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Abstract

Background: Historically, pharmaceutical companies have struggled with trust and brand reputation among key stakeholders
and have adopted innovative marketing strategiesto reach patients directly and rebuild those rel ationships. Social mediainfluencers
areapopular strategy to influence younger demographics, including Generation Z and millennials. It iscommon for social media
influencers to work in paid partnerships with brands; this is a multibillion-dollar industry. Long have patients been active in
online health communities and social media platforms such as Twitter and Instagram, but in recent years, pharmaceutical marketers
have noticed the power of patient persuasion and begun to leverage “ patient influencers’ in brand campaigns.

Objective: This study aimed to explore how patient influencers communicate health literacy on pharmaceutical medications
on social mediato their communities of followers.

Methods: A total of 26 in-depth interviews were conducted with patient influencers using a snowball sampling technique. This
study is part of alarger project using an interview guide that included a range of topics such as social media practices, logistics
of being an influencer, considerationsfor brand partnerships, and views on the ethical nature of patient influencers. The constructs
of the Health Belief Model were used in this study’s dataanalysis: perceived susceptibility, perceived severity, perceived benefits,
perceived barriers, cues to action, and self-efficacy. This study was approved by the institutional review board of the University
of Colorado and adhered to ethical standardsin interview practice.

Results. Aspatient influencersare anew phenomenon, it wasour goal to identify how health literacy on prescription medications
and pharmaceuticalsis being communicated on social media. Using the constructs of the Health Belief Model to guidethe analysis,
3 themes were identified: understanding disease through experience, staying informed on the science or field, and suggesting that
physicians know best.

Conclusions: Patients are actively exchanging health information on social media channels and connecting with other patients
who share similar diagnoses. Patient influencers share their knowledge and experiencein effortsto help other patientslearn about
disease self-management and improve their quality of life. Similar to traditional direct-to-consumer advertising, the phenomenon
of patient influencers raises ethical questions that need more investigation. In a way, patient influencers are health education
agentswho may also share prescription medication or pharmaceutical information. They can break down complex health information
based on expertise and experience and mitigate the loneliness and isolation that other patients may feel without the support of a
community.

(J Med Internet Res 2023;25:e41867) doi: 10.2196/41867
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Introduction

Background

Social media influencers (SMIs) have become ubiquitous on
social media and are a growing marketing trend owing to their
increasing influence on consumers' purchasing behaviors [1].
SMIs command audiences across various categories, including
travel, fashion, and beauty [2-4], and attract younger generations
such as millennials and Generation Z with spending power [5].
Analysts project the influencer marketing industry to reach US
$4 billion in 2022, with a US $5.78 return on investment for
every US $1 spent on influencer marketing [6]. Once used by
brands to raise awareness among audiences in certain
demographics, SMIs are now popular tactics included in many
organizations' integrated marketing communication plans.

One such category that has long been thriving but only recently
noticed by marketersisthat of “patient influencers’ [7]. Health
Union defines patient influencersas“the most visible and trusted
health consumers. They rai se awareness, shareinformation and
support their communities’ [8]. Influencers may aso provide
companies with a pathway to “leverage the patient experience
and expertise in the design, development, and promotion of
their products and services” Patient influencers in different
“disease categories’ areintimately familiar with the health care
system and living with a chronic disease. Many patient
influencers can a so boast active and engaged followersranging
in size from nano- to microcommunities.

The power of abrand isin consumer perceptions and what they
have experienced directly or indirectly about the brand [9].
Although patient influencers may be anew promotiona strategy
used by pharmaceutical companies, the goal is not quite the
same as with lifestyle and pop culture SMIs in product
categories such as beauty or fashion. Instead, patient influencers
create content and collaborate with pharmaceutical companies
to raise awareness and increase health education among peers
who share an interest in a particular disease or condition [7].
The content shared by patient influencers focuses on being a
patient, having a high quality of life, and sharing experiences
to help other patients do the same. Previous research notes that
patients often seek out health information, including information
on prescription medications and treatment options, from other
patients on the web [10,11].

As more consumers turn to sociad media for news and
information [12] and the amount of disinformation and
misinformation increases [13,14], it is crucia to consider the
health literacy of consumers in the patient influencer
relationship. Health literacy isaperson’s ahility to find and use
the information required to make health decisions [15,16].
Similar to previous scholars' concerns about direct-to-consumer
(DTC) pharmaceutical advertising [17-20], patient influencers
on socia media may communicate complex information that
average consumers have difficulty understanding. Although
patient influencers are burgeoning in industry practice[21-23],
little published research examinesthis phenomenon. Therefore,
this study explored how patient influencers communi cate health
literacy on pharmaceutical medications on social mediato their
communities of followers.
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SMI Trend

Today’s digital environment has given rise to a new form of
celebrity: SMIs. Unlike traditional celebrities, SMIs establish
social mediapresence as expertsin aniche area, sharing content
that ispersonal, authentic, and valuable and growing an audience
of followers through consistent content production and
synchronous and asynchronous interaction [24-27]. SMIs then
usetheir celebrity capital to collaborate with brands on product
messaging and promotion to theinfluencer’sfollowers—similar
to traditional celebrity endorsements but with more nuanced
effort [24].

Specific attributes categorize influencers, including an area of
interest; content type; and, most commonly, follower count.
Nano-influencers have a small number of followers—typically
<1000—hut these followers tend to be highly engaged and
supportive of the influencer [28]. Microinfluencers range
between 1000 and 40,000 followers, most of whom are also
highly engaged and often devoted to the influencer [28].
Macroinfluencers, with followers ranging from 40,000 to 1
million, and mega-influencers, with >1 million followers, are
often more expensive to work with than other influencer
categories[28].

