
vehicle for optimizing the health knowledge and acumen for
those at high risk of poor health outcomes.
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Abstract

Background: Concernsover health information on the Internet have generated efforts to enhance credibility markers; yet how
users actually assess the credibility of online health information islargely unknown.

Objective:  This study set out to (1) establish a parsimonious and valid questionnaire instrument to measure credibility of
Internet health information by drawing on various previous measures of source, news, and other credibility scales; and (2) to
identify the effects of Web-site domains and advertising on credibility perceptions.

Methods:  Respondents (N = 156) examined one of 12 Web-site mock-ups and completed credibility scalesina3 x 2 x 2
between-subjects experimental design. Factor analysis and validity checkswere used for item reduction, and analysis of variance
was employed for hypothesis testing of Web-site features' effects.

Results:  In an attempt to construct a credibility instrument, three dimensions of credibility (safety, trustworthiness, and
dynamism) were retained, reflecting traditional credibility sub-themes, but composed of items from disparate sources. When
testing the effect of the presence or absence of advertising on a Web site on credibility, we found that this depends on the site's
domain, with atrend for advertisements having del eterious effects on the credibility of siteswith .org domain, but positive effects
on sites with .com or .edu domains.

Conclusions: Health-information Web-site providers should select domains purposefully when they can, especially if they must
accept on-site advertising. Credibility perceptions may not be invariant or stable, but rather are sensitive to topic and context.
Future research may employ these findings in order to compare other forms of health-information delivery to optimal Web-site
features.

(J Med Internet Res 2004;6(3):€24) doi:10.2196/jmir.6.3.€24

KEYWORDS
Internet; credibility; Web sites; domains; advertising

Introduction

One of the most interesting aspects of the diffusion of the
Internet is its use by millions to access and to discuss
information related to health and medicine. Surveys estimate
that 55% of Americans with Internet access seek hedlth
information online [1]. This phenomenon prompts both praise
and concern. Praise, because individual s can accessinformation
to help them address physical and psychological maladies at
any timefor no cost, once they have computer access. Concern,

http://www.jmir.org/2004/3/e24/

especialy from health professionals, that information freely
distributed online is subject to no professiona authorization
and there is no way of verifying the credentials of those who
post the information; thepossibility exists for amateurs to
misinform one another, with harmful consequences. The
credibility of health information on the Internet isalso aconcern
to users themselves. Eighty-six percent of health-information
seekers are concerned that online sources are unreliable.
Fifty-two percent of users who have visited health sites think
that "almost al" or "most" health information that they see on
the Internet is credible, and 44% think that they can believe
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only "some" online health information. Fifty-eight percent of
health-informationseekers checked to see who was providing
the information on the Web sites they visited [1].

Some steps have been taken in order to address this concern.
Bonafide medical organizations such asthe American Medical
Association have formulated Web-site design recommendations
intended to facilitate understanding and certify authenticity [2].
Pharmacies hand out lists of questions (oddly, without answers)
that Web surfers should ask when perusing medical Web sites
to help them decide about the utility and authenticity of
information online. In some cases, medical experts rated the
content of health-related Internet sources; in onetrial they rated
information as poor to potentially dangerous, although Craigie
et al [3] found that the experts "showed alow agreement when
rating the postings." A meta-analysis by Turow and his
colleagues [4] revealed, among medicad and academic
researchersalike, "astartling lack of consensus among (medical
and academic) researchersregarding the meaning of basic terms
as quality, accuracy, and depth of detail when it comes to a
website."

In contexts other than health and medicine, the credibility of
Web sites has been explored, but whether the principles
uncovered in e-commerce or other Web transactions apply as
well to medical information seeking is an issue that is just
beginning to come into focus. Little is actually known about
how end-users of online health and medical information evaluate
the credibility and utility of such information, and it appears
that users themselves have limited awareness of how they find
and evaluate Internet-based information on health and medicine

(5].

In this study, we examine historical approaches to the study of
credibility, the challenges facing the application of these
approaches to Internet information, and new aspects related to
credibility that Internet channels introduce. We then describe
an empirical research project in which we developed a
parsimonious instrument to measure how users assess
health-information credibility online, and how they evaluate it
with respect to different features of heath-related Web
sites-domain and advertising-to assess whether these attributes
affect the credibility users ascribe.

Credibility

In the last fifty years, credibility has been conceptualized and
studied in a variety of ways. Much research has been directed
towards studying credibility, mostly in terms of its various
sub-dimensions of source, message, and medium credibility.
There tends to be considerable overlap between the various

dimensions of credibility on which research has focused
[6,7,8,9].

Source Credibility

Traditionally, credibility research focuses on the question of
what makes a communicator believable and persuasive. While
analysis of this kind dates back to Aristotle, one of the most
important theoretical formulations divided source credibility
into the two dimensions of expertise and trustworthiness [10].
Expertise is defined as a communicator's qualifications and/or
ability to know the truth about atopic. Trustworthiness relates

http://www.jmir.org/2004/3/e24/

Walther et &

to a judgment about the communicator's motivation either to
tell the truth about atopic, or to biasinformation for self-serving
motives (such as commercia gain). This dynamic emergesin
recent focus group research assessing how consumers search
and appraise I nternet information about medicines: While some
respondents regard pharmaceutical companies as the "official"
information source, others prefer government agencies,
organizations, and educational ingtitutions as information
sources, considering them to be impartial [5].

The history of credibility research suggests that a variety of
theoretical dimensionsand empirical measures may be relevant
to assessing credibility. These dimensions include safety,
qualification, and dynamism [11], authoritativeness, sociability,
character, competence, composure, and extroversion [12,13],
and other similar dimensions [14,15].

In addition, the rel ationship between the receiver and the source
has been identified as an important factor in determining the
degree of credibility accorded to the source [16,17]. How
Internet users relate to experts may affect credibility
assessments. Perception and measurement of source credibility
may differ depending upon the type of source being evaluated
as well as the context in which the evaluation occurs
[14,18,19,20,21].

The factor-analytic approach to defining dimensions of
credibility has been criticized on a number of grounds. For
instance, characterizations of the research as atheoretical and
data-driven have been made. Cronkhite and Liska [18] argued
that factor structures depend on a number of aspects, including
the rating scale used, the speakers chosen, the raters chosen,
and the method of factor analysis. Delia et a [22] found that
attitudes toward a source were based more on context-relevant
beliefs than on generalized evaluations. In different contexts,
different dimensions of evaluation became more relevant.

These concerns both reject the adoption of one set of existing
factors over another, and highlight the need to identify the
relevant factors based on the content and audience for each
research setting, an approach that has also been adopted in the
present study.

Media Characteristics

The concept of credibility has been widely explored in the
domain of traditional media, with research investigating the
relative believability of particular forms of communication (eg,
newspapers vs television), where cross-medium comparisons
of credibility dimensions have been regularly examined. To
make such comparisons, "the credibility of various media has
been measured by comparing perceptions of the believability,
accuracy, fairness, bias, trustworthiness, ease of use,
completeness, reliability, or attractiveness, for example, of the
media themselves..." [23]. For instance, some studies on the
credibility of print and television reveal that television is more
believable than print media; others demonstrate that only
newspapers are especially credible when compared to magazines
and other print media (for review, see [24]).

Gaziano and McGrath [25] developed a 12-item media
credibility scale, comprising the following items:. is fair, is
unbiased, tells the whole story, is accurate, respects people's
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privacy, watches out for the public'sinterest, isconcerned about
the community'swell-being, separates facts from opinions, can
be trusted, is concerned about the public's interest, is factual,
and has well-trained reporters. Meyer [26] reduced the scale to
five items: fairness, bias, completeness, accuracy, and trust.

Internet Credibility | ssues

The Internet's ability to combine aspects of and collapse barriers
between traditional source, message, and media studies has
opened up new vistas in credibility research. The Internet is a
uniquely versatile medium of numerous communication and
information functions and ought to be treated as such [27]. As
traditional forms converge, new measures of credibility arise
in addition to the numerous measures aready established.

Recently, Sundar and Nass [28] experimentally examined how
people identified and evaluated sources of news, al of which
camethrough Internet channels. Subjects were exposed to news
stories presented by computers and appearing to be transmitted
via the Internet. Subjects were led to believe that the stories
were chosen by acorporate news organization, by the computer,
by apeer discussion group, or by the subject himself or herself.
While there were no differences on a measure of credibility,
significant differences on other measures suggest that computer
users make distinctions about information quality, and prefer
different information sources, based on the institutional nature
of the source.

Web Credibility

The convergence of genres of information via the Web makes
it problematic to assess online credibility. AsMetzger et al [23]
pointed out, Web-site expertise can be reflected in the site's
informativeness, the display of the appropriate credentias, the
site sponsor's reputation, or the type of site sponsor (ie,
ingtitutional vs individual). Trustworthiness may be
communicated through explicit policy statements or a lack of
advertising and commercial content; and attractiveness or
dynamism can be presented through dimensions of the Web
site's appearance (eg, layout, graphics, font, color, etc).
According to Eastin [29], dynamism aso plays a key role in
perception of online content, which can be affected when a
message or a Web site's presentational features are highly
dynamic. Fogg et al [30] found that commercial associations
(eg, more advertisements) and a feeling of amateurism (eg,
broken links) decreased credibility, while areal-world feel (eg,
aphysical addresslistedin site), perceived integrity (eg, explicit
policy statement), and tailoring (eg, Site sends emails confirming
transactions) canincrease credibility. Novel credibility concerns
may also arise when evaluating Web sites. For instance, issues
of security, consumerism, and usability, which usually are not
the concerns of thetraditional mediacredibility, arisein various
Web contexts.

Medical Information

In the specific domain of health information on the Web, afew
studies are notable. Following arguments about variable
attention to content cues versus heuristic cues as a function of
topical knowledge, Eastin [29] explored the same dynamicsin
users evaluation of online health information. Eastin's study
experimentally varied source expertise (high, medium, low)
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and subjects knowledge about thetopic (HIV vs syphilis) anong
a sample of college students. Participants tended to rate all
information as relatively credible, with effects obtaining for
content knowledge and source expertise. There was no
interaction effect among these variables.

Eysenbach and Kohler [31] examined what characteristics of
health Web sites users purported to usein evaluating credibility,
and al so observed the discrepancy in subjects actual search and
evaluation behaviors. Usersindicated a variety of symbols that
would enhance believability in online heath information,
including the scientific or ingtitutional source of theinformation,
site owner credentialing, and content updating. In their actual
search behavior, however, users amost entirely neglected such
resources, relying on search engines (and top-to-bottom ordering
of search results) to select sites to browse, spent a median of
37 seconds on a site, and remembered the domain of the sites
from which they gleaned information only 23% of the time.
These results from the health domain mirror more genera
tendencies for users not to check or verify the veracity of Web
information in other kinds of research [32].

Dutta-Bergman [33] recently found that the completeness of
information affected attitudes of health-information users. While
credibility was not a specific construct of concern in this study,
the outcome of credibility-persuasion-was. Dutta-Bergman
offered two levels of information completeness and argument
quality on experimental sitesoffering heart-and-diet information.
The completeness variable affected the attitudes of both casual
readers and readers prompted to imagine they had heart disease.

