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The Untapped Patient Recruiting Tool in the
Age of the Informed Patient: Forums

Every day, millions of consumers use social media to share
experiences, and post thoughts and concerns about their
own health and that of their loved ones. From a digital and
social analytics perspective, the information we can learn
from patients through these channels is invaluable. Prior to
the creation of any outreach programme, the social media
landscape can be analysed to ensure the content and language
of engagement resonates with those patients and caregivers we
are seeking to reach to ensure a more patient-centric approach.

However, open public social networking sites, like Facebook,
may not offer the value they once did in terms of reaching
patients and caregivers. As patients and those in their ecosystem
— including caregivers and physicians — become more socially
savvy, their online health-seeking behaviours are shifting. Pair
this with data privacy concerns driven by large data breaches, and
we're seeing consumers move away from open social platforms to
seek information on channels not typically associated with patient
recruitment - forums.

In order to effectively reach patients on forums, we first need
to understand the evolution of social media and the rise of patients
seeking to understand their disease and treatment options through
these channels.

The Evolution of Social Media and Patient Knowledge

In its basic form, social media can be defined as websites and
applications (i.e. Android or Apple apps) that enable the end user
to create and share content with others or to find new people to
connect with and network. From a clinical trial perspective, over
the past 10 years, traditional social media channels have often been
used as a medium to raise awareness of potential study participation
and to drive traffic to study websites. However, social media has
also become an important source of knowledge-sharing for many
patients and caregivers where they can share and discuss their
disease and treatment options. From a clinical research perspective,
social media channels have served as a listening platform to help
drug developers better understand the needs and concerns of all
those who may influence a patient’s decision to participate in
research, i.e. from healthcare professionals and advocacy support
groups, to patients, caregivers and extended family members.
However, many consumers are moving away from “traditional”
social media platforms to seek information in places typically not
associated with patient recruitment channels.

Why are we seeing this social media evolution? Take into
consideration the following shifts impacting consumers and
healthcare professionals:

The Emergence of the Informed Patient:

*  Smart Searching Behaviours: Social media has made the world
much smaller and in parallel, the sheer wealth of information
available online through the internet has allowed patients and
caregivers to be much more inquisitive and skeptical. The rise

of false information that can be found online has caused social
media end-users to be smarter in navigating where to go to
find the information they need and also connect with online
influencers who may be able to support them.

¢+ Continuing Research Outside of the Doctor's Office:
Patients have evolved to become digitally and socially active,
alongside caregivers, who do not solely rely on the advice
and information provided by their healthcare professional.
This is especially apparent in the rare disease space, where
caregivers and patients have a greater understanding of their
own disease than their primary care physician. The informed
patient has taken information research and collection into
their own hands. Not only are they seeking information from
medical /scientific sources (e.g. PubMed), but also tapping into
social conversations between other patients, caregivers and
advocates. Healthcare professionals still play an important role
in the care of that patient and their treatment plan. However,
many patients are seeking confirmation from others that they
are on the right treatment path, or that other options, like a
clinical trial, exist.

¢ Seeking Authentic Conversation & Community Support:
Patients and caregivers alike are seeking genuine conversations
and community support. This has led to a natural gravitation
towards forums. The majority of forums are in the public
domain, making it far easier for patients to seek the information
they need. Forum conversations and social comments provide
an equally-weighted testimony for each individual. Comments
within forums are up-voted or down-voted on the quality of
content as determined by other users.

e Increasing Online Engagement from Healthcare

Professionals:

In an era of mass consumption, where consumers are used
to finding information instantaneously online, healthcare
professionals are expanding their conversations beyond their
patient visits. They are beginning to integrate themselves
into online conversations and communities. They can
frequently be found as forum moderators or contributors.
They provide a professional, credible source of testimony,
opinion, experience and information. This is something not
often seen in other social media networks. The rise in activity
amongst healthcare professionals over the past few years can
be measured against the numerous industry articles and
guidelines published, providing the tools needed to become
a key online influencer. It was only ten years ago that the
FDA started to consider what guidance and policies were
needed to ensure patients were protected in the social media
landscape. Once more guidance documents and supporting
industry articles were published five years ago, healthcare
professionals felt more confident in their own interactions
within the space.

Collaborative Treatment Teams:
Patients and caregivers want to be able to easily come together both
with people experiencing the same things they may be experiencing,
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as well as hearing from influencers and healthcare professionals.
Forums provide this type of platform — bringing together like
audiences on a very specific topic — while “traditional” social
networks can be seen as a siloed approach with their use of followers.

Data & Privacy Concerns:

Consumers today have witnessed or been impacted by the
Cambridge Analytica scandal and data breaches affecting large social
media platforms, driving concerns around sharing personal details
online. In the wake of this, forums feel like a safer place to share
information.

Social Platform Lifecycle — Why Did Forums and Reddit Become
So Popular?