Often, abrand chooses to pursue a partnership with an SM1 as
a way to leverage the influencer's audience of followers
interested in the influencer's area of specialized knowledge
[25]. Perceived as credible, trustworthy, authentic, and
accessible by their followers [24,25] and intentional about
engaging with followers in the social media environment [27],
SMIshave higher rates of message responsivenessthanabrand's
own marketing messages [29]. In addition to content that
displays expert knowledge, influencers often express
vulnerability by sharing personal content with their followers,
who in turn feel emotionally connected to either the message,
the influencer, or both [24,26].

Social Media and Health Behaviors

The Centersfor Disease Control and Prevention [30] report that
6 in 10 Americans have at least one chronic disease, and 4 in
10 have 2 or more. Most chronic diseases require patients to
practice self-management, which includes taking prescription
medications. Patients who seek out medical advice beyond their
primary care physician frequently turn to theinternet and other
patients for answers and social support. A trusted source of
web-based health information is online health communities
(OHCs). OHCs are a space where patients exchange specialized
health and medical information, promote health literacy, interact
with a community of shared experience, and gain experience
with self-efficacy [31-33]. Simply, self-efficacy is one’s belief
in their ability to perform a health behavior [34]. Self-efficacy
is the foundation for motivation and accomplishment; unless a
person believesthat an action will produce the desired outcomes,
there is little incentive to act or overcome challenges.
Self-efficacy influences the practice of healthy behaviors,
cessation of unhealthy ones, and the maintenance of behavior
changes regardless of obstacles [35]. Self-efficacy has been
used to predict self-management behaviors across chronic
diseases [36]. Often, patients seek out OHCs to engage with
topics not addressed in their physician’s appointment and learn
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self-management behaviors from others. Several factors cause
patients to seek out health information on the web, including
decreasing time spent with aphysician, dwindling health literacy
among the general public, technology barriersand accessissues,
lack of adeguate health insurance, and the need for socia support
[31,37-39]. Owing to these inefficiencies, patients often rely
on web-based health information to bridge the gaps. This
web-based health information—seeking behavior has created a
trend of participatory health care that promotes self-efficacy,
which allows patients to advocate for themselves and their own
treatment experience. In addition, social support is often a
contributor to self-efficacy. For example, online communities
allow patients with other chronic diseases to share their stories
and experiences of their disease. Through the collective sharing
of personal experiences, other patientsreceive moreinformation
about their disease, care options, self-management
recommendations, and advice from other patients [40,41].

OHCsfrequently include opinion leaders, and sometimesthose
translate to patient influencers on socia media platforms. A
crucial tenet of influencer content is the perceived connection
between SMIs and their followers. Often formed through a
combination of vulnerability-laden content and SMI-follower
interaction, this connection leads to a perception of similarity
between the SMI and their followers, which also leadsto higher
levels of perceived authenticity [26,42,43]. Scholars refer to
“emotional ties’ that connect the influencer and followers; this
“emotional investment” is key in building online communities
[24]. Participating in an online community, especially one
centered on health topics and helmed by an influencer perceived
as an expert on said topic, can shape followers' attitudes and
behaviors [43]. It can also lead to positive outcomes related to
enhanced social support and improved digital health literacy
and self-advocacy [31-33].

Health Belief M odel

TheHeadth Belief Model (HBM) wasinitialy devised to explain
which beliefs should be addressed by health-promotion efforts
aimed at changing negative behaviors among targeted audiences
[44]. The model has been used to predict broad health-specific
preventative behaviors, self-management actions, and clinic use
rates [45-47]. The HBM consists of 6 constructs that offer an
evaluative model for measuring messages that motivate behavior
or identify potential intervention pointsin situations where the
behavior change initiative is not working effectively. The
constructs are perceived susceptibility, perceived severity,
perceived benefits, perceived barriers, cues to action, and
self-efficacy [48]. The first 4 originated from the initial
conception of the HBM; the final 2 were contributions from
Social Cognitive Theory [49]. The first is perceived
susceptibility, a subjective valuation of the person’s perceived
risk. Second, perceived severity estimates a person’s feelings
regarding the seriousness of the risk and its effects on medical
conditions, such as mortality or prolonged illness, and social
relationships, such as familial well-being and access to the
community. Third, perceived benefits are a person’s appraisal
of the effectiveness of prescribed actions to reduce the risk of
disease or death; this construct also considers susceptibility in
accepting recommendations. Fourth, perceived barriers factor
in obstacles to the adoption of recommended health actions,
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such as expenses, unexpected hazards, convenience, and time.
Fifth, cues to action count the stimuli required to choose and
accept the recommended action. Finally, self-efficacy measures
an individual's perceived capabilities and confidence in
implementing adiscipline of action that supportsthe proscribed
behavior changes [49].

Originally developed in the 1950s, the HBM was conceptualized
to explain patient engagement in one-time health behaviors such
as cancer screening or immunization [50]. Later, the model was
applied to long-term health behavior change such as chronic
disease self-management, smoking cessation, and medication
adherence [51-53]. The HBM has been used to create effective
interventions to change health-related behaviors by targeting
specific constructs of the model [54,55]. The last 2 constructs
of the HBM were proposed because of the mounting evidence
in psychology research on differences in individual
decision-making and the influence on health behaviors [48].
Cues to action are necessary for prompting engagement in
positive health behaviors and can beinternal (eg, physiological
cues) or external (eg, media and physicians). Research
recognizes that patients confidence in their own abilities to
effect change in outcomesiis critical to health behavior change
[48].

