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Abstract

Purpose: To assess the content and medical accuracy of retina-related patient discussions on Reddit, an anonymous social media
platform, to better understand the main concerns and reliability of a highly accessible resource. Methods: A cross-sectional
analysis was performed of the top 20 posts and top 3 comments from 201 | to 2022 on the Reddit subforums r/Optometry and
r/EyeTriage containing the following keywords: “retinal detachment”, “macular edema”, “macular degeneration”, and “diabetic
retinopathy”. Results: This study assessed 407 posts and comments. Most users who posted were current patients (n=71
[60.2%]). Most commenters did not specify their identity (n= 172 [59.5%]). A portion of respondents identified as optometrists
(n=51 [17.6%]), and few identified as ophthalmologists (n=11 [3.8%]). Many statements were medically inaccurate (n=3I
[40.8%]), with pathophysiology comprising the most commonly misunderstood topic (n= |5 [48.4%]). Conclusions: Given the
prevalence of inaccurate information and the lack of credibility among Reddit posters, patients should take caution in using these
sites for medical guidance regarding retinal conditions.

Keywords
social media, Reddit, patient education, retina

Introduction and 68% (126/185) of conversations exhibited a misunderstand-
ing of disease pathophysiology.®> Although most statements were
accurate, a considerable portion were not, which may be detrimen-
. . . ) . ; tal to patient understanding and expectations. Likewise, imprecise
media to obtain health information, with varying levels of accu- ;. formation has been noted across various social media websites

racy in shared content.! Among these platforms, Redditis aprom- o cnecialties, including dermatology (44.7% [172/385])°
inent website where users can post and comment anonymously on and otolaryngology (46.8% [59/126]).”

a diverse range of topics, including medical discussions. This ano-
nymity allows users to candidly share experiences and seek advice
without the constraints of personal disclosure. Unlike other social
media sites, Reddit supports a variety of content type, including
text, images, videos, and links, which allows users to engage
anonymously in numerous ways, something not offered by other
platforms such as Facebook, Instagram, or YouTube.

As of June 2021 a reported 430 million people actively used
Reddit, making it a highly popular social media platform.? Despite
its popularity, Reddit lacks regulation by medical professionals,
leaving the accuracy of comments and posts unverified.

The lack of account‘ability and the prevalence of misinforma- Department of Ophthalmology, Bascom Palmer Eye Institute University of
tion on the internet raise concerns about the reliability of such  Miami, Miami, FL, USA
resources and may be detrimental to patients seeking medical .
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information and advice online.” Research assessing online dis- Jayanth Sridhar, MD, Department of Ophthalmology, Bascom Palmer Eye
cussions on oculoplastic surgery showed that 31% (176/569) of  nstitute University of Miami, 900 NW 17th St, Miami, FL 33136, USA.
analyzed statements expressed medically inaccurate information,  Email: jsridhar | @med.miami.edu

Social media has emerged as a source of information for individu-
als across the world. Research has shown that patients use social

Online discussions can inform health-related behavioral pre-
diction models because they reflect the public’s perception of
health issues and are comparable to national survey data regard-
ing medical literacy and knowledge (p=0.62; P<.01).® Reddit
has previously been identified as a common resource for patients
seeking medical advice.” As leading causes of blindness, retinal
conditions are commonly discussed on Reddit; however, these
discussions have not been evaluated in the current literature.'%!!
Thus, it is important to assess and characterize online discussions
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of these topics to better understand the public’s perception of
these conditions.

In the current study, we analyzed the content and medical
accuracy of discussions about retinal conditions on Reddit to
evaluate the reliability of a highly accessible resource and to
gain insight into primary topics of discussion. Identifying com-
mon patient concerns may improve comprehensive understand-
ing of the platform’s utility and help physicians anticipate
clinical queries. These findings may not only guide patients to
use social media more effectively but also inform healthcare
professionals about the patient experience in the digital age.

Methods

The methodology of this study was based on the protocol
described by Schmuter et al.® This cross-sectional study evaluated
2 Reddit forums (subreddits). To determine which subreddits to
analyze, a search of the following key terms was conducted: “reti-
nal detachment”, “macular edema”, “macular degeneration”, and
“diabetic retinopathy”. The 2 subreddits that appeared the most
often were reddit.com/r/Optometry and reddit.com/r/EyeTriage.
Other subreddits that appeared when searching these terms
included r/Medicine and r/Diabetes, which focus on discussions
outside the scope of this study. Posts were included by searching
a key term and sorting the search results within each forum for
“Top” posts. The first 20 posts and the top 3 comments from those
posts were included in the analyses. The automoderator comment
was not included in the analysis. If the keyword yielded fewer
than 20 posts or fewer than 3 comments, all posts and/or com-
ments were included in analysis.

