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Social media is an increasingly popular source of health information, and the rarity and complexity of interstitial lung
disease (ILD) may particularly draw patients with ILD to social media for information and support. The objective of this
viewpoint is to provide an overview of social media, explore the benefits and limitations of ILD-related social media
use, and discuss future development of healthcare information on social media. We describe the value of integrat-

ing social media into the practice of ILD health professionals, including its role in information dissemination, patient
engagement, knowledge generation, and formation of health policy. We also describe major challenges to expanded
social media use in ILD, including limited access for some individuals and populations, abundance of misinforma-
tion, and concerns about patient privacy. Finally, for healthcare professionals looking to join social media, we provide
practical guidance and considerations to optimize the potential benefits and minimize the potential pitfalls of social
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Background

The recent rise of several social media platforms has
transformed the Internet into an interactive network in
which information is shared in multiple directions, set-
ting the stage for creation and consumption of infor-
mation on a large scale. The appeal of social media to
individual users has rapidly established these platforms
as major sources of knowledge acquisition, dissemination
of information, networking, and advocacy. In the health-
care sector, healthcare professionals, patients, and oth-
ers are constantly interacting in this online environment.
Social media has in particular been transformational for
patients with rare diseases, such as those with intersti-
tial lung disease (ILD), allowing these patients to gather
together to advocate, increase disease awareness, and
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expand or update their own knowledge on their disease.
Concurrently, there are major benefits of social media
for healthcare professionals, including advancing their
own education, education of patients, and professional
networking.

In this viewpoint, we provide an overview of social
media in healthcare, and describe the benefits of ILD-
specific social media use by healthcare professionals,
including information dissemination, patient engage-
ment, knowledge generation, and formation of health
policy. We also discuss the limited access to social media
for certain populations, abundance of misinformation,
and concerns about patient privacy as major challenges
of expanded social media use in ILD. We also offer guid-
ance for new users, and present future directions in this
area.

Overview of social media

Based on the Merriam-Webster Dictionary, social media
is defined as “forms of electronic communication (such
as websites for social networking and microblogging)
through which users create online communities to share
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information, ideas, personal messages, and other content
(such as videos)” [1]. Today, this occurs in many different
social media platforms, each with unique functions and
content. Facebook, Twitter, and Instagram are the most
popular social networking and microblogging sites [2],
as described in Fig. 1. LinkedIn was among the earliest
mainstream social media platforms and remains popular
as a networking site for professionals, job seekers, and
recruiters. There are also video-based social media plat-
forms, like YouTube, among the most visited websites
on the Internet [2], and TikTok, an emerging social net-
working app that is based on creating short videos, often
with dancing and trending soundtracks. Clubhouse has
recently risen in popularity as a new invite-only audio-
based social media app that hosts drop-in chats.

Social media use among the general population is
increasing, with this trend not limited to youth and
young adults. Compared to just 5% uptake in 2005, 72%
of US adults now use some form of social media in 2021,
including 73% of adults between the ages of 50-65 and
45% of those above the age of 65 [2], correlating with
increasing internet and cellphone use during this time
[3]. It is likely that the integration of social media into our
lives will continue to increase, especially with younger
generations coming of age with widespread availability of
the Internet.
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Beyond its ‘social’ impact, social media has significantly
altered the way in which people consume healthcare
information. The capabilities of social media platforms
allow for a bidirectional flow of information between the
“creators” and “consumers’, moving beyond the unidi-
rectional flow of information characteristic of previous
methods of information sharing.

This has transformed the patient-provider relationship,
particularly when it comes to dissemination of health
information. However, the open and relatively unregu-
lated environment on social media has created issues for
the general public, and there are also concerns that are
specific to the healthcare sector or that are at least mag-
nified in the healthcare setting. Below, we outline both
the benefits and challenges of social media in the specific
context of ILD.

Benefits of social media in interstitial lung disease

The capabilities of social media are particularly useful for
ILD patients and professionals given the rarity, complex-
ity, and rapid evolution in our understanding of the mul-
tiple disorders that fall under the umbrella of ILD. Social
media is a valuable tool for ILD information dissemina-
tion and acquisition, but also has additional benefits over
traditional methods of health information sharing, such
as facilitating patient engagement, fostering knowledge
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generation and research collaborations, and allowing for
influence on health policy.