Health Care and the I nternet

According to Pew Research, the Internet isbeing used by many
Americans (55% of those with Internet access) to gain health
or medical information. Seventy percent of those who said they
have been swayed by what they read online the last time they
sought health information said that the information they obtained
onlineinfluenced their decision about how to treat an illness or
condition, 50% said that the information led them to ask adoctor
new questions or get a second opinion from another doctor, and
28% said that the information they found online affected their
decision about whether or not to visit a doctor.

Hypotheses

Given thelessons of the factor analytic approachesto credibility,
we needed to devel op a parsimonious and appropriate scale with
which to measure credibility in the context of online health
information, and to assess it using adults who were actual or
prospective health-information users. Second, we sought to
ascertain what characteristics enhanced or detracted from
health-information Web-site credibility. In order to develop an
instrument, we collected those measures used in previous
research and subjected them to the treatments described bel ow.
In order to identify Web-page characteristics affecting
credibility, we developed the following hypothesis based on
the literature reviewed above:

H1: Different top-level domains (.org, .com, .edu, .gov)
influence the credibility of the Web site.
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Because Web sites with explicit commercial natures are more
likely to be associated with greater self-interest, we also posited
the following:

H2: The .com domain reduces the credibility of a Web site.

H3: The presence of advertisements reduces the credibility of
aWeb site.

Methods

Data were collected in two phases using two samples and two
parallel setsof stimulus materials.

Stimulus M aterials

A number of health-related Web siteswere reviewed for typical
features in order to generate plausible-looking Web pages
containing the manipulations of interest to this study.
Commonalitieswere noted with respect to the size of the headers
and text, and the presence of graphics depicting couples or
individuals who appeared to be doctors. Typical-looking
Web-page mock-upswere created that resembled many of these
sites' home pages.

Figure 1. Web site mock-up

| Depression.com, Your resource for depression information online - Microsoft Internet Explorer,

Walther et &

The mock-ups varied with respect to operationalizations of
several variables. First, two topical health issueswereidentified
for use as examples in this research on the basis of their
popularity as online health topics, both as Web-related
information sources and as subjects of peer (Usenet) discussion
topics: arthritis and depression [34]. Second, the headers were
varied to reflect differences in the following domain types:
arthritis.com, arthritis.edu, arthritis.gov, and arthritis.org (with
parallel differencesfor depression). Third, within each of these
conditions, half the mock-ups featured advertisements, in this
case, for consumer-level pharmacologica books, whilethe other
half did not. All of the mock-ups featured a photo copied from
an actua health-information Web site depicting a smiling
middle-aged couple, which was common on such sites, in order
to make the mock-upslook like typical Web pages of this nature.
All mock-ups contained the same text. Thus the stimulus
conditions comprised variations according to a 2 (topic) x 4
(domain) x 2 (advertising/no advertising) design, resulting in
16 different versions. A sampleisfeatured in Figure 1, but for
purposes of publication, the photo and advertisment titles have
been blurred.
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M easures

Although credibility has been conceptualized and measured in
many ways in various contexts, it is not clear whether the
dimensions and operationalizations of credibility in previous
research provide the most parsimonious and applicable
dimensions of this construct for the specific domains of health
communication via the Internet [23]. In order to discern the
most applicable measures, which was a major focus of this
study, a number of existing measures were collected that bore
some conceptual connection to one aspect or another of online
health-information credibility. These existing measuresincluded
source credibility [11,12], and news credibility (excluding items
specifically referencing reporters [25]). All of these measures
exist as semantic differential items.

Items from all of these measures were gathered on one
guestionnaire and arrayed on acommon 7-interval scaling. Items
that were duplicated from different sourceswere used only once.

Participants and Procedures

For research related to health issues it is often important to
obtain a sample that has a wider age range than typically is
found among college students. Extending from principles of
elaboration likelihood theory [35], adults who are more likely
to be concerned about health issues on afirst- or second-hand
basis will attend to features of a presentation differently than
will younger and presumably healthy individuals whose
experience with health topicsislesspersonal. In order to attract
asample of adult respondents, researchers employed an intercept
survey technique at alocal shopping mall in anortheastern US
suburban city for several weekendsin November, abusy holiday
shopping season. Researchers were asked to limit their activity
to arelatively constrained location in the mall, from which they
approached passersby who appeared to be greater than college

aged.

Stimulus material swere printed as color copies on paper. When
a researcher approached a passerby and the prospective
respondent indicated willingness to be questioned, researchers
screened participants using several questions about whether
they had ever used the Internet, had an email address, or used
online discussion systems. Negative responses to these
qualifying questions terminated the intercept, and the
prospective respondent was thanked and dismissed. Upon
qualification, participants were asked to examine one of the 16
versions of the mock-up Web page, which were randomly
distributed. Each participant was asked to examine the top
page-the mock-up-for as long or as short a time as he or she
wished, and then to turn to the subsequent pages to complete a
self-administered questionnaire. Participants were asked not to
turn back to the first page after moving on. Participants were
offered aplaceto sit at atable and a confection if they wished.

The first item on the questionnaire asked respondents to write
down the name of the Web site the home page of which they
had just seen. This question was used in order to track
participants awareness of the domain name, although it was
unclear at the outset how much difference there might be in
their overall responses due to their cognizance of domain type.
Following this item, the credibility items were presented for
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self-administered completion, with demographic items at the
end of the questionnaire.

Thefirst phase of data collection yielded 111 participants, with
a median age of 32, 46% of whom indicated they were male,
and 53% female.

In order to increase the sample size for more robust analysis, a
second phase of data collection was undertaken. A different
strategy, more efficient than the field intercept method, was
used in this phase to attract an adult sample. In this phase, a
snowball sampling strategy was employed: Students taking an
introductory communication course were addressed in classand
sent an email message that they were asked for forward to their
parents, who in turn were asked to participate in the research.
The email message contained a URL for a Web page, which
introduced the purpose of the study, instructed participants that
they would soon see ahome page for a\Web site that they might
examine for aslong or as short atime as they wished, and told
them they would be asked to answer aseries of questionsif they
clicked a button to continue. When they clicked this button, a
JavaScript routine randomly redirected the participant to one
of 16 versions of a Web-site mock-up. These mock-ups were
identical to those used in the paper version of the study in phase
1. However, another button was made to float over the site
content so that, no matter where on the page the participant
might scroll, the prompt to click to move to the questionnaire
was always present. When participants clicked this button, the
same semantic differential items were presented using a Web
form, with radio buttons for each scale on which to record
responses. Participation was anonymous in every way. This
sampleyielded 45 individuals, with amedian age of 50 and the
gender composition of 68% female. Concerns over the possible
differences in participant responses due to the two data
collection methods are addressed in the hypothesis test results,
below.

Results

Scaling

The first objective of this study was to create a reliable and
parsimonious measure for Web credibility related to online
health information. Data from the questionnaire were subjected
to aprincipal component factor analysis with Varimax rotation
toidentify theitemsand dimensions of online health-information
credibility from otherwise disparate but potentially overlapping
measures. In order to identify the most parsimonious measure,
we employed very conservative criteria for selecting a factor
solution: (1) All factorshad to have eigenvalues of 1.5 or better;
(2) the Screetest indicated reasonableincremental improvement
in variance accounted for by the addition of a given factor; (3)
all retained factors had to contain at least three items with
primary loading of 0.60 or better and secondary |oadings bel ow
0.40; (4) among solutions meeting the first three criteria, the
one accounting for the most variance was to be selected. Initial
results show up to six factorswith eigenvalues greater than 1.5,
accounting for 60% of the variance. However, after the
application of the above criteria, the resultsindicated an optimal
three-factor solution explaining 48.6% of the variance.
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After applying these criteria, we conducted cross-tab analysis
to examine the discriminating validity of items within each
dimension. It isoften the case that factor analysis clustersitems
together that show little variance (ie, scores are not high or low,
but huddled around the mid-point of the scales [36]), and such
items reduce the overall utility of the measure. Following
procedures articulated in Klingle et al (1995), we identified the
cut-off scores associated with the bottom quartile (23%) and
thetop quartile (78%) of the dimensional total s by summing up
the values of al items within a dimension. Values in the scale
below 23% were coded as 1, and val ues above 78% were coded
as 2. Then for every item, we calculated the item-specific
cut-offs by treating 5-7 scores as high and 1-3 as low. If the
score on the original item was 3 or below, it was coded as 1,

Walther et &

andif itsscorewas5 or above on the original item, it was coded
as 2. Cross tabs were used to test the item-to-scale
correspondence, and the phi coefficient was used to see whether
a high score on an item also showed a high score on the total.
Any item that failed in this aspect was dropped from the scale.
Only one item, "friendly," did so, and it was subsequently
removed from further analysis.

Thefirst factor appeared to represent safety (Cronbach a=.91).
Trustworthiness is the second factor (a= .82). The last factor
isdynamism (a =.77). Thefactor structure and item means and
standard deviations appear in Table 1. These dimensions have
conceptual overlap with previously articulated credibility
dimensions, although the combination of items comprising the
factorsis unique.

Table 1. Factor structure, means, and standard deviations: 16-item measure for Internet health credibility *

Factors and Items M D Factor Loadings

1. Safety

Just/Unjust 4.50 1.415 787 .302 .097
Friendly/ Unfriendly 5.29 1.332 771 128 149
Safe/Dangerous 4.98 1421 762 .309 114
Kind/Cruel 515 1.229 .761 156 .075
Nice/Awful 4.79 1.259 737 .289 .001
Good-natured/Irritable 4.80 1.078 670 174 128
2. Trustworthiness

Can be trusted/Cannot be trusted 431 1.448 310 .743 .078
Accurate/Inaccurate 4.37 1.278 149 714 .036
Factual/Opinionated 4.25 1511 225 .700 .008
Concerned (not concerned) about the community'swell-being  4.75 1.506 .150 .624 .067
Does (not) watch after reader's interests 4.35 1.416 .082 .609 112
3. Dynamism

Active/Passive 4.43 1.245 .061 .011 727
Energetic/Tired 4.27 1.175 .169 .156 718
Verbal/Quiet 4.20 1.194 .099 167 .656
Bold/Timid 4.29 1.069 .028 .065 634
Aggressive/Meek 3.86 1277 .266 .088 .608

" Based on 1 to 7 scales.

Hypothesis Tests

Several preliminary tests were conducted before the hypotheses
weretested. Omnibus analysisof variance (ANOVA) testswere
runin order to detect unanticipated interaction effects between
these hypothesized factors (domain and advertising) and the
arthritis/depression topics. No three-way interactions emerged
on any dependent variables, nor were there any two-way
interactions involving the discussion topics. In order to address
concerns about potential differences in scores due to the two
data collection methods (paper-based vs Web-based), an
additional ANOVA was conducted involving method, domains,
and advertising. No significant three-way interactions or
two-way interactions involving the hypothetical factors of

http://www.jmir.org/2004/3/e24/

interest obtained. The scores from paper-based version (M =
30.96, D = 6.2) were somewhat higher on the safety dimension
of credibility only than were scores obtained from the Web
version of the same stimuli (M = 27.31, SD = 6.15), t (151) =
3.33, P =.001, but this main effect occurred across the board,
and thus the findings reported below are not affected by data
gathering method. The final analysisis based on the combined
samples.

We predicted that different domains influence Web-site
credibility (H1), and that both the .com domain and the presence
of advertising reduce Web-site credibility (H2 and H3,
respectively). Reduced, two-factor analyses were conducted
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involving domains and advertisements on the three dimensions
of credibility.

