ENT INSIGHT

Are ENT patients who research their
symptoms online better informed?

BY DANIEL CHARLES LEOPARD AND ALAGAR CHANDRA-MOHAN

All our patients look up their symptoms online before they visit us, don’t they? And
patients who do so are better informed than those who don't, right? Well, that’s not

actually the case...

The ‘information era’

More information is now available

to patients than ever before. Health
information is one of the most frequently
searched topics online. Patients regularly
use the internet, in particular to research
their own symptoms before a healthcare
encounter and their diagnosis afterwards [1].
There is now a general understanding

that patients have moved from ‘passive
recipients’ to ‘active consumers’ of health
information and the modern clinician must
be equipped to manage the expectations of
the ‘internet informed’ patient [1].

There are several tools for assessing
the quality of health information online
due to the widely accepted notion that
health information on the internet has vast
variation in accuracy and quality [2].

A recent comprehensive literature review
identified 350 studies evaluating the quality
of online patient information resources for
the common conditions of cardiovascular
disease, respiratory disease, cancer, stroke
and diabetes [3]. There are far fewer studies,
however, concerning patient use of the
internetin ENT.

One Southampton study investigated the
quality of information in YouTube videos
regarding rhinosinusitis [4]. It found that
45% of the videos were useful whereas
27% contained misleading or dangerous
information. This contrasts with one
Irish study which evaluated 60 websites
with information about tonsillectomy,
septoplasty and myringoplasty and found
that 94% of them contained no inaccuracies
[5].

Four studies used questionnaires at five
different time intervals to investigate what
proportion of patients used the internet as
a source of ENT health information [6-9].
Collectively, they found that the proportion
of patients using the internet to research
ENT health related topics were 16% in 2000,
13% in 2001, 55% in 2006, 37% in 2011 and

30% in 2013.

One 2010 study evaluated 39 tinnitus
websites and found the quality of the
information to be extremely variable [10].

One Birmingham study investigating
whether internet information influenced
patient decision found that 51% of acoustic
neuroma patients said their care decisions
were indeed influenced by the internet
[11]. This is the only published paper we are
aware of that investigates whether or not
ENT patients who research their symptoms
online are better informed than those who
do not. There is clearly a gap in the literature
regarding the extent to which online patient
research is helpfulin the ENT setting.

A view from North Wales

We designed a prospective questionnaire
study to establish a link (if any) between the
information sources ENT patients use and
how well-informed they are.

A hundred new adult patients attending
the general ENT clinic in Wrexham Maelor
Hospital were invited to complete a
questionnaire.

The questionnaire asked basic
demographical questions and crucially:

«  'What sources of information have you
used to investigate your symptoms?’
(with examples)

« 'Please write down what you think your
diagnosis will be today’

The actual diagnosis of the patient was then
compared to what their perceived diagnosis
was. The study participants were allocated
into the following groups:

« Internetusersvs. noninternet users
- Diagnosis correct vs. diagnosis incorrect

We are pleased to report that 100% of
patients completed the questionnaire. The
mean age was 56; and 54 participants were
male. There was a significant difference
(p=0.0084) in the mean age of internet
users (45.1) vs. non internet users (57.9).

Surprisingly, of the 100 patients
questioned, only 15 had used the internet to
research their symptoms (see Figure 1).

One patient had used a book, one a
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mobile app, and one a patient information
leaflet. Four patients had sought advice from
friends or relatives. The vast majority (82)
had not researched their symptoms (other
than with their GP) at all before attending
clinic.

Of the 85 patients who did not use the
internet, 30.6% achieved the same diagnosis
as the clinician. This is compared with 33.3%
of those who did use the internet. There
was no statistical significance (p=0.41) in
frequency of correct diagnosis between
internet users and non-internet users (see
Figure 2).

Online research does not improve
patient knowledge

The results show that there appears to be
no difference in ENT patient knowledge
regardless of whether or not they have
researched their symptoms online. Whilst
there was a significant difference in age
between internet users and non-internet
users, there was no significant difference

in correct diagnosis between participants
older or younger than the mean age of 56. In
other words, although younger patients are
more likely to use the internet, they are no
more likely to be well-informed than older
patients.

This is a single centre study and is,
therefore, open to population bias. All
patients lived in the catchment area ofa
North Wales DGH serving a broad variety of
areas and socioeconomic class. Perhaps a
similar study in an inner city hospital may
yield different results.

This study also directly correlates how
‘well-informed' a patient is with whether or not
they knew their diagnosis. There may be better
methods to test how well-informed patients
are but we believe that a patient knowing
their diagnosis is a good representation of how
well they have interpreted the information
available to them.

A wider context

There are more online information sources
for patients than ever before. There is

huge financial and political investment in
developing online platforms for patient use.
However, despite living in an ‘information
age’, our study population displayed a
relatively low use of the internet for
researching healthcare. Furthermore, there
was no difference between how well-
informed internet users were than those
who do not research their health online.

In spite of these results, we acknowledge
that a well-informed patient is essential for
making shared healthcare decisions. We
would suggest that it is our responsibility as
clinicians to direct patients towards quality,
reliable healthcare information in whatever
medium they find most useful.
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