Dissemination of information

A major convenience of social media for patients is the
minimal time and effort that are required to access health
information. This is of particular benefit to patients with
ILD given the frequent centralization of services in ter-
tiary centers and the challenges in attending in-person
educational sessions or acquiring educational materials
[4, 5]. Social media also offers the possibility for patients
to follow ILD-specific users or groups that provide
curated information relevant to a patient’s specific inter-
est (Table 1). Previously shared information is typically
stored in easily accessible and searchable archives spe-
cific to each account, thus supporting patients who wish
to learn more about certain topics or discussions.

Patient engagement

Social media supports ILD patient engagement, defined
as the active seeking out of disease-related information
and involvement in healthcare decision-making, which
results in better health outcomes and lower costs to the
healthcare system [6—8]. When patients use social media
for health-related purposes, they choose which users they
follow, react to shared information, and share content
that they found informative. If chosen, the anonymous
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nature of social media may make it more comfortable for
patients to join conversations and speak up about ques-
tions or concerns they may have. Patients can also take
on a leadership role by creating their own ILD-related
social media content, or form connections that would
otherwise be difficult to establish in-person given the rel-
ative rarity of ILD.

For healthcare professionals, social media creates a
convenient forum that supports communication with
a large and diverse audience. The community of ILD
healthcare professionals continues to engage with
patients, families, and others through various web
forums and blogs that provide disease-related informa-
tion and personal narratives as a method of supporting
patients [9]. Such forums are typically hosted on micro-
blogging social media sites such as Facebook, with added
functions such as direct messaging or the ability to form
“groups” that can improve patient comfort and dialogue
compared to traditional websites or blogs.

Social media can also be used to support multiple
components of patient care, including supplementation
of in-person pulmonary rehabilitation and patient sup-
port groups. The benefits of pulmonary rehabilitation
diminish after 12—18 months [10], while maintenance
programs can extend this benefit [11]. Social media is
well-suited to provide mechanisms through which a large
number of patients can be supported in their ongoing

Table 1 Examples of ILD organizations and groups with social media content for patients

Organization/group Social media platforms

Description

ILD specific organizations / groups

Action for Pulmonary Fibrosis Twitter (@ActionPFcharity)

Breathe support Facebook

Canadian Pulmonary Fibrosis Foundation
European IPF and Related Disorders Federation

PF Warriors Facebook

Pulmonary Fibrosis Foundation
YouTube

Pulmonary Fibrosis News
naryfibrosisnews)

General respiratory organizations / groups
American Lung Association

americanlungassociation)

British Lung Foundation
lungfoundation), YouTube

European Lung Foundation

Facebook, Twitter (@THE_CPFF)

Facebook, Twitter (@EU_IPFF), LinkedIn

Facebook, Twitter (@pfforg), Instagram (@pfforg),
Twitter (@pulmonaryfibros), Instagram (@pulmo-
Facebook, Twitter (@LungAssociation), Instagram
(@lungassociation), YouTube, LinkedIn, TikTok (@

Facebook, Twitter (@lunguk), Instagram (@british-

Facebook, Twitter (@Europeanlung), Instagram
(@european_lung), YouTube, LinkedIn

Patient-led charity that provides education, sup-
port, and research funding

Online network and support groups created by ILD
patients and caregivers

Canadian non-profit organization that provides
education, support, and research funding

Non-profit organization that unites 21 national ILD
patient associations across Europe

International patient-led support group for ILD
patients and caregivers

American non-profit organization that provides
education, support, and research funding

Media company focused on reporting ILD-related
news and research

American non-profit organization providing
respiratory-related education, support, advocacy,
and research funding

UK-based charity providing respiratory-related edu-
cation, support, advocacy, and research funding

European patient-led non-profit organization
which provides respiratory-related education, sup-
port, advocacy, and research funding
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pulmonary rehabilitation maintenance program to fur-
ther extend this benefit. The applicability of social media
to patient support groups is even more readily apparent
[12-14], particularly for patients who struggle to attend
in-person sessions and especially during the COVID-19
pandemic [15].

Social media can also be used to share information
about clinical trials and other research opportunities
for interested patients. This is specifically helpful given
the rarity of some ILDs that often compromises study
enrolment.