On the safety dimension, ANOVA yielded atwo-way interaction
between domains and advertising, F (3, 145) = 2.73, P = .046,

n? = .05. The descriptive statistics for each cell are reported in

Table 2. Impact of advertisement and domain on safety dimension

Walther et &

Table 2. Inspection of the means indicated a disordina
interaction effect. Thus, no further main effects analyses were
appropriate. Theinteraction indicatesthat for different domains,
there were differences in perceived safety depending on the
presence or absence of advertising.

Ads Presence Domain M D n

No ads .org 32.60 5.66 20
.com 28.70 6.29 20
.edu 28.63 5.34 22
.gov 31.32 7.05 19

With ads .org 27.88 6.75 16
.com 3231 6.62 16
.edu 28.58 5.48 21
.gov 30.39 7.31 19

Most dramatically, the .org page received the highest mean
when no advertising appeared, but when advertising was present,
.org had the lowest mean, and the two versions were
significantly different, t (34) = 2.29, P = .03. The .com site
without advertising was among the lowest in safety, but just as
low as both versions of the .edu site, which was low whether
there was advertising or not. Interestingly, and contrary to
hypotheses, the .com site with advertising on it was not the
lowest rated among the versions that had advertising on them,
although they were not significantly different using post hoc
Newman Kuelstests. Both the .gov sites were both moderately
highin safety. It isunclear which domain was seen as connoting
the most safety; the F test seemed to obtain because of the
difference between .org sites due to advertising.

Table 3. Impact of advertisement and domain on trustworthiness dimension

On the trustworthiness dimension, the omnibus ANOVA
revesaled atwo-way interaction effect also, F (3, 145) = 2.81, P

= .041, n® = .06. The pattern of the means was similar to that
of the safety dimension. The.org page with advertising wasthe
lowest scoring domain, but the same .org domain without
advertising was the highest, t (34) = 2.80, P =.008. The scores
for the .edu pages approached the scores of the .com with no
advertising page; both were relatively low, whereas the .gov
pages were relatively high on trustworthiness. The .com with
advertising was not lower than .com without advertising; the
difference between these two versions of .com was not
statistically significant. However, among the pages that showed
advertisements, the .org page was significantly lower in
trustworthiness than the .com page as shown using Newman
Kuels tests. Means and standard deviations for the two-way
interaction are reported in Table 3.

Ads Presence Domain M D n

No ads .org 23.50 4.30 20
.com 22.45 5.35 20
.edu 20.59 5.67 22
.gov 2311 5.88 19

With ads .org 18.94 5.48 16
.com 24.16 6.58 16
.edu 22.10 4.86 21
.gov 21.42 5.01 19

The dynamism dimension was not affected by any main or Discussion

interaction effects across the board. However, between just the
two .edu sites, the one without advertising (M= 19.59, D =
3.96, n = 22) was significantly lower on dynamism than the
.edu sitewith advertising, (M =22.48, SD =3.89,n=21),t (41)
=-2.41, P=.021, contradicting H3.

http://www.jmir.org/2004/3/e24/

The present study sought to identify a parsimonious and
appropriate set of measures to assess the way Internet users
determine the credibility of health information online, and to
examine some superficial yet common Web components that
may affect credibility. While a plethora of measures and
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competing dimensions exist, past research has shown, and the
present results reaffirm, that the measurement of credibility may
shift because of the nature of the topic and other characteristics.
In this research, scales drawn from a variety of potentialy
relevant sources and administered to adult samples resulted in
a set of three dimensions, with similarity to dimensions found
in previous research but unique with respect to the precise
combination of scales.

Previous research conducted in non-health contexts has
implicated domains and advertising as credibility variables. We
hypothesized differences due to the domain of the site (H1),
and this hypothesis was partially supported on two dimensions
of credibility: safety and dynamism, but the effects were not
straightforward. Specifically, for the safety dimension, the
domains effect interacted with the presence or absence of
advertising. Likewise, for trustworthiness, an interaction
overrode main effects. Only on the dynamism dimension did
domain and advertising not interact. However, there were no
main effects on trustworthiness either.

There is also inconsistent support for our hypothesis that
advertising has deleterious credibility effects (H3). Only in the
cases of .org did trends go in this direction on two of the three
dimensions of credibility: The opposite trends emerged,
marginally for .com, and significantly (on dynamism) for .edu.

Findings differ from research on Web credibility in other
domains, reaffirming the need to re-examine measurement in
this context. In one sense, it confirms the criticism of the factor
approach to source credibility that credibility perceptions may
not be invariant or stable, but rather are sensitive to topic and
context. It was not expected that the two predicted effectswould
interact, but the results indicate this is the case. This suggests
that findings from research on one kind of Web
site-non-health-rel ated-may not generalize to other information
contexts.

The.comdomain wasoriginally posited to elicit low credibility
assessments because of the implied commercia self-interest of
the site's sponsors. The .com domain elicited inconsistent
responses, however. It may be that a commercial .com site
without advertising may not appear as legitimate, ie, as
deserving of additional commercial investment by means of
advertising, as one in which advertisers have invested. Based
on al the above findings, we notice that the effects of domains
and advertising on Web-site credibility are not simple and
straightforward. The domain and the presence of advertising
areimportant factorsin predicting the credibility of health Web
sites, although they areimportant through their mutual interplay
rather than individually.

Thesefindingsin particular sharply contrast with previouswork
on perceptions ofWeb-site credibility due to domain and
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advertising [30]. It is apparent from these results that the
credibility of health-information presentations online is
evaluated differently than previous findings on non-health Web
Sites.

Itisalso possiblethat the top-level domain of asite aloneisnot
asimportant asit oncewas. If usersfind sitesviasearch engines,
the quality of the "hit" or search accuracy may be more
important than the site's actual sponsor in most cases[31]. Users
will probably be more likely to visit sites recommended by
peers, and are more likely to find them credible, than sitesthey
might find by other means. This is known to be the case with
educationally useful site referrals among student peers[37].

The practical applications of this research are straightforward.
When it is possible to choose the top-level domain for a
health-information site, investing in an .org domain name
appears to be worthwhile. Those affiliated with educational
institutions, for whom an .edu Web site may be simpleto create,
are advised to establish an alternative. However, for those who
must offset the costs of their efforts through online advertising,
.org should be avoided. The credibility of other domainsis not
as strongly affected by the advertising decision.

Research applications may aso be discerned from this
investigation. Studiesintended to test alternative forms of health
information against Web-borne advice should include Web sites
deliberately chosen on the basis of credibility, so that deficits
in the persuasive aspects of aternative stimuli are not confused
with the persuasive potential of the Web overall. Future research
may broaden the question of how people are influenced by
online health information, and compare the influence of source
credibility to source homophily (ie, perceived similarity between
source and user). Such comparisons hold promise for
distinguishing the influence mechanismsthat may differ between
Web-site information and information exchanged through
peer-to-peer support groups, harkening back to the distinction
Hovland et al [10] made between expertise and trustworthiness
as alternative and orthogonal sources of influence.

Finally, since credibility isnot and end-goal in and of itself, but
a facilitator of persuasion, attitude, and behavior, additional
measures should be investigated that assess the likely adoption
of information as a result of the two kinds of online
presentations. In this regard, recent work by Dutta-Bergman
[33] offers useful and validated scales for the evaluation and
persuasiveness of online health information and its effect on
attitude about, and intention toward, health-related behavior.
The inclusion of such research methods will offer a more
comprehensive and meaningful approach to a growing
understanding of the impact of online health information in its
various forms.
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Abstract

Background: Globally, half of al new HIV infections occur among young people. Despite this incidence, there is a profound
lack of resources for HIV-positive youth.

Objective:  To investigate Internet access, use and acceptability as a means for health promotion and health service delivery
among HIV-positive youth.

Methods: A community-based participatory approach was used to conduct a mixed methods research study. Thirty-five
qualitative in-depth semi-structured interviews were conducted with youth (ages 12-24) living with HIV in Ontario. Also, brief
structured demographic surveys were administered at the time of the interview. A stakeholder group of youth living with HIV,
professional s and researchers collaboratively analyzed the data for emerging themes.

Results:  Five main themes were identified with respect to the youth's use of and interest in the Internet as a health promotion
strategy. These include: (1) high rates of Internet use and access; (2) issues around public and private terminals; (3) their use of
the Internet primarily for communication and entertainment; (4) the rarity of health information seeking behavior in this group;
and (5) wanting "one-stop shopping" from an e-health site. HIV-positive youth were enthusiastic about the possibility of content
that was devel oped specifically to target them and their needs. Also, they were keen about the possibilities for increased social
support that youth-specific online chat rooms and message boards might provide.

Conclusion:  Given high rates of use, access and interest, the Internet provides an important way to reach young people living
with HIV using health services and health promotion programs. The onus is on e-Health developers to understand the particular
needs of HIV-positive youth and create relevant content.

(J Med Internet Res 2004;6(3):€32) doi:10.2196/jmir.6.3.e32
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Youth; HIV; Internet; health promotion

population who are being infected with HIV and AIDS [2,3].
As of June 2002, 13279 youth and young adults under the age

Globally, half of al new HIV infections occur among young  ©f 29 had tested positive for HIV in Canada [4]. Due to
people[1]. Currently there are an estimated 11.8 millionyouth ~ Under-reporting and  under-diagnosis, as well as a long
aged 15-24 years living with HIV/AIDS [1]. In Canada, youth, Symptomatic period, the actual prevalence of HIV in youth is
particularly young women aged 15-29, represent a growing likely much higher than indicated in officia statistics.
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Surveillance datain the United States showsthat although AIDS
incidence is declining, there has not been a comparable decline
in the number of newly diagnosed HIV cases among youth [5].

Despite this prevalence and incidence, thereis a profound lack
of resources for HIV-positive youth [6]. In particular, youth--
accessible resources outlining treatment options are scarce.
Although materia is available to help adults make treatment
decisions, many of these resources are not appropriate for youth
because they fail to address their unique clinical and
developmental challenges. Furthermore, textswritten for adults
are often intimidating to younger audiences both because of
language and literacy barriers and the less engaging ways in
which information has traditionally been presented.

While many HIV-positive adolescents are at early stagesin the
course of their disease, health promotion messages are very
important for them. Studies of adolescentsliving with HIV have
shown high morbidity and mortality rates [7,8]. Other studies
looking at the subjective health experience have documented
that a quarter of those interviewed described their health as
"fair" or "poor." [9] These findingsillustrate the importance of
treatment, self-care and prevention of co-infections for this
popul ation.

Treatment and Self-care Needs

HIV-positive youth are unique in their treatment and self-care
needs. Many youth for whom antiretroviral medications are
clinicaly indicated choose not take them [10]. Many do not
access hedlth care services. Youth may have perceptions of
treatment that differ from adults[11], favoring apresent quality
of life over improving biological markers. In contrast to adults,
peer influence has been identified as one of the key factors
affecting youth treatment decision making [12,13]. Thus, there
is a strong need for peer-driven resources about HIV/AIDS
treatment, which are presented in youth-friendly formats.
Moreover, these resources need to be sensitive to the ways in
which self-care and treatment decisions are contextuaized
within the broader scope of these youth's lives.