Comments and posts were collected from May 2011 to
December 2022 for r/Optometry and from January 2019 to
December 2022 for r/EyeTriage. When available and clearly
stated in the post or comment, the demographics and identity
of the poster or commenter were recorded as total counts and
percentages. All posts and comments were evaluated for the
presence of any number of the following discussion topics:
exchanging information, exchanging advice, sharing experi-
ence, expressing emotion, emotional support, seeking diagno-
sis, recovery, prognosis, complications, cost, exploring surgical
options, exploring medical options, exploring alternative ther-
apies, comedic, venting, and asking for a physician recommen-
dation. Discussion topics were recorded as total counts.

One in every 5 posts and comments was randomly selected
for evaluation of statement accuracy. Statements were included
in this assessment if they claimed factual information that fell
into 1 of the following categories: pathophysiology, postproce-
dural complications, indication for procedure, and prognosis.
A board-certified vitreoretinal fellow and a fellowship-trained,
actively practicing vitreoretinal surgeon evaluated accuracy
independently; there were no disagreements between the eval-
uators. Statements were considered inaccurate if any informa-
tion in the statement was misrepresented; thus, partly inaccurate
statements were recorded as inaccurate. The number of accu-
rate and inaccurate statements was recorded as total counts and

Table 1. Demographics.

Demographic Number (%)

Sex
Unspecified 354 (87.0)
Female 28 (6.9)
Male 25 (6.1)
Age (y)
18-29 30 (7.4)
30-39 15 (3.7)
40+ 18 (4.4)
Unspecified 344 (84.5)

Table 2. Poster and Commenter Identity.

Identity Number (%)

Poster
Current patient 71 (60.2)
Unspecified 26 (22.0)
Optometrist 13 (11.0)
Prospective patient 5 (42)
Alternative healthcare worker 3 (2.5)
Optician 0
Ophthalmologist 0

Commenter
Unspecified 172 (59.5)
Optometrist 51 (17.6)
Current patient 32 (11.1)
Alternative healthcare worker 13 (4.5)
Ophthalmologist I (3.8)
Original poster 6 (2.1)
Optician 4 (1.4

percentages. The content of inaccurate statements, according
to the mentioned categories, was recorded as total counts and
percentages.

Descriptive statistics were performed on all collected data
using Excel software (Microsoft Corp). These data were pub-
licly available and therefore exempt from institutional review
board approval.

Results

The analysis included 118 posts and 289 comments. Of the 407
posters and commenters, 354 (87.0%) did not specify their sex
and 344 (84.5%) did not specify their age (Table 1).

Of the 118 users who posted, 71 (60.2%) were current
patients, 26 (22.0%) did not specify their identity, 13 (11.0%)
were optometrists, 5 (4.2%) were prospective patients, and 3
(2.5%) were alternative healthcare workers. None of the posters
identified as ophthalmologists or opticians. Of the 289 users
who commented, 172 (59.5%) did not specify their identity, 51
(17.6%) were optometrists, and 11 (3.8%) were ophthalmolo-
gists (Table 2).
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Figure |. Reddit discussion topics of posts and comments. The 407 posts and comments most often involved exchanging information or
advice, sharing experiences, expressing emotion or support, and seeking a diagnosis or prognosis. Posts and comments least often included
asking for a physician recommendation, venting, cost, and exploring alternative therapies or medical options. Each post and comment could

contain multiple topics.

Of the 407 posts and comments, the purpose of discussion
involved exchanging information in 228 (56.0%), exchanging
advice in 164 (40.3%), and sharing personal experiences in 139
(34.2%) (Figure 1).

Table 3. Statement Accuracy and Content.

Characteristic

Number (%)

Statement accuracy among healthcare professionals

Of the 76 statements assessed for accuracy, 31 (40.8%) were Accurate 14 (63.6)
inaccurate, with pathophysiology representing the major compo- Inaccurate 8 (36.4)
nent of the misunderstood information (48.4%). Twenty-two Statement accuracy among non-healthcare professionals
statements (28.9%) belonged to posts or comments written by Accurate 34 (63.0)
optometrists, ophthalmologists, or alternative healthcare workers, Inaccurate 20 (37.0)
and 54 statements (71.1%) were made by non-healthcare profes- ~ Overall statement accuracy
sionals. Of the 22 statements made by healthcare professionals, 8 Accurate 45 (59.2)
(36.4%) were inaccurate. Of the 54 statements made by non- Cc::::ﬁ:'::?naccurate statements 31 (408)
healthcare professionals, 20 (37.0%) were inaccurate (Table 3). Pathophysiology 15 (48.4)

Postprocedural complications 5(lé.l)
Conclusions Indication for procedure 8 (25.8)
Prognosis 3 (9.7)

Almost 50% of the world’s population uses at least 1 form of
social media, and this number is predicted to grow substan-
tially.!? The use of social media in medicine will likely follow
this trend.!® There are also different methods of spreading
medical information, or misinformation, within these plat-
forms. Reddit is a social media platform where users post a
wide range of information using accounts that in general do
not contain personally identifiable information. Although
moderators exist, they are also often unidentifiable.