Knowledge generation

Social media may also support research by facilitating
survey-based data collection or big data analytics, and
is of particular value in more rare diseases such as ILD
given the difficulties with obtaining sufficient responses
using traditional methods [16—19]. Surveys can be cre-
ated using an established survey tool with a link distrib-
uted broadly on social media [16—18], and many social
media sites also support creation of surveys on their own
platforms. In a similar fashion, group or individual feed-
back can be easily solicited through social media, making
it a potentially viable quality improvement tool.

The open bidirectional flow of information on social
media also creates a stimulating environment for expert
discussion on ILD-related topics. Compared to other
methods of expert discussion, social media provides
rapid and easy access to opinions from a large and diverse
group of health professionals on contemporary contro-
versies. This has been furthered by the COVID-19 pan-
demic, for example with large physician Facebook groups
that were able to synthesize and disseminate expert opin-
ion on various COVID-related clinical questions before
peer-reviewed journals were able to do so [20]. Although
these groups lack some advantages of the formal peer-
review process, the rapid input from expert clinicians
provided valuable discussion at a time when clinical
experience frequently outpaced publication of evidence.
Similar discourse between experts has also taken place
on Twitter, and has served many other functions, includ-
ing advocacy, health policy discussion, and peer sup-
port. The greater familiarity of social media ushered in
by the COVID-19 pandemic will likely prompt a further
increase in its use for other diseases such as ILD.

Research collaborations and career development

The ease of communication and broad international
presence on social media creates an environment that
promotes collaborations among researchers. This is
particularly true on Twitter, which has had significant
uptake by the ILD community. While networking was
previously centred around direct working relationships
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or in-person events such as conferences, social media
removes geographical and time barriers to networking,
creating opportunities for much larger and more diverse
professional networks than was previously possible.
These frequent and broad social media interactions cen-
tred around shared research interests likely increase the
chances of forming fruitful research collaborations.

The structure of social media also breaks down the tra-
ditional hierarchy of academia by allowing trainees and
early-career investigators to interact directly with more
established key opinion leaders (KOLs). A large propor-
tion of the KOLs in ILD are on Twitter. It is therefore
possible for early-career health professionals to increase
their visibility among established ILD KOLs through
effective Twitter commentary and interaction, present-
ing a unique networking opportunity. This can in turn
stimulate opportunities for career development, includ-
ing mentorship, research collaborations, and leadership
positions.

Influencing health policy

Political discourse has largely migrated from being in
print to being online, and particularly to social media
platforms over the last several years. Different stakehold-
ers increasingly use social media to present their views
on major healthcare-related issues, including patients,
healthcare professionals, political figures, “think tanks’,
and media companies. Healthcare professionals are simi-
larly able to bring public awareness to issues regarding
healthcare access and provision, with a much greater
opportunity to create change given the simultaneous
presence of important stakeholders within their audi-
ence. This can include specific dialogue on individual dis-
eases as well as more general societal issues.

Challenges of social media in interstitial lung
disease

The interactive bidirectional nature of social media that
supports the aforementioned benefits is also the driver
behind its main challenges. The online format and open
environment have created issues for the general public,
but there are also concerns that are specific to healthcare,
including lack of access, misinformation, and compro-
mise of patient privacy.

Lack of access or availability of social media content

Limited access to social media can occur due to a lack of
internet or a necessary device. Geographic limitations to
internet access are an additional challenge in many rural
communities, again excluding a specific subset of patients
that is likely those in most need. Third, age is a major
driver in access to internet and a capable device. Even
though social media usage is increasing in the elderly,
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27% of Americans above the age of 65 years continue to
lack internet access and 47% do not have a smartphone,
consistent with 55% of those above 65 years of age not
using social media [2, 3]. This is of particular importance
in ILD, as many ILDs disproportionately affect older peo-
ple [21, 22]. Similarly, lack of tech savviness or experience
with social media reduces the level of participation, and
is again more likely to affect older people who are most
frequently affected by ILD [21, 22].

Even if the means to access social media are obtained,
the availability of ILD-specific social media content
remains an issue [23, 24]. The limited ILD content that
is available tends to be focused on idiopathic pulmonary
fibrosis (IPF), without disease-specific information on
other ILDs. Language is also a significant barrier as most
online resources on ILDs are only available in English.
The lack of targeted health information on social media
for non-IPF and non-English speaking ILD patients may
lead them to seek out information from non-trusted
sources, perpetuating the spread of misinformation.