Adolescence and early adulthood are the stages when lifelong
health and social behavior patterns are formed. HIV-positive
youth are particularly vulnerable during this period, as they
experience disproportionate rates of: homelessness [14,15];
sexua and physical abuse[16,17]; financial difficulties[18,21];
addictions [22]; legal concerns [20,23]; socia isolation and
stigma [9,23]; and mental health concerns [16,24]. Often, the
immediacy of these social and structural determinants of health
may overshadow worriesabout HIV infection [20]. Thisresults
inaneed for information that i s sensitive to the unique situations
of HIV-positive youth, while framing their experiences within
the perspective of normal youth development to avoid further
marginalization and stigmatization.

Potential of the Internet

There is a growing literature that emphasizes the potential of
the Internet, not only for health promotion [25,26], but also as
a community development tool [27,28]. The Internet provides
innovative ways of engaging youth, allowing opportunities to
assess and addresstheir needs and to provide them with ameans
of offering each other support. Research has demonstrated that

http://www.jmir.org/2004/3/e32/
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computers can attract young adults to participate in health
assessments and behavior change programs, in ways and
numbers that are not possible using traditional approaches
[29,30]. Internet technology can be easily updated, is available
24 hours per day, and enables self-directed learning. It can be
reached by those in remote and isolated settings, facilitates
repeat use and can be anonymously accessed. Finaly,
information presented online can be of a highly graphical,
interactive nature, and thus be able to reach users who may not
have age-appropriate literacy skills[30].

In 1994, only 17% of young people were estimated to be using
the Internet. Data from 2000 however, suggest that between
92% and 99% of Canadian youth used the Internet regularly
[31]. Indeed, the digital dividein Canadais narrowing. Among
households with less than $20,000 incomes, 77% of youth
reported regular Internet use in 2000. Given the rapid growth
of Internet use, this number has probably grown considerably
[31]. American youth are also online: 73% of 12-17 year olds
in the US use the Internet regularly [32], and 95% of all teens
have ever been online [33]. Generally, youth are more likely
than their adult counterparts to use the Web and are 'early
adopters of technology [34].

Research with adult populations living with HIV has
demonstrated that computer-based health services can improve
a patient's quality of life and promote more efficient use of
health care systems [35-37]. Furthermore, qualitative studies
have shown that HIV-positive adults use the Internet for awide
variety of functions including communication, advocacy and
commerce[38,39]. Kalichman found that individual swith HIV
who used the Internet were more likely to be better informed
about HIV treatment and self-care than those who did not
[40,41]. However, he also found that therewas a"digital divide":
those accessing the Internet were more likely to be better
educated and report higher incomes [40-41].

Despite the growing popularity of the Internet as a health
information resource [43], little research has been conducted
on the feasibility of using the Internet as a health promotion
strategy with HIV-positive youth. One of the aims of this study
wasto investigate Internet access, use and acceptability among
this vulnerable and marginalized population.

Methods

A community-based participatory research model [44,45] was
used to assess the needs of Canadian HIV-positive youth. A
stakeholder group of HIV-positive youth (trained as community
researchers) and supporting professionals collaboratively
developed the research design, instruments and protocol.
Qualitative methods were selected for their ability to explore
issues'in-depth’ and allow participantsto expresstheir thoughts
and feelings 'in their own words." Thirty-five interviews were
conducted with a diverse group of HIV-positive youth across
Ontario. Theinterviewswere semi-structured and probed around
four main areas of interest: @) future goals; b) social support; c)
treatment and self-care issues;, and d) online interests and
behaviors. In addition, brief structured surveys were
administered at the conclusion of each interview. Surveysasked
about demographics (e.g., age, sex, sexuality, etc.) and Internet
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use. This paper will focus on the online component (other
findings have been reported elsewhere).

Using amaximum variation sampling scheme, asampling frame
was developed that ensured diversity in age, sex, sexuality, age
of diagnosis, ethno-racial identity and geographic region [46].
Youth were recruited through AIDS-serving organizations,
youth-serving organizations, hospitals, and health clinics. In
some cases, youth workers and health care providers approached
young people in their case load and told them about the study.
In other cases, recruitment flyers were simply posted. Also,
young people who had already participated were encouraged
to tell other HIV-positive youth who they knew about the study
(snowball recruitment).

Table 1. Sample characteristics

Flicker et al

In all cases, youth approached the research team directly.
Participation was limited to youth who: a) were between the
ages of 12 and 24 years; b) were identified as HIV-positive
through self-report; c) had the ability to communicate in either
English or French; and d) had lived in Ontario for the last three
months. Each received a $20 honorarium for participation.
Standard procedures were employed for obtaining informed
consent (approved by the University of Toronto Human Subjects
Ethical Review Committee and the Research Ethics Review
Board at The Hospital for Sick Children). Two interviews were
conducted in French; 33 interviewswere conducted in English.
Table 1 provides a breakdown of our final sample.

Characteristic Number Interviewed (Per centage)
Gender

Male 22 (63%)
Female 13 (37%)
Age

12-15 6 (17%)
16-19 12 (34%)
20-24 17 (49%)
Sexuality

LGBTQ! 8 (23%)
Heterosexual 27 (77%)
Diagnosis

Last 12 months 15 (43%)
Longer than 12 months 13 (37%)
Perinatal 7 (20%)
History of Street I nvolvement

Yes 24 (68%)
No 11 (31%)
Ethno-Racial |dentity

White, European, Canadian 19 (54%)
African/Caribbean 10 (29%)
First Nation/Aboriginal 3 (9%)
Unknown/Other? 3 (9%)
Geographic L ocation

Large Urban 28 (80%)
Small Urban/Rural 4 (11%)
Northern 3 (9%)

1 L esbian, Gay, Bisexual, Transsexual, Queer or Questioning
2 Unspecified, Chinese, South-East Asian

Interviews lasted between 35 and 95 minutes. Generally, they
were taped and transcribed verbatim. In one case, a youth did
not want to be audio-taped and copious noteswere taken during
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the interview. In another case, a youth wanted to write out his
own answers rather than talking into a tape-recorder. At the
conclusion of each interview, youth were asked to fill out abrief
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demographic survey and invited to continue to participate in
the research project. In addition, they were provided with alist
of youth-friendly health and service agenciesin their area.

A modified grounded theory interpretive approach guided the
analyses [47-49]. A sub-sample of 10 transcripts, stripped of
identifying names and places, were returned to the stakehol der
group of HIV-positive community youth researchers and
professionals for preliminary analysis. Based on emerging
themes, commonalities and major differences, a preliminary
coding framework was developed [50]. Datawere coded by two
youth community researchers using Nud*istqualitative data
analysis software [51]. After coding the first 10 transcripts,
issues with the coding scheme were brought back to the larger
stakeholder group and the scheme was refined and subsequently
applied to the remaining transcripts.

Coded data were returned to the larger team for analysis.
Members of the team were asked to fill out a work sheet for
each code asking:

1 What was the range of experience here? What are the
different ways that youth talked about their experience?

2. What arethegeneral patternsthat emerged? Generally how
would you summarize what most young people had to say?

3. Which one or two quotes best summarize what you see
here?

Table 2. Frequency of technology use

Flicker et al

Weekly meetings were held to go over worksheets and discuss
main themes, relevance and implications for each code.
Collectively, the team's notes were discussed and summary
tables constructed to capture the most common themes, gaps
and issues.

Results

Five main themes were identified with respect to the youth's
use of and interest in the Internet as ahealth promotion strategy.
These include: (1) high rates of Internet use and access; (2)
issues around public and private terminals; (3) their use of the
Internet primarily for communication and entertainment; (4)
the rarity of health information seeking behavior in this group;
and (5) wanting "one-stop shopping"” from an e-health site.

High Rates of Internet Use and Access
"I'monlinelike all the time." —young man

All of the youth we interviewed had used the Internet. Thirty
four percent reported being online daily, 37% weekly and 29%
said they were online monthly or occasionally. In addition,
nearly half the youth we spoke with used instant messaging
programs and two-thirds of the youth documented that they
used e-mail at least once per week (Table 2).

Technology Use Web Instant Messaging Email
Daily 12 (34%) 8 (23%) 13 (37%)
Weekly 13 (37%) 9 (26%) 10 (29%)
Occasionally or monthly 10 (29%) 10 (29%) 9 (26%)
Never 0 (0%) 8 (23%) 3(9%)

http://www.jmir.org/2004/3/e32/
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Figure 1. Where youth are accessing the Internet
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Figure 1: Where Youth Are Accessing the Internet
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These young people logged on from awide range of public and
private locations (Figure 1). Community centers, youth-serving
organizations, AlDS-serving organizations, shelters, and public
libraries were important points of Internet access both among
housed and street-involved youth. Those who were actively
street involved discussed the importance of using the Internet,
particularly e-mail, asavital communication mechanism. Nearly
all the youth with a history of street involvement cited being
online daily or weekly. While the quality of access (in terms of
speed, privacy and freedom to surf) varied across locations,
most youth were active users of public Internet terminals and
access points.

Youth who documented lower rates of Internet use did not see
access as the major barrier. Rather, these young people simply

http://www.jmir.org/2004/3/e32/

preferred other modes of communication and/or gathering
information. As one young woman stated: "Ah, well honestly,
thisisnothing to dowith HIV, but | rarely useit... | don't really
have the patiencefor the Internet. | only useit on real necessity."
She preferred using the telephone for communication and
reading books for gathering information.

Issues Around Public and Private Ter minals

For many youth, private Web access was not a reality. Many
were street-involved, some lived in subsidized housing and
others lived in low income environments where Web access
was not available at home. Thus, youth primarily talked about
accessing the Web from public locations (Table 3).
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Table 3. Public and private access
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Benefits of public access

Free access
Anonymous
Freedom

Drawbacks of Public Access

No real privacy

Don't want to be publicly ‘outted'
as HIV positive

Fear of emotional responsesand
having to 'deal’ with others
Usernames limit confidentiality

"Private' Access

better, but not 'totally' safe

"I wouldn't care, because Internet is used for so many things, it could be research for schoal..."

"So many people useit -- they don't know who went on their sites. It doesn't matter. You go to Web station and
it's the same thing, like, a thousand people might touch the same keys as you so..."

"It's nobody's business anyway, you know. Like... why are you talking to me? | don't even know your name.
Why would | care what you have to say, you know?"

"I don't care where | go online. Nothin' really bothers me like that.”

"Never checked out health sites... Because usually when | go... either in alibrary or a cyber cafe | don't want
people seeing what 1'm looking up, just in case they take it the wrong way." The thing that would make him
feel safeisan area where no one can see.

"I don't like doing thingsin a library other than like check out books or something like that. People look over
your shoulder. Or you're sitting--the computers are like right next to each other, and it's like--1've always felt
uncomfortable even researching certain books, looking at a certain book. It's like can you see the title I'm
typing in, don't look. You know | don't want, like, you to know, even if people aren't that nosy, | just don't want
toriskit."

"Really worried about checking out health info online... In the library | was always |ooking over my shoul-
der...What can you do, right? Somebody tell you - what's wrong, what's wrong' and you can't really say and
you want to lash out so you have to leave."

"Dueto the fact that | don't have a computer at home and | use my computer from school. | haveto signin
every time | use the computer and accessing siteslike that leaves traces, so it leaves information behind... and
| don't like that.”

"I use the Internet from home, so | don't worry about stuff like that.”

"No. From a public in--no. Always my private. Because public, if you're going to a public library somewhere
else, alittle sign will pop up, 'information that you use or may enter may be seen by other people within this
facility'. | don't like that. On my computer at least it will be like may be seen by people over the other--on the
Internet and it's just like okay, | don't really like that either, there's not really big much of a difference, but at

least it's a lot better when you're in the privacy and nobody can really pinpoint you..."