As patient behaviour online has shifted, so too has the social media
landscape and the way drug developers and others leveraged those
channels. In the 1980s and early 1990s, telephone chatrooms were a
way for complete strangers to come together to chat about a common
topic, often at a high cost to the consumer. Eventually this was cast
aside as internet access enabled consumers to build networks and
start talking to each other through instant messaging. The social
media evolution then expanded into Facebook, Twitter, Instagram,
Pinterest, and Snapchat.

These platforms enabled users with an accessible way to share
their interests, opinions and ideas, along with photos and videos,
with their friend groups, or even to the broad public. Suddenly
consumers had many ways to “share” and consumers were provided
with a sense that everyone was connected, even if they were
physically thousands of miles apart. From a patient recruitment
perspective, these channels and the patient demographics they
provided access to allowed for a cost-effective approach to reach
patients in a tailored way. This is a far cry from broad traditional
media campaigns (i.e. television, radio, print).

However, saturation and monetisation of popular consumer
social platforms, like Facebook and Twitter, led to an increase in ads
and sponsored content appearing in user feeds. With that evolution,
clinical trial /disease-specific advertising can get lost in feeds, or
consumers simply try and avoid having to scroll through too many
ads by prioritising the content that appears. Advertising and reaching
patients through these platforms is important and still vital to patient
engagement, but, in today’s consumer-driven world, we need also to
look at where patients are having authentic conversations about their
disease. Patients are increasingly moving away from the larger social
media giants to other more focused, closed-patient communities and
also larger open networks, known as forums.

Forums such as 4chan and Reddit have grown exponentially
over the past two years. These channels, which just a few years ago
were less popular in nature, perhaps because they were perceived
to be a part of the “dark web” now provide platforms for authentic
conversations. Consumers eager to take back ownership of the
content they consume on social media channels are reshaping
forums. No longer are they just a space to gather information on
general consumer topics like buying a car. Patients, caregivers and
physicians are increasingly using forums as a place to come together
to share disease specific information and knowledge.

In the same timeframe, we've seen general health and disease-
specific forums growing in popularity for the past few years.
Likewise, rare disease social communities have experienced rapid
growth in recent years, allowing patients living on different sides of
the world to connect and “meet” someone with similar conditions/
experiences.
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EXAMPLE: REDDIT PROVIDES RICH, UNBIASED PATIENT
INSIGHTS ACROSS MULTIPLE DISEASE STATES

Reddit, which was first launched in 2005 and has grown
steadily in popularity both amongst consumers and patients,
is a collection of anonymous forums (i.e. there is no formal
owner), each with a different topical focus. Reddit houses
thousands of these different forums, or sub-Reddits, allowing
users to segment themselves based on their interests, subject
matter and what they want to read. Reddit’s user interface has
become much easier to navigate, making it the most popular
forum for users.

From a healthcare perspective, disease-specific sub-Reddits,
such as r/adhd, r/breastcancer, r/cysticfibrosis, have grown
to tens of thousands, or even hundreds of thousands of active
subscribers. Each community has its own unique lexicon, set
of moderators, and users, but no primary owner. Conversations
are created organically, giving us an opportunity to observe
these patients in an unbiased way.

Many of the most popular social media platforms, such as
Facebook, restrict access to conversations from an analytics
perspective, but on Reddit, we are able to uncover niche
conversations and overlooked communities with full, rich
content that can help us better shape the way we communicate
with patients without restriction.

Embrace Forums to Inform Patient-centred Drug Development
Social media (be it a specific community or platform) continues
to bring groups of informed patients together. From an industry
perspective, this provides access to robust discussions that could
inform clinical trial design, identify potential study patients
and inform patient recruitment marketing and communication
materials.

Forums provide drug developers with an opportunity to reach
patients with specific diseases and improve their experience by
offering the information they seek to be better informed about the
research. For example, understanding what progression of disease
might look like from a patient perspective, to how it is laid out in
a protocol can be very different. Oftentimes, patient communities
provide an easy and accessible way to help shape and inform a
more patient-centric protocol.

Social media will continue to be an important outreach
tactic for patient recruitment. Reaching patients who are having
conversations around a specific disease enables us to reach a
potentially more qualified and motivated patient who may be
looking for other options to manage their disease.

However, with Facebook and other platforms becoming
less popular, especially amongst the younger population, it is
important to evolve patient engagement tactics, to ensure we
continue to reach patients where they are active and connective
online.

The use of forums remains largely untapped for patient
recruitment. Forums have emerged as community hubs for patients
and caregivers, where they can discuss their needs and concerns
online. Anonymous forums, such as Reddit, foster authentic
and transparent conversations, which cater to the informed
patient.
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Coupled with this, the rise in the number of healthcare
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they have in shaping the way social media is used by patients in
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platform, or one community to provide us with everything we
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large social media companies monetising the communities they

have built, has led to a larger dispersal of patients in previously Rowena Kam

untapped areas for patient engagement.
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