Misinformation

The paucity of trusted and high-quality online informa-
tion is in part related to the non-curated nature of social
media, failure of publishers to prioritize social media
content as an information source, and the resultant lack
of updates to their content as our understanding of ILD
evolves [23-25]. Social media creates an environment
where the most popular or shared posts can dominate the
discussion, even if these are not scientifically accurate,
contributing to the preponderance of attention-grabbing
“click-bait” headlines that promote alarming and often
unfounded concerns on health-related topics [26]. Given
the abundance of opinions provided online, patients also
have the opportunity to seek out “echo chambers” that
simply perpetuate their own beliefs, which again may not
be scientifically valid. Instant access to false claims and
advertising of non-recommended therapies on social
media poses a significant risk to public health, and may
be accentuated in rare diseases such as ILD. Social media
allows this misinformation to be amplified and broadcast
rapidly to large audiences, further increasing the risk it
poses.

Patient privacy and confidentiality

Users typically relinquish some personal privacy when
attempting to take full advantage of social media. For
example, ILD-related social media use by patients may
publicly identify them as having ILD, which can have
significant psychological implications and may create a
disease stigma [27, 28]. This public information can fur-
ther impact relationships, ability to secure healthcare
or life insurance, or success in the workplace. Another
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unintended effect of using social media for health pur-
poses is that groups with ulterior motives may initiate
unwanted interactions with patients to advance their
own agendas, representing the twenty-first century ver-
sion of the snake oil salesperson. There is also a potential
lack of safety when interacting on social media, with the
potential for random attacks from those who have dif-
fering opinions as well as hacks or cyberattacks that can
lead to financial losses or exposure of sensitive informa-
tion. Public concerns with data privacy have significantly
increased in the last years, generating legal discussions,
which may create a safer online environment for the indi-
vidual user.

Future directions

Applications of social media in healthcare will continue
to evolve given the constant updating of established
social media platforms and rapid rise of new ones such
as TikTok. Social media use for healthcare purposes will
also increase as younger generations become more fre-
quent users of the healthcare system. These trends high-
light the importance of optimizing these platforms for
this purpose, including the need to reduce misinforma-
tion and increase access for marginalized populations.
To achieve these objectives, engagement from multiple
stakeholders is needed, including government officials,
social media platforms, healthcare professionals, and the
general public (Fig. 2).

Quality control on social media

Given the abundance of health-related information on
existing social media platforms, efficient and precise
quality assessment tools are need to objectively assess the
quality of health information released on social media.
With these tools, users would be better equipped to iden-
tify false information and poor-quality sources, which
can then be used by social media platforms to minimize
the public exposure to such accounts while conversely
promoting high-quality sources. Social media platforms
should also actively work with the healthcare community
to implement surveillance systems where health misin-
formation can be rapidly identified and addressed before
it goes ‘viral’ and impacts a large audience on social
media [29]. This active approach to curbing misinforma-
tion raises important questions such as whether social
media platforms should have the authority to ‘silence’
accounts that consistently produce misinformation, and
the criteria they would use to do so.

Increasing access to accurate health information

for marginalized populations

Continued efforts are needed to increase internet and
cellphone access in communities and populations with
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* Improve internet and cellphone access
for low SES and rural populations

* Subsidize the creation and
consumption of high-quality
health information on social
media

m

Government

* Promote health
information from trusted
social media accounts that
publish high-quality health
information

* Implement surveillance systems
for health misinformation on social
media so it can be addressed rapidly by
healthcare experts

Social Media
Platforms

Increased quality
and access to
health information
on social media

* Create and maintain accurate and up-to-
date health information on social media
 Direct patients to high-quality health-
related social media content

* Develop social media health
information assessment tools
Healthcare

Professionals

* Actively seek out trusted
health information sources on
social media

* Promote accurate health
information to followers
* Report misinformation to social media
platforms

Fig. 2 Action items for stakeholders of healthcare-related social media use. SES = socioeconomic status

lower socioeconomic status in an attempt to improve
patient health and safety [30-32]. Realizing such goals
would help ensure that these groups are active partici-
pants in the new health information paradigm on social
media. Other potential strategies should be considered
to help mitigate financial challenges with accessing the
internet and social media platforms in particular, includ-
ing subsidizing internet or cellphone data usage for
healthcare or health information purposes, and ensur-
ing healthcare content on social media is compatible
with cheaper and older devices. Non-financial barriers
must also be considered, such as the variable cultural
and educational background of ILD patients. For exam-
ple, providing ILD content in multiple languages and at
an appropriate reading level can broaden the impact and
uptake of ILD health information.