Youth had mixed feelings about public access. Some saw the
public portas as having an added sense of security and
anonymity. In terminals where usernames were not required,
they could feel free to browse the Web and search for
confidential information without fear that they would be 'tracked
down,' 'discovered' or 'outted' as being HIV-positive. They felt
that because so many people used public access terminals all
thetime, their information or 'log histories' would belost in the
mix. One young person that had Internet access at home
described searching for sensitive information at the library so
her dad would not find out.

By contrast, other young people complained about the lack of
privacy in public terminals. In particular, in libraries or shelters
where computers were close together or peer networks were
close-by, searching for sensitive or confidential information
was not considered a possibility. Many youth were extremely
leery about issues of confidentiality and were afraid that if they
searched for information about HIV in public, others would
find out about their status. Youth who needed specia usernames
or 1D codes to access public terminals (e.g., at school) were
extremely reluctant to search for confidential information.

Generally, youth that had home access often felt safer using
private | nternet access points than public ones. However, some
youth acknowledged that even in the "privacy" of their own
homes — they were not totally 'safe. These youth were worried
that their parents, friends or siblings might be ableto trace their
‘'online movements.' Others worried that through the use of
‘cookies' and other new technologies, others might be able to
find out confidential information about them. As such, even
'safer' spaces were not seen as completely 'safe’ or 'private.’

http://www.jmir.org/2004/3/e32/

Youth Usethelnternet for Communication and
Entertainment

"I use it for everything and anything you can possibly think
about in the world, and some things I'm not going to mention
over tape." —young man

Overwhelmingly, these young people used the Internet for
communication (chat, message boards, e-mail, instant
messaging). They talked at great length about their love of these
Internet communication tools. Many of them had multiple e-mail
addresses, and some talked about having multiple Internet
identities.

These youth also spent a good deal of time surfing the Internet
for entertainment purposes (e.g., games, music, Sports, movies,
pornography). For many, the Internet was seen as 'something
to do' or a good alternative to television. Many of the young
men mentioned interactive gaming. Generally, the Internet was
seen as away to have fun. As one young man put it, "l guess,
like, the Internet for me is just like a time for playing games
and chatting on the net."

These youth also documented using the Internet to search for
information for school and work. Many were savvy Internet
users and were able to describe complex search strategies for
finding theinformation that they werelooking for. Despite being
sophisticated Internet users, few used to Internet to seek out
health information.

Health Information Seeking Behavior isRare

"Cause half the time | don't really know | have HIV because |
don't think about it, 'cause it's not like something you really
think about 'cause |'m doing well." — young woman
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Youth rarely talked about the Internet as a place where they
sought health information (Table 4). A few young people
described using the Internet regularly to learn about HIV,
treatment options and community resources. These youth were
‘'expert’ searchers; they were online regularly and knew how to

Table 4. Searching for health information

Flicker et al

access the information they were looking for. One young man
in particular, was on HIV peer support sites regularly and saw
his 'virtual friends as important sources of socia support and
health information. However, these youth were in the minority.

Many youth do not usethe Internet for health information

« Tooearly indiagnosis

« Thelnternet isaplaceto 'escape

"I really haven't checked that stuff out yet."

"Because it is not interesting to me."

"I guess, like, the Internet for meisjust like a time for playing games and chatting on the net."

« Confidentiaity

"Because usually when | go to either a library or a cyber café, | don't want people seeing what I'm

looking up, just in case they take it the wrong way."

«  Prefersother methodsof getting infor-
mation (e.g., talking to health care
providers, books)

«  Doesn't likethe Internet or computers

"WEI, once in a while but hardly ever because | go to [ Special school for street involved youth] and
there's like a healthcare place you can go to so, if anything, | just go thereif | have questions..."

"I don't really have the patience for the Internet...| just can't stand looking at computer screens, using

the mousg, it feels so awkward so | don't likeiit."

o  Doesn't know how "How do you find sites?"

Some youth have limited experience using the Internet for health information

«  Afirst stop for information

"Yeah, when | first found out | had it, | went on sites, a few sites to find out what | wanted to do. |

Some needed help negotiating informa-
tion (friends, parents)

An available resource

A small minority were expert searchers

Online daily, getting peer support

wanted to read up on some of it. Couldn't believe it, did a lot of crying the first few months. It was all
so overwhelming.”

"I did like a couple of times like when | first found out but now it'sjust, | try not to think about it and try
not to read much about it. Everything elseis basically for adults."

"I did one time, yeah. It was helpful...Yeah. | had two of my other friends ook with me, ahm, health in-
formation like different medications, how to take care of yourself, things like that, and | got a whole
bunch of information on it."

"When | first was diagnosed, | checked stuff out on the Websites. And then just all kinds of stuff...It was
hel pful because my dad wasthere. If | had been by myself, | probably wouldn't have understood anything.
That's why you need to direct stuff towards teens.”

"I have been doing a lot of it recently, but | don't know, I'm still trying to takeit all in. It'sall like,
thinking. | go to the site, | read it, like | don't know, a paragraph or two and | get psyched out of it, like,
okay, | don't want to think about it, | don't want to think about it and | go off and play a new game. Then
| go back to the site and read the next paragraph and then click off of it."

"I always check this site out and there's a lot of people with HIV on there too, around the world. And |
ask them questions... . (There's) Questions and answers, side effects on drugs, | mean, hundred medica-
tions, the whole nine yards."

o  Savvy searchers

"You just search google or yahoo and tons of stuff comes up."

When probed about why most did not use the Internet to access
health information, they had a variety of responses. For some,
the Internet was a place to 'escape’ to. They saw the Internet as
being primarily about entertainment (e.g., "l usethe Internet to
play card games and interact with other people.") For others,
seeking health information was not seen as a priority because
HIV was arelatively small part of their identity. As one young
man explained, "Itis, after all, only threeletters.” A small subset
of youth worried that if they searched for health information
about HIV online, someone (their | SP provider or othersaround)
might find out about their HIV status. One young woman had
adopted strategies for managing these issues, "[at the agency]
the computers are so close and there are alot of people | know
there...but at the library | feel safer.” Other reasons that youth

http://www.jmir.org/2004/3/e32/

provided included: preferring other methods of getting
information; hating computers; not knowing how to access
appropriate information; and not being ready yet to find out
more information (i.e., too early after diagnosis).

Other youth who had experimented with using the I nternet for
health information complained that: @) there was too much out
there and it was hard to prioritize and figure out "what's what";
b) most of the information that was out there was unintelligible
and c) they found the experience somewhat overwhelming.
Some adopted strategies of asking friends or family to search
with them and act as trangdlators or interpreters. As one young
man described, "It was helpful because my dad was there. If |
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had been by myself, | probably wouldn't have understood
anything. That's why you need to direct stuff towards teens.”

Youth Want " One-Stop Shopping" From an eHealth
Site

"Like basically, one-stop information location for positive youth.
Like everything and anything you can put in there, but put it
into a format that youth can understand, right? Something to
create and have some fun with!" — young man

Despite the Internet's rare use for health information, when
asked if they would visit a Website specifically designed by
and for HIV-positive youth, most of the young people we
interviewed were extremely enthusiastic about the possibilities

Table 5. What youth want from an eHealth site

Flicker et al

of the Internet for health promotion. Nine percent said they
would use a site specifically developed for positive youth
everyday. Twenty-nine percent said they would useit regularly,
43% said they would use it once in awhile and 20% said they
would never use such a site. Youth in the "once in awhile"
category were generally enthusiastic about the concept. While
they did not see their HIV status as being a major part of their
identity, they were neverthelessinterested in being ableto access
relevant content when appropriate (e.g., when they had specific
guestions). The minority of youth that would not access these
resources gave the following reasons. They were either: (a) not
interested in HIV health information resources generally; (b)
unenthusiastic about the Web; or (c) concerned about privacy.

Social Support & Communication Opportunities

"Chat rooms where people can chat about how they're feeling, how they're doing... they can write to each

"Message boards... for people to connect with each other - you feel so alone, you want to talk about stuff

and shareideas... you can post your feelings, a poem or something..."

"Information about medication, information about other options out there, information about doctors that

are youth oriented or they are good with you, so basically an investigation on doctors."

"Like you know, there's a whole bunch of agencies or services that you have to know. We all don't know of

Chat Rooms
other and stay in contact...”
Message Boards
Information
Treatment
Resources
things that are out there."
HIV/AIDS "Like about how you get it and stuff.”

Harm reduction

'Health' generally

I nter active Components
Games, quizzes

Q&A "Like ask the doctor."

Privacy Protected
Nicknames
Password "Password is a big thing."

Confidentiality Agreements

"Like how to make sure you don't spread it and stuff."
"How to maintain your health and be good to your body."

"Funkiness, coolness... make it fun and comfortable.”

"If you don't want to use your real name, you should be able to use a code."

"['You should have] a privacy or confidentiality agreements... so youth will understand that their information

is not going to go out to somebody else on the net."

Discreet Look

Protection from prowlers

"Why do all you guys use big, red letters? Big- big red bubble letters [that say HIV] all over the site! ?"

"It might not be a good idea because the older guys might go in there and start going after the youth. And it

might be a really uncomfortable situation for those youth."

Youth were extremely specific about what they wanted from
e-hedlth strategies targeted towards them (Table 5). First and
foremost, young people wanted an opportunity to share and
connect with each other; chats and message boards were seen
as the main attraction to heading towards a site specifically for
HIV-positive youth. Nearly every young person we spoke with
recommended the creation of a chat space. Many youth
described feelings of isolation and loneliness and felt that the
opportunity to connect with other youth in similar circumstances
could be extremely valuable. They talked about the importance
of connection and prioritized chats and message boards over
other possible Internet information applications (e.g., didactic
information). Many of them worried, however, about "prowlers’

http://www.jmir.org/2004/3/e32/

and sexua solicitationsin sites that were geared towards youth
audiences and were concerned about how those might be
managed.

Youth embraced the concept of "one-stop shopping” or onesite
that would be able to answer al their questions. Many talked
with frustration about how so many sites 'out there' that dealt
with HIV were not 'youth-friendly' or ‘user-friendly' and were
hard to understand. They did not enjoy getting 'lost' in
complicated links.

Study participants wanted the look and feel of a site geared
towards them to be discreet and not 'obviously' about HIV so
that they could access it in public forums. In order to protect
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their privacy, youth did not want to be asked for their rea
names. They were happy to provide nicknames and felt that
passwords provided added protection. Also, they wanted to see
privacy or confidentiality agreements that assured them that
their confidentiality and anonymity would not be compromised.

Discussion

Our study found that HIV-positive youth are online and are
Web savvy users. A surprising finding was that the youth who
were perhaps most impoverished and marginalized (those who
were either currently or had a history of being street involved)
demonstrated high rates of Internet use. Thisisin sharp contrast
to American findings of adult populations living with HIV
[41,42].

This study supports evidence from investigations of adultsliving
with HIV that communication is a primary reason that people
living with HIV use the Internet. However, unlike adults, our
study did not identify advocacy as something that youth did
online. Information seeking was secondary [38,39].

Although they go online with regularity, the HIV-positive youth
in our study rarely searched for health information. This was
due to persona and institutional barriers including: lack of
interest; difficulty assimilating information geared towards
adults; fear of disclosure; and inadequate private access. Our
findings that youth living with HIV use the Internet primarily
for communication and entertainment is consistent with other
studies that have looked at Internet use among more general
youth populations [52]. In addition, the problems documented
around quality of access are also found among other youth
populations [53].