Overall, thisstudy applied the constructs of the HBM as patient
influencers disseminate content to communities of followers
who are actively seeking health information. As younger
generations are heavily influenced by social media content
[56,57] and more people look to social media and blogs to fill
gaps in health care [58], it makes sense that patient influencers
have become a credible source of patient information. No
research has examined how paid partnerships between patient
influencers and pharmaceutical companies are perceived by
other users or even what content is being disseminated.

DTC Pharmaceutical Advertising and Health Literacy

The Food and Drug Administration defined DTC advertising
as apharmaceutical company’s efforts to promote prescription
drugs directly to patients [59]. DTC is one of the largest
spending categoriesin US advertising, totaling US $6.58 billion
in 2020 [60]. There are arguments for and against the
effectiveness of DTC advertising. For example, advertising
often places heavy emphasis on emotiona appea without
providing more comprehensive health information. In addition,
languageis often too complex and supersedesthe reading skills
of the general population [17]. According to recent research,
between one-third and one-half of all patients lack the skillsto
follow instructions related to their medications [61,62]. Health
literacy enables patientsto find and understand the information
so they can then use it to discuss treatment options and care
with their physicians[62]. Most adultsin the United States have
intermediate health literacy skills, whereas more than one-third
have basic or bel ow-basic skills[63]. This means that common
health behaviors such asreading and understanding prescription
medication labels are difficult for many Americans. Higher
levelsof health literacy allow patientsto advocate for themselves
asapatient’s health choices are often adirect indication of their
health knowledge [64].
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Not only isDTC advertising lacking the appropriate context for
those who have low health literacy, but it also underrepresents
alarge portion of the population. In a content analysis of DTC
advertisements [17], the dominant ethnicity in most DTC
advertisementswas White (48%), followed by African American
(19.5%), Hispanic (7.3%), Asian American (2.4%), and other
(9.8%). Aninequitablerepresentation in DTC advertising leads
to alack of self-identity among patients who may be looking
to pharmaceutical messaging for validation and information
[17]. Often missing too is the understanding of health literacy
in abroader context of socioeconomic and cultural differences
among patients [65]. Culture plays arolein lifestyle and diet,
for example, and in the management of chronic diseases.

Research shows that those with lower health literacy often turn
to television, social media, blogs, and celebrities for health
information. Scholars conducted a web-based survey (N=600)
to assess participants’ health literacy, the sources used to obtain
health information, and the level of trust in the health
information sources[38]. Participantswith lower hedlth literacy
were less likely to trust health information from health care
professionals but more likely to trust social media and
celebrities. Therefore, this study sought to understand the role
of patient influencers in communicating health literacy and
information on pharmaceutical medicationsto other patientson
social media

Methods

Owing to the lack of published literature on patient influencers,
this study used in-depth interviewsto expl ore this phenomenon.
Scholars argue that in-depth interviews provide much more
detailed information than what other data collection methods
yield [66].

Ethics Approval and Informed Consent

This study was approved by and complied with the ethical
standards of the University of Colorado Boulder institutional
review board for human participant research (21-0472).
Informed consent was obtained verbally from each participant
before the interview, and participants agreed to the research
team’s analysis of the data. Participants were paid US $50 for
taking part in the study. Owing to the nature of this study, the
interview data were not considered sensitive and, therefore,
were kept confidential in a web-based storage folder that was
only accessibleto the research team. To protect the participants
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confidentiality, names were not used in reporting direct quotes
from the interviews.

Participant Recruitment

The researchers reached out to Health Union to help identify a
sampleof patient influencers[8]. Health Unionisadigita health
company that connects patients with health care opportunities.
Initially, Health Union provided a curated list of patient
influencersto interview. The criteriafor participation were being
aged =18 years, being diagnosed with a disease or hedth
condition, and using social mediaplatformsregularly to discuss
health and collaborate with brands. Next, the authors invited
patient influencersto participatein the study viaemail. We then
used snowball sampling to recruit more patient influencers to
participate in the study. Snowball sampling is when existing
study participants refer future participants for research [67].

This study is part of alarger project using an interview guide
that included a range of topics such as social media practices,
logistics of being an influencer, considerations for brand
partnerships, and views on the ethical nature of patient
influencers. Refer to Multimedia Appendix 1 for the interview
guide. This research focused specifically on the following
guestionswithin theinterview guide: What brands do you work
with? How did those relationships come about? Do people ask
you for hedth information on drug brands, products, or
treatments? How do you handl e those requests? What are your
thoughts on representing pharmaceutical drugs and the power
dynamics of this relationship? How do your followers factor
into this power dynamic?

Ultimately, the purpose was to understand how patient
influencers communicate heath literacy related to
pharmaceutical medications to their followers. In total, 26
in-depth interviews were conducted via Zoom (Zoom Video
Communications) or phone: 18 (69%) were with women, and
8 (31%) were with men; 17 (65%) participants were White, 4
(15%) were Hispanic, 4 (15%) were African American, and 1
(4%) identified as Asian American. The participants had been
diagnosed with various conditions, including lupus,
fibromyalgia, Parkinson disease, asthma, and HIV. Refer to
Table 1 for participant descriptions. A total of 26 interviews
was deemed sufficient because of the saturation of data [68].
Interviews were conducted during March and April of the 2022
calendar year. The interviews lasted 72 minutes; the authors
analyzed the transcriptions of the recorded interviews.
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Participant 1D Sex Race or ethnicity Disease or condition
Participant 1 Female African American Diabetes

Participant 2 Female White Celiac disease

Participant 3 Female White Epilepsy

Participant 4 Female African American Lupus

Participant 5 Male White Prostate cancer

Participant 6 Female White Rare disease

Participant 7 Male White Irritable bowel syndrome
Participant 8 Female White Fibromyalgia

Participant 9 Male White COPD?