Joining social media as a healthcare professional
Many healthcare professionals choose to join social
media for the first time given the benefits discussed
above, while others may transition their existing personal
accounts to a more professional orientation. For both
groups, there are key considerations that will maximize
the impact and outreach of one’s social media content,
while also minimizing the potential for encountering
some of the challenges that social media can create.

Things to consider before joining social media

The goals of one’s social media use should be identified
prior to creating a social media account. For example, is
the use of social media primarily for a professional pur-
pose, or purely for personal life? Is the intended objec-
tive best suited for social media, or would other tools or
methods be more appropriate? Answering these types
of questions will help determine if embarking on social
media is worthwhile for the identified purpose and will
also identify which platform is best suited for this use.
For instance, YouTube is the most suitable option for
creating and posting patient information videos, Twitter
may be best for networking with other researchers, and
LinkedIn is preferable for job seeking.

In addition to the many potential positives, social
media is a powerful spotlight that can work against
the user depending on the content and interactions
they choose to create. This increased exposure and
potential for a permanent record of any negative
interactions necessitates careful reflection by health-
care professionals prior to sharing content on social
media. Posted content can be hard to erase from the
Internet even if it is deleted from the author’s account,
and there have been numerous examples of profes-
sionals jeopardizing their careers and losing their jobs
based on ill-advised social media posts. Many of these
examples stem from ignorance concerning a specific
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Table 2 Tips for healthcare professionals starting on social media
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Follow accounts that align with your research, clinical, and personal interests. This includes scientific journals, societies, key opinion leaders, etc

Before creating your own content, review the content posted by accounts with similar objectives as yours and how these users interact with their audi-

ence

Politely engage in conversations on others’ posts by replying or sharing comments on the topic being discussed: this is a way to start to be seen on

social media

Re-tweet and share content from others in order to show you liked the content and to provide greater visibility of the original account to your col-

leagues

Do not contribute to the chain of misinformation. Avoid quick re-posting/re-tweeting and make sure you only post/tweet content you have read and

fully understand

Familiarize yourself with reporting and blocking features in order to remove harmful comments and ‘spam’from your social media feed

topic or language, rather than intentionally harmful
statements, and it is thus critical for users to carefully
consider how their opinions and statements could be
perceived from a diverse audience that has a multitude
of different perspectives.

Similarly, the legal implications of social media use
for the purposes of healthcare should be considered.
Healthcare professionals often find themselves as the
recipient of requests for medical advice from strangers
on social media. In general, healthcare profession-
als should refrain from providing medical advice on
social media given the possible liabilities, and patients
should instead be re-directed to their own healthcare
providers for personal healthcare advice. Depend-
ing on the jurisdiction, it may also be advisable for
healthcare professionals to indicate that the content
on their personal account does not reflect the views of
their employers, affectively creating legal separation.
This is of particular importance for users who express
personal views or content beyond healthcare on their
social media accounts.

Getting started on social media

After making the decision to join social media, identi-
fying the intended goals, and selecting a social media
platform, healthcare professionals should proceed with
caution through the account setup process in order to
ensure the user’s best foot is put forward with their
initial profile. Major components of profiles on most
social media platforms include a username, biography,
profile picture and cover photo (Additional file 1; Sup-
plementary Appendix: Figure S1). Further details on
considerations when setting up a social media account
can be found in the Supplementary Appendix. Follow-
ing the creation of an account, users should familiar-
ize themselves with the functions and typical format of
discourse on the selected social media platform. Each
social media platform has their own particularities,

but there are several universal suggestions for health-
care professionals starting on social media (Table 2).

Conclusions

In summary, social media has emerged as a significant
space for health information sharing for both patients
and healthcare professionals. Healthcare professionals
focused on ILD can use social media to disseminate dis-
ease information, engage patients, generate new knowl-
edge, and influence health policy. Nonetheless, lack of
access, misinformation, and patient privacy remain sig-
nificant challenges when integrating social media into
patient care. Enhanced assessment of healthcare infor-
mation sources on social media is needed to address
misinformation, and active participation by stakeholders
at multiple levels is required to increase access to health
information on social media. Given the dynamic crowd-
sourced nature of social media, it is essential that the
ILD community collectively strives to ensure a safe and
productive online environment that serves the needs of
patients, professionals, and other stakeholders.
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