Results of a national needs assessment conducted by the
Canadian AIDS Society in 2000 concluded that,
"Nationally...there was ahuge lack of servicesfor HIV-positive
youth. These missing services ranged from support groups, to
accessible treatment information, and basic living necessities
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for positive youth." [6] Similarly, Toronto's Positive Youth
Outreach 2000 Survey found that youth ranked treatment
information amongst their top six most pressing needs [18].
Furthermore, they cited the Internet as one of the best ways to
givethem information. Identifying aneed for further venues of
social support, these youth documented that Chatrooms/
Listserves, phone lines and social events were the top three
services they wanted. This study confirmed that, indeed, the
Internet may be a viable way to impart health and treatment
information, provided the content, look and feel of such
materialswere created and presented in 'youth friendly' formats.

One limitation of this study is that we recruited young people
from youth- and AIDS-serving organizations and health care
settings. As such, the youth we spoke to were generally well
connected to health and/or social services, which may have
provided them higher rates of public Web access. The qualitative
nature of our study also makes it difficult to generalize our
results to all HIV-positive youth.

Neverthel ess, this study suggeststhat if content were devel oped
specifically for HIV-positive youth and marketed to them, they
would be interested. Targeting young HIV-positives for health
promotion messaging may be both feasible and desirable [54].
Given the success of computerized and online health promotion
strategies with other populations, this may prove to be an
important health promotion strategy.

Health care providers should be aware of the need for providing
information to HIV positive youth in non-traditional formats.
Health care providers may want to familiarize themselves with
youth-friendly resources that are already available (e.g., http:/
/www.livepositive.ca or http://www.youthhiv.org/). Referring
youth clients to appropriate Web sources may be an important
additional tool for health care providers and health promoters
for supplementing 'regular care'. Finally, the onusison e-health
developers to better understand the needs of this vulnerable
population and continue to expand and create appropriate,
relevant and up-to-date content.
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Appendix 1

Interview Guide

Goals: How can youth living with HIV be supported in achieving their goals?

«  What are your hopes, goals, and aspirations for the future?

«  What might help you to achieve your goals? What could you do for yourself?
« Haveyour goals changed as aresult of learning your HIV status? How?
+  What kinds of programs do you wish were around for young people like you?

Treatment: How can youth living with HIV be supported in making treatment or self-care decisions?
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«  How prepared do you feel to take care of your health?

«  What kinds of problems do you face when taking care of your health?

- Doyou fed like you have choices about treatment? Do you know what your choices are?

- What kind of information would you like on different treatment options for young people living with HIV/AIDS?
«  What are some of the 'health topics' that you feel like learning more about?

«  How can you be supported in making treatment or self-care decisions?

«  What advice would you have for other HIV positive youth that are trying to make treatment decisions?

Support: How can youth living with HIV be supported?

«  Where do you feel comfortable going for health information?

«  Who do you turn to for moral/social support?

«  How open are you about your HIV status with peoplein your life?

« Doyou ever feel lonely or excluded because of your HIV status?

- Eventhough you are a diverse group of individuals - what common experiences do you think HIV+ youth might share?

Internet: How do youth living with HIV use the Internet?

« Do you ever use the Internet? What for? (Do you ever use it to get health info?)

- Do you know about any sites are out there for HIVV+ youth? Do you use them? For what? Do you feel safe using them?
Why/why not?

- If we were going to create a new Website for HIV positive youth in Canada - what sorts of things should we be sure to
include? (What content/information would you like to see on the site? e.g. counselors, chat rooms, information)

«  What would make you feel safe accessing it? Do you have a safe place to access it from? What sorts of things could we do
to protect your privacy? (Would you feel safer accessing the site if it had a privacy/password age before you get to the

homepage?)

Appendix 2

Coding Scheme

1. Relationships
1. Toparentsand family
1. Loving and supportive
2. Antagonistic
3. Abusive, dysfunctional
4. Other

2. Tohealth careproviders
1. Faith - they know best

2. Frustration
3. Other

3. Toother youth
1 Friends

2. Other youth generaly
3. To other youth with HIV
4. Other

4. Topartners, lovers (boyfriend/girlfriend)
5 Toother institutions

Church & Spirituality
ASO's

Youth Orgs

Youth Shelters
Counsellors, Case workers
Hospital clinics

School

Kids Help Phone

Other

© O Nk~ WDNPRE

2. |solation, loneliness
3. Future
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© O NSO~ WDPRE

Living day by day (not future oriented)
Uncertainty (in general)

Long term vs. short term

About health

About relationships, partners

About family of origin

About starting own family

About school

About career, employment

10 About financial stability
11. About housing

4. Goalschanged

1
2.

Yes - why
No - why

5. Fedingsabout HIV

[

© 0N~ WD

I'm anormal kid - no big deal

Regrets, Guilt

Grief

Shame - HIV as"dirty" or "foreign" or "bad"

Angry, resentful

Small part because | am overwhelmed with everything else
Just isasmall part of me

"death sentence”, feeling mortal

conspiracy theories

10 Stigma
11. Acceptance or integration of HIV in life
12. Other

6. Lifein shelters/Street | ssues

1

© 0O N MWD

Prostitution

Drug use

Abuse

Hygiene

Feelings about living in shelters
Rules

Panhandling

Respect

Other

7. Issuesaround disclosure

1

[SAE I S AN

AwWwDdNdED>

Confidentiality
Bad experiences/Stigma/Discrimination
Good experiences

Why should | tell you? (I wouldn't if I had a growth on my foot)

Other

dvicefor other youth

Stay positive

Think before you act
Find people you trust
Other

9. Information

1

[SANE I S AN

Want to know more aboui..

Fear of finding out more...

Lack of interest...

Saturated (savvy about what is out there, accessing services)
Where | go to get info

10. Other health issues

http://www.jmir.org/2004/3/e32/
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Eating disorders
Hygiene

Vitamins, nutrition
Addictions & substance use
Violence/abuse
Mental health issues
Asthma

STDs

. Cancer

10. SARS

11. Other

11. Self-care stuff
1. Diet, vitamins, nutrition
Exercise
Sleep
Choosing healthy, supportive relationships
Taking care of yourself istiring, exhausting, hard work
Getting help
Apathetic around self-care
Alternative therapy (e.g., acupuncture)
Other

© O NSO~ WDPRE

© 0N MWD

12. Knowledge, Attitudes & Behavior Around Medication
1 Why takeit?

2. Knowledgeable/Informed
3. Haveno choice

4. Side effects & concerns
5. Taking medicine as a young person
6. Not ready for it

7. Barriersto accessing meds

8. Figuring out what is credible

9. Avoiding it

10. Adherence, interruption

11. Other

13. Coping Strategies
14. Level of Internet Usage, what people do (and don't do) online
1. Chat/communicate
2. Entertainment
3. Work (job or school)
4. Headlthinfo

15. ldeasfor Website
16. Privacy, Safety and the I nternet
1. Public Access Good
Public Access Bad
Private access
Presentation of site
Passwords and confidentiality
Protection from prowlers
The Internet as anonymous, safe
The Internet as unsafe

O N O~ WD
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Abstract

Background: TheInternet isbecoming anincreasingly important resource for health-information seekers. However, consumers
often do not use effective search strategies. Query reformulation is one potential intervention to improve the effectiveness of

consumer searches.
Objective:

We endeavored to answer the research question: "Does reformulating original consumer queries with preferred

terminology from the Unified Medical Language System (UMLS) Metathesaurus lead to better search returns?”

M ethods:

Consumer-generated queries with known goals (n=16) that could be mapped to UML S Metathesaurus terminology

were used astest samples. Reformulated queries were generated by replacing user termswith Metathesaurus-preferred synonyms
(n=18). Searches (n=36) were performed using both a consumer information site and a general search engine. Top 30 precision
was used as a performance indicator to compare the performance of the original and reformulated queries.

Results:  Forty-two percent of the searches utilizing reformulated queries yielded better search returns than their associated
original queries, 19% yielded worse results, and the results for the remaining 39% did not change. We identified ambiguous lay
terms, expansion of acronyms, and arcane professional terms as causes for changes in performance.

Conclusions:  We noted a trend towards increased precision when providing substitutions for lay terms, abbreviations, and
acronyms. We have found qualitative evidence that reformulating queries with professional terminology may be a promising
strategy to improve consumer heal th-information searches, although we caution that automated reformulation could in fact worsen
search performance when the terminology isill-fitted or arcane.

(J Med Internet Res 2004;6(3):€27) doi:10.2196/jmir.6.3.e27

KEYWORDS
Information retrieval; consumer informatics; Internet

Introduction

An ever-increasing number of patientsand their family members
are turning to the Internet for health information [1]. Recent
survey reports suggest that at least half of the adults in the
United States have searched for health information online [2].
Careful anaysisof consumer information needsand preferences
through thefield of consumer health informaticsisincreasingly
important to ensure that the information retrieval process is
positive and effective [3]. Specifically, studying the variably
effective search strategies and their associated performance

http://www.jmir.org/2004/3/e27/

could provide valuable insight for the development of future
consumer health-information retrieval tools.

At present, it appears that most people who search the Internet
are not using the most effective strategies. Spink et a analyzed
one million queriesfrom thelog dataof apopular Internet search
engine and found that most people used short (mean 2.4 terms)
and unmodified queries [4]. The one billion queries analyzed
by Silverstein et a had asimilarly small mean number of terms
(2.35) [5]. Further, 77% of these search sessions consisted of
just one query; this means a small minority of searchers
modified their query after the first search. Although it cannot

JMed Internet Res 2004 | val. 6 | iss. 3 |e27 | p.120
(page number not for citation purposes)


mailto:plovnick@dsg.harvard.edu
http://dx.doi.org/10.2196/jmir.6.3.e27
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH

be ascertained what percentage of the logged searches were
performed by humans rather than search robots, it islikely safe
to concludethat Internet searchers are using short and therefore
imprecise queries. Also, searchers are likely to quit after one
search iteration instead of modifying their search to improve
the results. Observational studies have shown that consumers
specifically searching for health-care information employ the
same suboptimal search strategies [6-8].

One potential tactic to address the problem of short and
imprecise queries is to automatically alter the initial query for
better returns, either by reformulation or expansion. Previous
research, including a study that mapped consumer termsto an
established medical vocabulary, has shown that there is a
significant mismatch between consumers health vocabulary
and the terminology of the content [8]. Tse and Soergel'sreview
of postings to online health discussion forums showed that a
majority of consumer terms, although overlapping with
professional terminology conceptually, often do not take the
same form as technical terms [9]. This mismatch of consumer
and medical content terminology could be partially bridged
using query expansion, which has been shown toimprove search
performance both inside [10] and outside [11,12] the medical
domain. Search behavior research has also demonstrated the
difficulty that end-users have selecting query terms and
illustrates the potential benefit of providing a thesaurus to
suggest adternative queries and improve search [13,14].
Similarly, we theorize that reformulating queries to replace lay
terms with the terminology more commonly used in medical
content could potentially facilitate the delivery of relevant
content to consumers.

