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Patient Information Aid: Promoting the Right
to Know, Evaluate, and Share Consumer
Health Information Found on the Internet
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Promoting the use of online consumer health information is
critical to achieving the democratic right to know and cannot be
separated from facilitating the process of finding and understand-
ing this information. In addition, being informed and being able
to share information with a clinician are fundamental principles
enabling patient engagement in health care and shared decision
making. Online consumer health information may contribute to
positive patient outcomes such as improved knowledge, and even
better health, while in some situations it also leads to increased
worry. This type of negative outcome represents a common experi-
ence. Our health is important and therefore anything that touches
our health can increase anxiety. In our view, worrying is not a dis-
order; only occasionally it is an incapacitating cyberchondria.
Since 2005, our research has been exploring health information
outcomes from the consumers’ viewpoint. We are particularly
interested in information outcomes such as the types of infor-
mation use and the types of subsequent health outcomes. Thus,
we are currently engaged in a participatory systematic mixed stu-
dies review aimed to identify these types of outcomes, and develop
a Patient Information Aid, an aid to empower consumers and
patients to find, understand, assess, and use online consumer
health information.
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INTRODUCTION

The purpose of this article is to share some of our work and thoughts related
to the viewpoints of consumers of online health information. Looking for
health information remains one of the most common reasons for searches
on the Internet (Fox and Duggan 2013). This is matched with a growing vol-
ume of available information and various initiatives to engage the public
more actively in their health care (Smith and Duman 2009). First, making
health information freely available is a necessary requirement to achieve Arti-
cle 19 of the Universal Declaration of Human Right promoting the right to
know, that is, to “seek, receive and impart [communicate] information and
ideas through any media” (UN General Assembly 2014, December 10, 1948,
217 A (III)). Second, being informed and being able to share information with
a clinician are fundamental principles enabling patient engagement in health
care and shared decision making (Legare et al. 2011). Finally, the improve-
ment of patient health outcomes relies on successful patient engagement
in health care, for which health literacy is essential (Koh et al. 2013).

Online consumer health information may contribute to patient outcomes
such as improved knowledge, more active participation in health care, and
better health. For example, one survey reports that 86% of patients who dis-
cussed online health information with clinicians reported that this was ben-
eficial (Gauld and Williams 2009). However, little is known about the
outcomes of the use of online health information in primary care, and there
is no comprehensive tool for assessing them. In addition, existing aids assist
patients in making specific decisions, for example, online symptoms checkers,
but there are none for helping patients find and use relevant general health
information, for example, with their clinicians (a common patients’ need).
Since 2001, our research team at the Department of Family Medicine at McGill
University has been studying the outcomes associated with the delivery and
retrieval of clinical information from the viewpoint of clinicians such as nurses,
pharmacists, and physicians (Pluye and Grad 2012; Information Technology
Primary Care Research Group 2014). Since 2005, we have been exploring these
outcomes from the consumers’ viewpoint. We are particularly interested in the
types of information use and the types of subsequent health outcomes. To
identify these information outcomes, we are currently engaged in a participa-
tory systematic mixed studies review funded by the Canadian Institutes of
Health Research (CIHR is a public agency) (Granikov et al. 2014; Pluye, Grad
et al. 2014; Pluye and Hong 2014). We will integrate the findings of this review
into a Patient Information Aid; thus, empowering consumers and patients to
find, understand, assess, and use online consumer health information.
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THE INFORMATION ASSESSMENT METHOD FOR PATIENTS
AND CONSUMERS (IAM4ALL)

We started by developing and validating a questionnaire, the Information
Assessment Method for patients and consumers (IAM4all), which can be used
by the general public to assess outcomes associated with seeking and receiv-
ing online consumer health information (Pluye et al. 2014). We worked
together with representatives of information consumers, consumer health
information providers, literacy experts, information specialists, and research-
ers. This method stimulates reflection on health information while document-
ing the value of information. The IAM4all is based on information studies and
a theoretical model, called the ‘Acquisition Cognition Application - Level of
Outcomes’ model (ACA-LO) (Saracevic and Kantor 1997; Pluye et al. 2013).
This model explains how information is valuable from the end user’s point
of view in terms of its situational relevance, its cognitive impact, its use,
and its subsequent health benefits.