Participant 10 Male Hispanic HIV and anal cancer
Participant 11 Female White Multiple sclerosis
Participant 12 Female White EDS?, MCAS®, and POTSY
Participant 13 Male White FOP®

Participant 14 Female White Perimenopause, menopause, and postmenopause
Participant 15 Male Hispanic Asthma

Participant 16 Female White Chronic migraine
Participant 17 Female White Chronic migraine
Participant 18 Female Hispanic Psoriatic arthritis
Participant 19 Female Hispanic Parkinson disease
Participant 20 Female White Cystic fibrosis

Participant 21 Male African American Diabetes

Participant 22 Female Asian American Pulmonary arterial hypertension and congestive heart failure
Participant 23 Female African American Multiple myeloma
Participant 24 Female White Rare disease

Participant 25 Female White Lupus

Participant 26 Male White Friedreich ataxia

&COPD: chronic obstructive pulmonary disease.
bEDS: Ehlers-Danlos syndrome.

°MCAS: mast cell activation syndrome.

dporTS: postural orthostatic tachycardia syndrome.
€FOP: Fibrodysplasia ossificans progressiva.

Analysis of Data

The analysis was conducted during and after data collection. A
researcher conducted all the interviews and made initial notes
for analysis. All the researchers then systematically analyzed
the transcripts through the data analysis procedures by Miles
and Huberman [69]: datareduction, datadisplay, and conclusion
drawing. First, the researchers coded interview transcriptsfrom
the 3 questions of interest using the constructs of the HBM in
data display [48]. Refer to Multimedia Appendix 2 for an
example of data display. The constructs were operationalized

https://www.jmir.org/2023/1/e41867

in terms of information sharing or the information landscape
related to a particular disease or condition. Textbox 1 presents
the HBM and the final themes of the study.

There were few discrepancies among the researchersin coding
the data, and any disagreements were discussed together and a
resol ution was achieved. Researchersthen merged rel ated codes
into common themes. This process was done over time through
in-depth discussion and reflection on the data and the HBM
constructs. To ensure reliability and validity, the research team
had regular debriefing sessions to discuss the data [ 70].
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Textbox 1. Health Belief Model constructs and final themes.

Williset &

«  Perceived susceptibility

«  Understanding disease through experience

o Perceived severity

«  Understanding disease through experience

o  Perceived benefits

»  Staying informed on the science or field

o  Perceived barriers

«  Staying informed on the science or field

o Cuestoaction

«  Suggesting that physicians know best

o  Sdf-efficacy
«  Suggesting that physicians know best

Results

Overview

This study interviewed patient influencers to understand how
they communi cate health literacy on pharmaceutical medications
on social media to their followers. The HBM guided our data
analysis and the development of the findings. The HBM
constructs help researchers identify specific factors that
influence behavior. As patient influencers are a new
phenomenon, it was our goal to identify how health literacy on
prescription medications and pharmaceuticals is being
communicated on social media. A total of 3 themeswere found:
understanding disease through experience, staying informed
on the science or field, and suggesting that physicians know
best. Each themeisdiscussed in detail in thefollowing sections.

Under standing Disease Through Experience

All the participantsinterviewed (26/26, 100%) had been living
with their condition or disease for several years and thought of
themselves as “expert patients’ and “well-versed in the
healthcare system.” A few participants (3/26, 12%) could be
considered “pioneers’ inthe OHC and patient influencer space,
having been active both on the web and offline in their disease
communities for decades. Some members (10/26, 38%) were
actively involved with nonprofit organizations related to their
condition or disease, organized face-to-face and web-based
support groups, and raised money for research. Other patient
influencers (3/26, 12%) were active in OHCs long before the
advent of social media

The interviewed participants wanted to help others access
information that “ wasn’t availablewhen | wasdiagnosed.” Many
welcomed the engagement from their communities, encouraging
followers to ask questions or share their own experiences. A
total of 23% (6/26) of the participants mentioned using hashtags
on Instagram and TikTok so others might find and locate their
content. Most patient influencers (24/26, 92%) shared content

https://www.jmir.org/2023/1/e41867

so others would not be susceptible to a lack of information or
education. Participants reported being contacted by other
patients very frequently, some of whom were searching for
answers and others who had been recently diagnosed or were
struggling to find the right treatment. In several cases, racial
minority group participants wanted culturaly appropriate
information that was relevant and helpful to “ people like me”:

| spent a lot of time looking for diabetes information
that related to me—an African American woman from
the South. How to eat. How to cook. How to manage
diabetes. And, | didn't find much. So in 2012, |
created the website blackdiabeticinfo.com because |
wanted to see an African American that had diabetes
that was smiling...| did not see what | needed, so |
created it. [Participant 1]

Another participant discussed the lack of resourcesin her region
and felt that online patient communities bridged that gap,
allowing her to listen to the medical advice othersreceived from
physicians and what others in different regions and countries
are learning about the disease:

No one knows everything so social media bridgesthat
gap to where you get to learn, you know, learn a lot
more stuff. Learn and meet new patients and what
their experiences are, because you know, like with
S_E...You can have ten patients with the same thing,
but it affects each person differently. You are able to
speak to survivorsin L.A. or New York or out of the
country. It allows you to kind of hear, Okay, what are
their doctors recommending, and how is it affecting
them? What are some things that they try?...I think it
bridgesthe gap and it kind of uncoversthe blind spots
that we might have had before social media was such
a big thing. [Participant 4]
In total, 58% (15/26) of the patient influencers acknowledged
that the disease experience differs for everybody, so they felt
compelled to share their journey on the web. Documenting what
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itisliketo have achronic disease or rare health condition serves
multiplefunctionsfor these patient influencers. Repeatedly, the
patient influencers interviewed mentioned wanting to raise
awareness and shareinformation about their disease or condition
to normalize disability and create conversations about such
issues:

Thereason | started talking about HIV in person and

then took it to social media when | had the chance

was becausethere'sstill not alot of talk about Latinos

and HIV in the community. Back in 2000, when | was

diagnosed and | started volunteering, for every one

pamphlet that was in Spanish, there were 20 in

English. And so we were so underrepresented, and

there was not enough information. And when there

was information, it was not culturally

appropriate...Latinos, we don't talk about HIV and

AIDS. Latinos, we don’t talk about anal cancer or

anything having to do with the butt. And especially

when men have to go get checked, screened—they're

not going to do it...It's important for me to get the

word out. [Participant 10]

That's the whole point is to educate. It's like | want
to be giving facts about things, but at the same time,
| just want to tell what real lifelookslikeinit. | think
there's just so much stigma around migraines
specifically. [Participant 16]
A total of 19% (5/26) of the influencers reflected on the
loneliness following diagnosis and did not want others to
experience that feeling:

Therewas nobody providing virtual support...So many

people are excluded from seeking support because

they have a geographical disadvantage, a physical

disadvantage, or they may even have a social

disadvantage and not want to be in aroomwith a lot

of people. [Participant 5]
A few patient influencers (4/26, 15%) had “a method to the
madness’ related to what content was shared and operated more
strategically than others. However, most patient influencers
interviewed (22/26, 85%) posted on a whim—when something
was happening in life, they thought that others would be
interested.

In addition, participants shared their disease journey to motivate
others to strive for a better quality of life. Often, patient
influencers share content related to disease self-management
behaviors, for example, exercise tips, insurance barriers with
prescription medications, diet, and nutrition information:

We are the CEO and stakeholder of our health. And,
despite all the barriers and obstacles we might come
across, we dtill have control to navigate our
health—whether we are 100% healthy or not. We do
have some control in that our overall health status
and how we approach it really can affect the outcomes
of our life...\\e already have a negative experience
with our health if we're chronically ill. So we have a
choi ce where we can compound it and make it worse
with our choices or mindset, or try to make it a little
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bit better by making better choices and improving
our mindset. [Participant 8]

As patient influencers share day-to-day content fromtheir lived
disease experience, followers from the community can
engage—noat only with the patient influencer but a so with other
patients from the disease community. As aresult, patients can
see the similarities and differences in their disease state and
quality of life:

The treatment | went through was very difficult. And
within six months of being on that treatment, | realized
| needed to advocate. Because it didn’t need to be as
difficult asit wasif the medical community wastuned
in to what was happening. [Participant 5]

My advocacy began in the hospital. | wrote my first
blog there. It was my way of letting my friends know
what happened. | did not have the emotional
bandwidth to tell everyone what happened. From
here, they were like if this could happen to you...who
works out...the tofu-eating one, this could happen to
any of us! [Participant 1]
Petients have immediate accessto othersand can receive instant
information or engagement. Some patient influencers (5/26,
19%) referred to their followers as “family” or “friends’ and
felt a sense of responsibility to help and encourage others. As
the patient influencers had been active on various platformsfor
many years, archived content is availableto followers, new and
old.

Staying I nformed on the Science or Field

Patient influencers reported staying up-to-date on research and
pharmaceutical medication development. However, whether
the patient influencer shared information about pharmaceuticals
and in what way was unique to each participant interviewed.
For example, 15% (4/26) of the participants said that they shared
news releases from pharmaceutical companies with their
followers if the information was relevant to the community.
Other patient influencers (3/26, 12%) read medical studiesand
shared the results in laypeopl€e’s terms on their social media
platforms. Sharing this type of information was not prompted
by sponsorships or payments from a brand or organization.
Instead, the patient influencers wanted to be credible to their
followers, which meant staying informed on the latest science
inthefield:

| feel like | have a unique skill set where I’'m not
trained in the neuroscience of migraine, but | can
read peer-reviewed research and get the gist of it,
minusthereally technical sort-of-science-y parts. o,
| can read it, and when it's a clinical trial, |
understand the treatment control. | understand how
to kind of break it down and explain to people what
the limitations of different types of research are. |
don't feel like even doctors do that very well for us
and certainly not the researchers who are trying to
sharetheir information. And so, | guessthat’s sort of
why | do what | do and what | try to do. [Participant

17]
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Owing to the awareness and familiarity of many patient
influencers within their respective disease communities, it was
essential to their credibility and reputation to share only valuable
information with their followers:

I think [followers] would like to get authentic and

genuine information. Information that isn't biased.