To investigate the effect of query reformulation using
standardized medical terminologies, we utilized original
consumer health-information queries with explicit information
needs and the Unified Medical Language System (UMLYS)
Metathesaurus [15], as the terminology source. We collected
our search queriesthrough interviewswith consumers, and were
thus able to ascertain the specific intention that led to the
resulting free-text queries. This enabled a more objective
assessment of the success of a given search. We studied the
effect of reformulation in two different search spaces: the broad
scope of acommercial search engine and the more limited scope
of asingle consumer health-information site. Survey data[16]
and research [2,6] have shown that most consumersinitiate their
search for health information using a general search engine.
However, although more limited in content, the information
provided by a consumer information source like MedlinePlus
[17] is of a more consistent quality, and the site receives 2
million queries per month by our own cal culation of itslog data.
Wewerethereforeinterested in the effect of query reformulation
in both of these settings. The research question addressed in
this study is whether reformulating original consumer queries
with preferred terminology from UML S Metathesaurus lead to
better search results.

http://www.jmir.org/2004/3/e27/
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Methods

Collection of Consumer Queries and Search Goals

Consumer queries and search goals were collected through an
ongoing study we were conducting with patients and visitors
recruited from public areas of Brigham and Women's Hospital,
a large teaching hospital in Boston. Subjects described their
health-information needs to the interviewer (RP). Each
participant was then given the opportunity to search the Internet
on a laptop computer to find the answer to his or her specific
guestion or questions. The free-text queries generated by
participantsfor these searcheswererecorded for further analysis.
Search goals were recorded by the researcher based on
interviews with the consumers.

Selecting Queriesfor Further Testing

Suitable substitutions for user-generated querieswere generated
using the UMLS Metathesaurus (release 2003AB). The
Metathesaurus stores information about biomedical concepts
compiled from numerous vocabul aries and sources. Synonyms
and inter-concept relationships are among the many attributes
recorded for each concept, with oneterm chosen asthe preferred
English namefor each concept. In this study, the search queries
generated by consumers were  hand-mapped to
Metathesaurus-preferred concept names. For example, the
consumer query "stroke" was deemed to be a synonym of the
M etathesaurus concept " cerebrovascul ar accident.” Some of the
consumers queries (eg, "chronic pain") were identical to the
primary term used in the M etathesaurus. Only queriesthat were
not equivalent to Metathesaurus preferred terms, and that
therefore could be reformulated, were selected for this study.

Gold Standard Answer Generation

For each consumer question, a gold standard answer specific
to the consumers information needs was generated by an
investigator with medical training (RP). Harrison's Online and
MDConsult were the main resources used to create these
answers. Gold standard answers were used to assess and
compare the results generated from the Internet searches
conducted for this study.

Query Reformulation

User queries were mapped to concepts in the UMLS
Metathesaurus. Only queries that had at least one term found
to beinthelist of synonymsfor apreferred concept name were
selected for reformulation. Queries were reformulated by
replacing the user term with the preferred synonym. Terms
within queriesthat already corresponded to preferred concepts
were left unaltered. For instance, the word "thyroid" was
unchanged in the reformulation of the user query "thyroid abs
test.” Only one concept namewas altered at atime. User queries
that contained n-terms that could be mapped to preferred
concepts thus led to the generation of n-reformulations, each
with one user term replaced by the corresponding professional
phrase. For example, two reformulations were generated from
the user query "herbal treatment cancer”: "herba therapeutic
aspects cancer” and "herbal treatment malignant neoplasms.”
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Query reformulation (altering the initial query), rather than
guery expansion (adding synonyms to the initial query), was
the methodology chosen for this study. Metathesaurus-based
guery expansion has been shown to cause a decline in search
performance [18]. Imprecise or arcane synonyms such as
"blastoma, NOS' for the concept "malignant neoplasms’ and
"apoplecticfit" for the concept " cerebrovascular accident” could
dilute the original intention of a given query and decrease
retrieval performance.

I nternet Search Using Original Consumer Queriesand
Reformulated Queries

Both the origina consumer-generated queries and the
reformulated queries were used to initiate controlled searches
in two different search spaces. the more health-specific
MedlinePlus and the broader range of content covered by a
Google search.

MedlinePlus is a high-quality consumer-health site provided
by the National Library of Medicine. The continuously updated
content of this noncommercial site, organized by health topic,
includes information on over 600 diseases and conditions, as
well asamedical encyclopediaand information on prescription
drugs [17]. Links to additiona resources from the National
Institutes of Health and other trusted sources are al so presented.

Google [19] is currently a leading search engine. It provides
access to over 3 hillion indexed Web pages. Its proprietary
search agorithm ranks the relevance of Web pages based in
part on the number of links made to the page from other sites,
and on characteristics of the page itself. The authority of
referring pages is al'so considered in determining the rank of a
page [20]. Among advanced search features available is the
ability to limit searches using the Google engine to specific
Web sites; this feature was employed for our study.

We used both the consumers' original queries and the modified
gueries to conduct Internet searches. Quotation marks were
placed on each end of the query text (eg, the search query for
flat head was "flat head"). The Google search engine was used
to search both the consumer health-oriented site (MedlinePlus)
and the genera Internet (Google). Searches using the search
engine included on the MedlinePlus site yielded several lists of
results organized by health topic, whereas Google-initiated
searchesyielded asinglelist ordered by relevance. The Google
search engine was utilized so that search results would be
identically formatted and therefore more suited for comparison.
Every search was limited to English language pages using
Google's "Advanced Search" language feature.

Standard information, such as the date and the total number of
results, was recorded for every search. Thefirst 30 hitsof every
search, the number of documents that users are reasonably
willing to look at after a search [18], were assessed for the
presence of the gold standard answer to the participant's original
guestion. A result page was considered to contain the gold
standard answer if
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1. the answer could be found by following no more than one
link from the initial page

2. at least 90% of the established gold standard answer was
present (for questions whose answers were lists, such as
stroke risk factors)

3. for questionswhose goal wasto obtain general information
about a topic, the page contained at least one correct fact
pertinent to the health topic.

The total number of assessed hits containing the gold standard
answer was recorded and the fraction of the assessed hits
containing the gold standard answer (out of no more than 30)
was calculated. Thisfigure was used as an estimate of precision
and was used for comparison of searches. Queriesthat returned
no result or resultsthat contained no gold standard answer failed
to satisfy users' information needs, although we do recognize
that there can be true negatives and returning results that do not
contain the right information may misinform users and cost
timeto process. For the convenience of performance comparison
of all queries, when no result was returned, the top 30 precision
was assigned 0 in this study. True negative rates, however, are
examined for those queries that failed to return any result. To
determine true negative rates, the investigators conducted
numerous searches of MedlinePlus and Google and browsed
the concept-specific content of MedlinePlus to search for the
gold standard answer. Substitutions that seemed to improve
results versus those that did not were examined for reasons.
Additionally, the queries and search results were examined for
general qualitative trends.

Results

A total of 16 queries were selected for substitution from an
initial pool of 46 queries. Eighteen replacement queries were
generated. The original queries and their substitutions are
summarized in Table 1. Each query (consumer or reformulation)
was used to conduct two Internet searches, for a total of 68
searches: 34 in MedlinePlus and 34 in Google. In all, 926
individual search result pages were examined. Of the 68
searches, 23 did not yield any results. The text of these queries
is listed in Table 2, and the distribution of the searches in
MedlinePlusand Googleisillustrated in Figure 1. Nine of these
empty searches were generated using the consumers' original
gueries and 14 were based on reformul ated queries; 19 werein
MedlinePlus and 4 were in Google. In other words, using
original queries in Google resulted in the least number of
searches (only 1) with no returns. To put this result into
perspective, we found that MedlinePlus contained the gold
standard answer for 15 of the 19 failed queries (79%), and
Google contained the answer for al 4 of the searches that had
no returns (100%). In other words, among the queries that did
not return any result, the true negative rate is 21% for
MedlinePlus and 0% for Google.
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Table 1. Consumer queries (n=16) with reformulated queries (n=18) and search goals

Participant's Question Query Text Precision of Search
(reformulated queriesin italics) 0 - No retrieved documents with gold stan-
dard answer

@ - No retrieved documents

5

MedlinePlus
[E]
Google

Arethereany natural substitutesfor the hormonereplacement natural alternative hrt ’E

therapy agent Prempro? natural alternative hormone replacement
therapy
natural hrt 5
natural hormone replacement therapy

Are there support groups for restless legs syndrome? restless leg syndrome B
restless legs syndrome

Generd information about heart transplants heart transplant &
heart transplantation

Genera information about petit mal seizures petit mal seizure B
epilepsy, absence

Genera information about plagiocephaly flat head ’TE
plagiocephaly

How are arrhythmias treated? heart arrhythmia treatment B
arrhythmia treatment
heart arrhythmia therapeutic aspects

How aretheresults of the anti-TPO thyroid lab test interpret-  thyroid abs test &

ed? thyroid antibody studies

How do problems with the heart's el ectric system lead to heart electric B

shortness of breath? heart conduction system

Isthere treatment for restless legs syndrome? restless leg syndrome ’TE
restlesslegs syndrome

What are scientifically validated treatments for cancer? herbal treatment cancer B
herbal therapeutic aspects cancerherbal
treatment malignant neoplasms

What are the risk factors for stroke? stroke B
cerebrovascular accident

What are the side effects of Lexapro? S ’TE
sel ective serotonin re-uptake inhibitor

What causes heart flutters (pal pitations)? heart flutters B
fluttering heart

What foods should be avoided to prevent cavitiesin children? cavity 5
dental caries

Why can't you have an MRI with a pacemaker? contraindications mri B
contraindications magnetic resonance
imaging
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Figure 1. Distribution of searches with no returns (n=23) (M = MedlinePlus, G = Google)
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Table 2. Searchesthat did not yield any returns (n=23) G signifies search in Google, and M indicates a search of MedlinePlus
Query Text Original (O) or Replacement (R)? Search Scope

"contraindications mri"
"heart arrhythmia treatment"
"heart electric”

"heart flutters”

"herbal treatment cancer"
"natural alternative hrt"
"natural hrt"

"thyroid abs test"

©

"arrhythmia treatment"

"contrai ndications magnetic resonance imaging"
"epilepsy, absence”

"fluttering heart"

"heart arrhythmia therapeutic aspects"

O 0 0

"herbal therapeutic aspects cancer"

"herbal treatment malignant neoplasms"

"

"natural alternative hormone replacement therapy
"natural hormone replacement therapy"

"selective serotonin re-uptake inhibitor"

A T B X X X XV X/ M/ X W O O O O O O O O°
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"thyroid antibody studies"
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Figure 2. Performance of reformulated queries (n = 36)

Themain measure of the success of asearch wasthe percentage
of the first 30 resulting pages that contained the gold standard
answer (top 30 precision). For example, 10 of the first hits of
the MedlinePlus search for "stroke" contained enough of the
established stroke risk factors to qualify as gold standard. The
search had precision of 33% (10/30). By contrast, the Google
search for "thyroid antibody studies" yielded only 11 hits. Of
these 11, 3 contained the requested information regarding the
anti-TPO lab test. This search therefore had a precision of 27%
(3/11). As mentioned previously, when a query generated no
result, its top 30 precision was set to 0. The precision values
for all 68 searches (mean = 0.22, SD = 0.32) are presented in
Table 1. The mean precision for all searches in MedlinePlus

http://www.jmir.org/2004/3/e27/
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O Mo Change

was 0.23 (SD = 0.37) and the mean precision for searches in
Google was 0.21 (SD = 0.26).