WHAT THE CONSUMERS HAD TO SAY ABOUT USING ONLINE
CONSUMER HEALTH INFORMATION

Consumers’ experience with online health information is not all positive; as
one consumer called it a “double-edged sword.” In this article, we highlight
our findings from interviewing 16 consumers. All were fluent in English or
French and had no training or experience in health sciences or information
studies. According to the Short Test of Functional Health Literacy in Adults
(S-TOFHLA), their level of health literacy was “adequate” (Nurss et al.
2001). First, participants were asked to describe their general experience with
online consumer health information. Second, they read a public health leaflet
and completed an early version of the IAM4all questionnaire based on the
information in the leaflet. In terms of their general experience with online
consumer health information, interviewees openly reported that having more
information can increase worry, while it may be worth it, and expressed
difficulties to share information with clinicians.

Six interviewees talked of increased anxiety and two suggested that
information could be harmful. For example, one interviewee associated the
“dangers” with looking up symptoms: “You put in how you feel and it will
tell you have cancer, you have gout, [… ] You’ve got every single disease in
the world.” This consumer confirmed the potential negative outcomes of
looking up symptoms by saying: “Even if these are exactly the symptoms that
you have, but you are not a doctor. It can be helpful, but also damaging.”
Another one of our participants shared this idea by saying: “I tend to
over-worry, I tend not to look up for too much information [… ]. The more
information I have the more I will worry.” The comments on this type of
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negative outcome of online consumer health information represent a
common experience (increased worry). Our health is important; we have
the right to know and to be engaged in our care. Thus, anything that touches
our health can increase worry, but worrying is not a disorder. In other words,
normal online health information-seeking-related worry cannot be described
as a pathological incapacitating case of cyberchondria (Loos 2013; Starcevic
and Berle 2013; Norr et al. 2014).

Nine of the interviewees reported an overall positive experience looking
for health information online. Three interviewees said that more, even when
too much, information is better. For example, this consumer, while recogniz-
ing that consumers need to be aware and educated enough to be able to read
the information properly, claims, “Maybe it’s too much information, but I’d
rather know more.” As stated by another: “Personally, I just want to know;
I don’t want to sit in a waiting room for four hours for something that could
have a simple answer; I want answers before I go anywhere or do anything.”

Finally, seven interviewees expressed some level of difficulty using the
information found on the Internet in discussion with a clinician. One
described the situation like this: “[… ] depends on the doctor, a lot of doctors
don’t like their patient to come up with information, it is their domain.”
Another interviewee shared a similar opinion: “You have to be quite careful
at saying ‘I have been reading on the internet, and this could be that,’ he is
not very open to his patients playing doctor.” These shared experiences of
reluctance to discuss online health information with clinicians are commonly
reported in the literature. The reasons may be patients feeling embarrassed
and unsure how to explain the information, or concern that the physician
does not want to hear about their use of the Internet for health information
(Silver 2015). Moreover, some studies reported that the patient-physician
relationship worsened after patients shared the health information found
online with their physicians, while others demonstrated decreased trust
and lower compliance to the management plan (Kivits 2006; Peña-Purcell
2008; Kim and Kim 2009). Clinicians’ attitudes represent a barrier to under-
standing, assessing, and using online consumer health information. How
can patients be more involved in their care when they hesitate to use (share)
the information they find in clinical encounters?

A NEW TOOL TO FACILITATE THE USE OF ONLINE
CONSUMER HEALTH INFORMATION

Passing on information seems to be a one-way knowledge translation (from
clinicians to patients). Our work leads us to propose the development of the
Patient Information Aid, which may facilitate a two-way knowledge trans-
lation (from patients to clinicians and from clinicians to patients). The Patient
Information Aid is an aid to facilitate the use of online consumer health
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information, potentially leading to better health outcomes. The aid would
have two main functions. The first function would direct consumers who
have trouble finding information to consumer health information specialists,
and those who have challenges understanding the found information to

FIGURE 1 Starting model for designing the Patient Information Aid (based on IAM4all).
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public health nurses (Figure 1). Information specialists are experts trained in
finding information adapted to one’s level of health literacy, and can direct
consumers to reliable and accessible information resources and workshops.
Moreover, directing consumers to useful and reliable information, as well as
helping them process and understand it, has the potential to overcome health
literacy barriers, and decrease worries (Starcevic and Berle 2013). In line with
recommendations of the Health Literate Care Model, the aid will be facilitat-
ing contact with health literacy community resources (Koh et al. 2013).
Second, the aid will facilitate information use with activation items (Godin
2012), which will help consumers act on the information they find. Patients
find it difficult to communicate with clinicians, and these activation items
could be the solution (Diaz et al. 2002; Kivits 2006).

In conclusion, we believe that our body of work, and specifically the
Patient Information Aid, is a step toward achieving the right to know,
improving health information literacy, and promoting consumers’ and
patients’ engagement in their health care by facilitating the process of
finding, understanding, evaluating, and using health information.
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