It's not promotional. | think that's a big thing that |

look at other people’s posts and | can really piece

out something that is not very genuine and not

authentic. So | think it’'s really important to try and

maintain authenticity. People really first have to

believe in what they're sharing and do the same,

right? Soif they' re promoting something, they should

be using it and believe it works. It's not just for the

money. [Participant 20]
Although many (18/26, 69%) reported working with for-profit
brands and pharmaceutical companies, patient influencers felt
protective of their communities; they wanted only to benefit
followers and support them throughout their disease journey.
Therefore, patient influencers were careful never to overstep
and “leave my patient lane” (Participant 2).

In total, 19% (5/26) of the patient influencers interviewed did
not share any information on pharmaceutical medications.
However, severa of the participants interviewed (4/26, 15%)
had strong opinions about patients sharing pharmaceutical
information:

| think I’ve sort of set an unofficial tone or rule that
| don't affiliate with any pharmaceutical companies.
| know there are other migraine advocates,
influencers who will partner with pharmaceutical
companies, and | don’t do it on the advertising end,
but | have said | will work with them on the research
end if they want to involve meiin, if they are doing a
survey if they want advising on clinical trial design,
if they want to...That part, fine. | will not push their
medications. [Participant 17]

A total of 15% (4/26) of the patient influencers did not take any
prescription medications or had moved off of pharmaceuticals
to more natural remedies or regimens. Still other patient
influencers (19/26, 73%) would only discuss medications they
had experience with, whereas afew (3/26, 12%) would discuss
any prescription medication with their community to assist in
decision-making. In addition, many influencers (14/26, 54%)
referenced the “love-hate” relationship that patients sometimes
have with pharmaceutical companies, whereas others (6/26,
23%) applauded the patient-centeredness of some pharmacy
brands.

The patient influencers interviewed who took prescription
medications (20/26, 77%) often shared their experiences (if
asked) with their community of followers. For many patients
with chronic diseases, prescription medications are part of
managing the disease symptoms. Therefore, much of the
information shared on pharmaceuticals is related to symptom
management (eg, pain and “flares’) and daily living (or quality
of life) or side effects experienced as aresult of using the drug:
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| tell them my experience. My whole thing is
experience...My response s, if your physician thinks
you should try it, try it. Hereis how it affected me...I
don’t push people on anything. But, | do make people
aware of the side effects. [Participant 1]

Several patient influencers (6/26, 23%) said that in-depth
conversations about prescription medications often took place
in direct messages. Thisway, the conversation was kept private,
away from the larger community.

Some of the patient influencers (8/26, 31%) discussed obstacles
that other patients often encountered and wanted to discuss,
including communication with their physician, finding theright
specialist, prescription medications, and self-management
behaviors:

There'salot of information on how to cope. There's

a lot of information about illness and treatment. It's

very difficult to cope every day. [Participant 3]
All the patient influencers interviewed (26/26, 100%) were
empathetic and expressed compassion for other patientsin their
community. Asthe patient influencersfelt like* expert patients,”
they wanted to mentor and advocate for others:

| hopethat by being an advocate, I’ mableto influence
people to take charge of their health, their bodies.
[Participant 10]

Everyone just needs to know that they're not alone
and that they're not crazy in this. [Participant 16]

Patient influencers can validate the physical and emotional
feelings other patients are experiencing related to their disease.
For many with chronic diseases, finding the proper treatment
isoften challenging, and sometimes, physiciansdo not havethe
answers:

I think people come to Twitter when you've gotten
dismissed by your doctors, or your doctor’s kind of
run out of ideas. There's a big need for better
headache and migraine care. [Participant 17]

The patient influencersinterviewed were willing to help others
find the information, resources, and answersthey were looking
for, which is missing from the health care system:

I [will] post about my treatments. | post a lot about
the funny thingsthat happen at doctor’ s appointments
and thingsthat have happened from diagnosisto now,
pre-diagnosis. | [will] talk about medical gaslighting.
| talk a lot about bad doctors because I’ ve had a lot
of those. [Participant 22]

| feel like I'm really empathetic in that | can

understand how this diagnosisreally rocks your world

and changes everything. And then you don’t know

where to start. | try to really be reassuring and also

provide resources, science resources. I'll provide

them links and I'll provide them [with] studies. And

| do all this because | know that it can be really a

life-changing diagnosis and be scary. [Participant 2]
Patient influencers believe in their mission to advocate for and
educate other patients on disease self-management.
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Suggesting That Physicians Know Best

Despite having different approaches to discussing
pharmaceutical medications, the patient influencersinterviewed
al deferred to physicians, telling followers that they should
“talk to their doctor.” Depending on the disease or condition,
various plausibletreatments exist in different disease categories,
so the patient influencers knowledge of pharmaceutical
medications differs significantly. Unanimously, all patient
influencers (26/26, 100%) agreed that they would not give
medical advice but instead prompt the patient to contact their
physician with questions about prescription medications:

It'smorelike, Don't give other people medical advice.
You can share what’swor ked for you, but no one here
is a health professional so you can’t say, “ Oh, you
shouldn’t be taking 25 milligrams of that, you should
be taking 50" Talk to your doctor. We have rules
about thingswhen it comesto talking about treatment
stuff. [Participant 17]

Depending on what is needed, the patient influencer is able to
offer some kind of cueto action. Maybe that isadirective such
as “talk to your doctor,” but it could aso be a nudge of
encouragement or asuggestion for practicing self-management
behaviors. All the patient influencers (26/26, 100%)
acknowledged that illness and disease present differently for
every patient and that it was outside their expertise to offer
medical guidance. They aso noted that self-management
behaviors such asdiet and exercise hel ped immensely with their
quality of life:

..I have to reiterate, “1 am not a doctor, I'm not
giving you medical advice. This is my experience;
and that’sit. I’ m giving you my experience with this,
thisis my opinion...I always start with, “ You should
talk to a doctor, but thisiswhat | think? [Participant
22]

| won't diagnose anybody. | won't say, “ That's IBS’
or “ That's not IBS” | will say, “ You definitely have
symptoms related to IBS. Have you spoken to your
physician about this?” | think it's really important
that people are diagnosed correctly because so many
different conditions have overlapping symptoms.
[Participant 7]
In total, 19% (5/26) of the influencers did not share any
prescription drug information simply because they thought it
was inappropriate and borderline unethical. Others would only
share their experiences with medications they had been
prescribed and had taken:

Thisismy honest recommendation, but you know, not

to make any decisions based on my information. Talk

to the primary care doctors. I’ mnot giving them, you

know, the treatment plan or medical advice. Just my

experience. [Participant 19]
Although none of the patient influencers reported negative
experiences with followers and their community, they were all
consci entious about promoting medications. In addition, several
(5/26, 19%) referenced the strict government regulations
regarding pharmaceutical advertising.
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A total of 12% (3/26) of the patient influencers interviewed
pursued further training in advocacy; they noted that patient
advocates “are not allowed to give medical information” and
should guide followers to seek counsel from their physicians.
All the patient influencers interviewed (26/26, 100%) wanted
to empower other patients to “live better” and “be actively
involved in their own health”:

It's more valuable information to make better
healthcare decisions for themselves and just be more
empowered in their own care. It's overall a general
improvement and under stand of how healthcareworks
and how they can take ownership of their health and
make more informed decisions together with their
doctors. [Participant 20]

Intotal, 62% (16/26) of the patient influencers mentioned during
the interview that they ultimately wanted to empower othersto
be better patients, ask better questions, and make better choices
toimprovetheir daily lives. The patient influencers understood
that diseaseis complex and many factors contribute to patients’
well-being:

| hope that people will keep mein mind. Not just the
content—although that's important—but also the
quality and the voice | used for them. | hopethat they
fedl less alone and less afraid and more inspired to
go out and live the best quality of life they can within
their abilities. [Participant 11]
Our overall health isgoing to determine a portion of
our lives when you have a chronic condition; it's
always going to be there. But there are other aspects
of health or thingsthat | can do to manage and kind
of have more days of functioning. The other half is
looking at our mental well-being becauseif you have
a negative mindset—that does impact health.
[Participant 8]

The patient influencers interviewed wanted to motivate action

in other patients and facilitate positivity.

The patient influencers mentioned that, as they had so much
experience with illness and disease, they could “try and see
what does and does not work.” They then felt confident in
sharing these experiences with other patients to help them in
their disease journey:

Really, my goal is to bring empower ment to patients
so they can utilize these tools and resources to
improve their own health in some way. [Participant
20]

A few patient influencers (4/26, 15%) understood the burden
of responsibility from being so public with their diseases and
took great care in serving as “expert patients’ and community
leaders. All the patient influencers interviewed (26/26, 100%)
talked about the need for honesty and transparency in their role
and how authenticity made them more credibleto their followers
and the broader disease community:

| really just want to make sure that my audience
knows that it's just what I’'m doing because | would
hate to give bad advice or anything like that...I don’'t
want to be telling anyone to do anything and kind of
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let them have their own choices because that
responsibility is big. | don’t want anyone to have an
allergic reaction or anything to happen, so | just
really want to make sure that everyoneis making their
own decisions. [Participant 16]

When information addressed pharmaceutical medications, the
patient influencers were consistent in their responses to
followers. “What worked for me may not work for you.” Patient
influencers again referred community members to their
physicians as experts on prescription drugs.

Discussion

Principal Findings

In this study, we interviewed patient influencers to understand
how they communicate health literacy on prescription
medications to their followers. With many Americans living
with chronic diseases [30], it is important to consider the
peer-to-peer health information exchanged on self-management
behaviors, including pharmaceutical medications. We
interviewed 26 patient influencers across “ disease categories’
who had varying levels of experience with pharmaceutical
medications. Using the constructs of the HBM to guide the
analysis, 3 themes were identified: understanding disease
through experience, staying informed on the science or field,
and suggesting that physicians know best.

The patient influencers used social mediato share content related
to their health—"me just getting through my day.” All the
influencers (26/26, 100%) were motivated by their own
experiences after diagnosis, not having had enough accessible
and culturally appropriate information. One of the inclusion
criteriafor this study wasthat the patient influencers collaborate
with brands. All the participants (26/26, 100%) collaborated
with brands, but not al of those relationships were paid or with
pharmaceutical companies. More than half (18/26, 69%) of the
influencers interviewed collaborated with a pharmaceutical
company in some way: serving on advisory boards, speaking
to physicians and researchers, or communicating with key
audiences. Although the way patient influencers communicated
about pharmaceutical medications differed, as did how they
responded to questions about specific drugs, it was agreed
among the sample that drug information should only be shared
if the patient influencer had direct experience with the
medication. When patient influencers communicated about a
particular medication, it was usually related to side effectsthey
experienced or “how it worked for me” Many of the patient
influencers (20/26, 77%) mentioned using hashtags asaway to
“help others find me’ and their specialized content. The
remaining influencers (8/26, 31%) collaborated with nonprofit
and advocacy organizations or worked with health and medical
brands (eg, diabetic socks).