The current study assessed the content and medical accuracy
of retina-related patient discussions on Reddit. None of the
posts and very few comments (3.8%) in the current analysis
were made by individuals who identified as ophthalmologists.
Content primarily involved the exchange of information (56.0%).
Inaccurate statements were common overall (40.8%), and the
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most common category of inaccurate statements involved dis-
ease pathophysiology (48.4%). The frequency of inaccurate
statements remained high (36.4%) among users who identified
as healthcare professionals, including optometrists and ophthal-
mologists. This was seemingly comparable to the rate of inac-
curacy in statements made by non-healthcare professionals
(37.0%), although this comparison was not analyzed for statis-
tical significance. These results raise concern regarding the
reliability of Reddit forums in which healthcare professionals
are self-identified and anonymous. Future research should per-
form comparative statistical analyses to evaluate relationships
between variables. This will provide a more robust understand-
ing of the data and help identify significant patterns or trends.

Misinformation on social media is a constant challenge faced
by physicians. It is not uncommon for medical advice to be
offered on social media sites, regardless of the qualifications of
those providing it. For example, a study analyzing dermatology-
related accounts on Instagram found that a significant majority
(96%) were not run by board-certified dermatologists.!* Similarly,
a study on the 1/EyeTriage subforum analyzing general ophthal-
mology patient inquiries found that ophthalmologists comprised
a small percentage (11%) of respondents.” Another study showed
that 64% of ophthalmology-related Instagram posts were
authored by non-ophthalmologists.'® In the current study of ret-
ina-related topics, no posts and only 3.8% of comments were
made by individuals who identified as ophthalmologists. Given
that many retinal conditions are visually disabling and may
involve strict treatment regimens and follow-up, it is imperative
that patients receive guidance and recommendations from
licensed ophthalmologists. Perhaps one step ophthalmology orga-
nizations could take would be to establish official liaisons who
are credentialed ophthalmologists who would be in charge of
monitoring and responding to social media commentary.

Social media has a powerful role in patient decision-making
and can influence patient outcomes.>!*"!? The spread of medical
misinformation is not limited to retinal conditions. In a study
analyzing posts in r/PlasticSurgery and r/CosmeticSurgery, 31%
were medically inaccurate.’> A separate study analyzing posts
on r/SkinCareAddiction and r/DermatologyQuestions found
frequent inaccuracies as well.?’ These findings are consistent
with those in the current study, which found an inaccuracy rate
higher than 40%. The sources of information shared in the current
study were usually from web-based articles and news stories
rather than peer-reviewed journal articles. None of these web-
based articles were from physician-supported sites such as
ASRS.org or EyeWiki.org. Indeed, the number of medical inac-
curacies on social media is significant.

Patient comprehension of their diseases is crucial for many
reasons. First, greater understanding of their own disease can
encourage them to adhere to follow-up care.?!?? In the current
study, the most common category of inaccurate statements
involved disease pathophysiology (48.4%). As such, ophthal-
mologists should strive to educate patients to promote a basic
understanding of the mechanisms of their conditions. When

patients are unable to contact a physician directly, they should
be encouraged to use reputable sources, such as those from
regulatory bodies and medical societies.

Our study is limited by several factors. Although a number of
posts were inaccurate, the influence of such inaccuracies on
patient perceptions of retinal conditions remains unexplained.
Therefore, this number does not necessarily determine the
impact of these inaccuracies on public knowledge. Furthermore,
given the frequent nondisclosure of identities and the inability to
confirm the identities of those disclosed, the precise makeup of
respondents is unknown. Moreover, this study was also limited
to analyses of English-speaking Reddit users. Further research
may seek to evaluate social media’s role in the perception of
retinal conditions in other patient populations.

With the ever-growing use of social media as a resource for
medical discussion, it is critical to understand its content and
accuracy. More than 40% of statements in the current study
evaluating retina-related discussion topics on a popular social
media website were inaccurate. Although many posts were
written by patients, only a very small proportion of responses
were from ophthalmologists. Individuals should be encouraged
to seek medical advice from physicians or reputable sources,
such as those regulated by government and health agencies.
Retina specialists can use online patient portals to answer
patient questions directly, post on social media themselves with
identification, and engage in community outreach to promote
accurate information.
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