Using precision asaperformanceindictor, 15 of the 36 searches
using reformulated queries yielded better returns than their
associated original queries (5in MedlinePlusand 10 in Google).
Seven of the searches using reformulated queries showed a
worse performance than the original substitution as indicated
by precision (4 MedlinePlus and 3 Google). The performance
of the remaining 14 searches was unchanged by reformulation.
Table 3 showshow theindividual queries performed, and Figure
2 summarizes the relative performance of the reformulated
queries.
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Table 3. Search performance after reformulation. Original queries are listed either as improved, worse, or no change with substitution. G signified

search in Google and M indicates a search of MedlinePlus

Query Text Replacement Text Search Space(s)
Improved with Reformulation

" cavity" "dental caries' G M
"flat head" "plagiocephaly” G M
"heart arrhythmia treatment" "arrhythmia treatment" G
"heart electric” "heart conduction system" M
"heart transplant" "heart transplantation” G
"natural hrt" "natural hormone replacement therapy" G
“restless leg syndrome” "restless legs syndrome" G M
“restless leg syndrome” "restless legs syndrome” G
"ssri” "selective serotonin re-uptake inhibitor" G
"stroke" "cerebrovascular accident" G M
"thyroid abs test" "thyroid antibody studies’ G
Wor se with Refor mulation

"heart electric" "heart conduction system" G
"heart transplant" "heart transplantation” M
"petit mal seizure' "epilepsy, absence” G M
"restless leg syndrome"? "restless legs syndrome” M
"heart arrhythmia treatment" "heart arrhythmia therapeutic aspects’ G
"ssri "sel ective serotonin re-uptake inhibitor" M
No Change with Reformulation

"contraindications magnetic resonance imaging"” "contraindications mri" G M
"heart arrhythmia treatment" "arrhythmia treatment" M
"heart arrhythmia treatment" "heart arrhythmia therapeutic aspects’ M
"heart flutters' "fluttering heart" G M
"herbal treatment cancer” "herbal therapeutic aspects cancer" G M
"herbal treatment cancer" "herbal treatment malignant neoplasms" G M
"natural alternative hrt" "natural alternative hormone replacement therapy” G, M
"natura hrt" "natural hormone replacement therapy" M
"thyroid abs test" "thyroid antibody studies’ M

Three reasons for changesin retrieval performance (precision)
were identified: First, several consumer searches using
ambiguous lay terms were improved when reformulated with
professional terminology. This trend was noted both in
MedlinePlus and in Google. Second, searches based on queries
utilizing acronyms were improved in the Google scope when
they were expanded to full phrases. Third, certain queries
containing professional terms that were arcane or contextually
ill-fitted to the users original search goals performed worse
than the original queries.
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Discussion

Significance and I mplication

Conducting Internet searches with reformulated consumer
gueries alowed us to note qualitative trends in query
reformulation with professional terminology: it often helped to
improve query performance by reducing ambiguity and
increasing distinguishing power, but sometimes reduced query
performance when the professional terms were arcane or
ill-fitted. The reformulated queries al so often had no impact on
performance. Approximately 35% of the consumer queries we
collected did not use UML S-preferred names for concepts and
were thus suitable for reformulation. This represents a
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substantial portion of the original sample queries that could
potentially be affected by the reformulation approach.

Benefit of Query Reformulation

In 15 of 36 instances, the replacement queries yielded better
results than the originals (as indicated by top 30 precision and
taking into account the queriesthat did not generate any resuilts).
Searches using queries that utilized ambiguous lay terms such
as "cavity," "flat head," and "stroke," were improved when
replaced with professiona terms ("denta caries”
"plagiocephaly," and " cerebrovascul ar accident,” respectively).
These searches improved in both the health-specific scope of
MedlinePlus and the broader Google domain. One participant
used the ambiguous query "flat head" to search for information
about plagiocephaly (infant cranial asymmetry). Many of the
sites listed after the "flat head" search in Google utilized
non-medical interpretations of the phrase (screwdrivers, screws,
and even aguitar). In fact, only 2 of the first 30 hits contained
contextually appropriate information. The search for
"plagiocephaly,” however, yielded better results than the
ambiguous term "flat head": 25 of 30 hits were contextually
correct.

It is important to note that many medical sites do employ lay
terms. However, professional terms tend to have better
distinguishing power in locating medical contents. For example,
many of the "plagiocephaly" pages contained the phrase "flat
head," while sites about screwdrivers or guitars do not contain
theword "plagiocephaly." These medical sitesusing "flat head"
were clearly outnumbered by pages using "flat head" in a
non-medical context, and were therefore almost entirely absent
from the "flat head" Internet search.

Acronyms or abbreviations arelikely to introduce ambiguity to
gueries and thus can benefit from reformulation. Searches
composed of acronyms or initialisms (eg, "SSRI" for selective
serotonin reuptake inhibitor and "HRT" for hormone
replacement therapy) or abbreviations (eg, "abs' for antibodies)
fared better when reformulated with the full phrase. Thistrend
was noted only in the broader Google domain. This is not
surprising because there is a much greater chance of the
existence of a non-medical meaning of these short termsin the
broader scope of Google than in the exclusively medical scope
of MedlinePlus. For instance, in addition to being adrug class,
SSRI is also a pop band, an institute, and a stock abbreviation.
Linksinterpreting SSRI in al of these ways were found in the
first 30 Google search results. The search for "sel ective serotonin
re-uptake inhibitor," by contrast, eliminated pages with these
alternatives. The MedlinePlus search for "selective serotonin
re-uptake inhibitor," however, yielded no results, duein part to
the lack of an exact text match with the hyphenated spelling of
thework "reuptake." Removing the ambiguity of acronymsand
abbreviationsfrom queriesimproved the performance of Internet
searches conducted with the general search engine.

Disadvantage of Query Reformulation

In 7 of 36 instances, search performance was worse when the
original consumer querieswere replaced with alternate phrases.
Four of these were conducted in the MedlinePlus domain, and
three were in Google. It is not surprising that one of these
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searches, "petit mal seizure," performed worse when replaced
with "epilepsy, absence," the Metathesaurus-preferred term.
The consumer's question was about a medical event, a seizure,
and the reformulated query referred to the disease that causes
the event. Although altered less dramatically, the queries "heart
transplant” and "restless leg syndrome" also performed
considerably worse when reformulated. The arcane term
"therapeutic aspects’ replaced "treatment"” in the query "heart
arrhythmia treatment,” which contributed to a decrease in
precision in the Google search. We are aware of other concepts,
not among the 16 consumer queries, with arcane preferred names
in UMLS. For instance, "pes,”" is the Metathesaurus preferred
term for "foot." These examples illustrate that an automated
query-replacement process would have the potential for flawed
substitutions. Presenting a search term that produces worse
results than an information seeker's original query could lead
to great frustration for the seeker.

Content Scope and Quality

Therole of query reformulation appears to be more significant
for a large content scope that for a health-care specific site
simply because there is more room for ambiguity when the
scope is extremely large. However, an aspect that we did not
measure in this study is the rate of misinformation. Combing
through almost 1000 sites alowed for genera observations
about the reliability and quality of the information presented to
consumers after an Internet search. Using a genera search
enginelike Google, we encountered agreat number of siteswith
misleading or biased information. For instance, the Google
search for "natural hormone replacement therapy" resulted in
several pages selling "cures' for aging. Similarly, Web sites
promoting alternative therapies for cancer have been found to
be of dubious quality [21].

Unfortunately, searching within the domain of a single
high-quality consumer siteisnot without disadvantages. Because
a single site contains a small fraction of the information
available on the genera Internet, the chance of a finding the
desired information is diminished. In this study, for example,
although all searches were conducted in both MedlinePlus and
Google, there were twice as many searches with at least one
result in Google (n=30) as in MedlinePlus (n=15). The true
negative rate for MedlinePlus (21%) was considerably higher
than that for Google (0%), further emphasizing that medical
sites, though providing amore consistent quality of information,
will not contain the answer a percentage of consumers' queries.
We have written a manuscript comparing medically specific
and general search scopes, which discusses the pros and cons
of each based on a separate study. Resolving the trade-off
between quality and breadth of information remains a major
challenge to successful consumer information retrieval.

Advantagesto Queries With Known Goals

There are advantages to assessing health-related Web searches
in this manner. The information needs of the consumer are
explicit because they have been obtained from direct
interviewing. When queries are obtained from log data, the
intentions of the consumer are open to conjecture. The
information needs of the query "flat head," for example, would
prove difficult to guess without the context of an interview.

JMed Internet Res 2004 | val. 6 | iss. 3 |e27 | p.127
(page number not for citation purposes)


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

JOURNAL OF MEDICAL INTERNET RESEARCH

Although many of the users had very precise goals, the queries
they formulated contained little more than the name of the
disease or condition in question. In one search, the participant
had a question specific to the medication Lexapro but did not
evenincludethe drug namein the search. Without the interview,
it would be impossible to guess that the consumer searching
with the query "restlessleg syndrome" was specifically looking
for pharmacologic treatment of that condition. These
observations provide further evidence to the reported observation
that consumers are producing short, imprecise queries. Thetype
of detailed analysis employed in this study provides a more
precise picture of the needs of health-information seekersinthe
hope of facilitating well-informed system development.

Limitations

The relatively small number of available sample queries with
known goals limited the analysis to qualitative review instead
of a datistically significant quantitative measure of search
precision. The numbers of queries available for reformulation
was further limited by the requirement that the origina term
not be a Metathesaurus preferred concept name. Not
surprisingly, many participants used preferred concept drug and
disease names for their initial searches. Further, even with a
direct interview, some of the participants' information needs
could not be expounded beyond the general desire for more
information.

The gold standard answer presents another limitation. Because
each site presents information differently, it is not possible to
apply identical standards from site to site. This form of
assessment, though time-consuming, is far more detailed than
merely searching for the presence of the term.

Using quotation marks for queries was a major factor
contributing to the number of searchesthat did not return results.
We chose to utilize quoted query phrases so we could assess
the impact of the phrase as a whole rather than the individual
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words, which each play a separate part in the search when not
contained by quotation marks.

The method used to search MedlinePlus had one further
limitation. This site was searched using Google instead of the
search engine included with the site. The search results are not
the same when the MedlinePlus search mechanism is used
instead of Google. We did not intend to assess the performance
of MedlinePlus but rather to study the impact of query
reformulation in the narrower and specifically medical scope
of a consumer health-information site as well as the much
broader swath of the Internet covered by Google.

Further Study
We arein the process of

1. expanding our database of user queries with known intent

2. conducting a study with similar methods of patientsin an
asthma center to assess the specific information needs and
search strategies of a specific health consumer population

3. developing a search tool that provides suggested search
gueries based on theinitial search entered by a user.

Conclusion

We investigated the effect of reformulating consumer health
gueries using professional terminology. This study has shown
some qualitative evidence that reformulating queries with
professional terminology may be a promising strategy to
improve consumer health-information searches. After taking
original queries with clearly defined goas from
health-information consumers and replacing the search text with
phrases from medical vocabulary, we noted a trend towards
increased precision when providing substitutionsfor lay terms,
abbreviations, and acronyms. Thisimprovement was noted both
in searches conducted in the narrower scope of a consumer
health site and in searches of a much broader portion of the
Internet using the popular search engine Google. We caution,
however, that automated reformulation could in fact worsen
search performance when the terminology isill-fitted or arcane.
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