Patient influencers spoke to other patients as expertsin disease
management after having lived with their condition for such a
long time, many experiencing hospitalizations, joint
replacements, and insurance challenges, among other things.
Ashealth care constraints motivate patientsto turn to the internet
and social media for health information, platforms such as
Instagram and TikTok climb in popularity [57]. Often, patients
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seek other patients’ experiences and knowledge as an additional
avenue for social support and validation. Several of the
participants (4/26, 15%) talked about “medical gaslighting” and
the negative experiences they had had with the health care
system. Asaparticipant said, “ Doctors don’t know everything.”
Researchers point out that brands leverage influencers
reputations and specialized knowledge to influence purchase
behaviors in target audiences [25]. Similarly, pharmaceutical
companies collaborate with patient influencers for their
specialized knowledge and influence on their community of
followers.

In total, 77% (20/26) of the patient influencers who did share
their experiences with pharmaceutical medications with their
community of followers agreed that transparency waskey. They
did not want to work with apharmaceutical company if it would
restrict their messaging. The patient influencers wanted to be
an accurate, trustworthy source for their followers and did not
ever want to mislead other patients. The patient influencers
understood that everybody—and every medication—isdifferent.
Many patient influencers interviewed (15/26, 58%) researched
disease topics, new pharmaceutical medications, and research
trials. Patient influencers wanted to share this type of health
information so that other patients could become educated and
make positive health decisions. Followers often develop an
emotional connection through the influencers’ shared content
[24,26]. The emotional connection between the patient
influencers and followers has not yet been studied. However,
it stands to reason that the emotional connection might be
stronger than the typical follower-influencer relationship,
especiadly in nano- and microinfluencer communities where
followersreceive higher social support from those with the same
chronic disease.

Thisproject applied the HBM to the dataanalysisto understand
how patient influencers communicate health literacy on
prescription medications. The 6 constructs in the HBM are
perceived susceptibility, perceived severity, perceived benefits,
perceived barriers, cuesto action, and self-efficacy [48]. Asall
the patient influencersinterviewed (26/26, 100%) discussed the
lack of information available after their diagnosis, they did not
want others to be susceptible. The lack of information had
transformed the patient influencers' lives and affected their
treatment decision-making. The patient influencers create and
sharethetype of content they “ could have used along time ago.
| want other patients to have that information.” They often
sought to minimize the loneliness they initially felt regarding
their health care. Social media channels allow patients to
self-compare with patient influencers and “ see and hear what
I’mdoing.” Some patient influencers (10/26, 38%) shared their
experiences—positive and negative—with pharmaceutical
medications, often occurring out of sight via direct messages
that are not visible to the whole community. The patient
influencers shared their challenges and perceived barriers with
their community of followers. Discussing common, shared, or
potential barriers to treatments and disease management helps
other patients navigate their health care journeys and provide a
place for socia support. The patient influencers frequently
discussed wanting to help other patients overcome their
challenges and “to live a good life with this disease” There

JMed Internet Res 2023 | vol. 25 | 41867 | p. 10
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH

were several cues to action communicated by the patient
influencers, including prompting other patients to learn about
treatment options and talk to their physician for prescription
drug information. Over and over in the interviews, we heard
the following from patient influencers: “What works for me
may not for you.” These patient influencers were adamant about
not giving medical advice, nor did they want their followersto
misconstrue experience for advice. A few of the patient
influencers interviewed in this study (3/26, 12%) mentioned
completing patient advocacy training and knew not to overstep
government regulations. All the patient influencers (26/26,
100%) wanted to help their followers and rai se awareness about
the disease by providing a safe and supportive community.
Despite enduring many heath chalenges, these patient
influencers  expressed sdf-efficacy to engage in
self-management and “take care of my health.” By sharing their
success, patient influencers may increase their followers
self-efficacy to practice self-management, including medication
adherence.

Patient influencers are domain experts and share content with
followers; however, they are not consistently compensated for
their efforts. Often, pharmaceutical companiescall upon patient
influencers to share their personal experiences with advisors
and other stakeholders. These patient influencers share their
disease experience for the benefit of others. As many patient
influencers are also active in OHCs, they have developed
reputationsin their “ disease category”; other patientsview them
as knowledgeable. Their specialized content makes their
communities of followers often close-knit and very active.

Similar to traditional DTC advertising [ 71,72], the phenomenon
of patient influencers raises ethical questions that need more
investigation. In away, patient influencers areinteractive health
education agents who may also share prescription medication
information. They can break down complex health information
based on expertise and experience and mitigate the loneliness
and isolation that other patients may feel without the support
of acommunity. In addition, patient influencers are able to meet
other patients on their disease journey as they frequently have
shared experience. Patient influencers discuss perceived benefits
and barriers according to their own knowledge and experience,
offering their experiences with disease symptoms and
medication side effects. Although patients can compare and
contrast, physicians are the gatekeepers of prescription
medications and other medical treatments; therefore, it is
important for patientsto advocate for themsel ves and understand
their disease and treatment options. Patient influencers help
facilitate self-efficacy for other patients to talk to their
physicians and seek a high quality of life.

The effects of the practice of patient influencers are not yet
understood. Asthisisanew and rapidly growing phenomenon,
little research has examined patient influencersin the academic
literature. Consumer perceptions and what they have
experienced directly or indirectly about a brand influence
behavior [9]. SMIs have not slowed in popularity and continue
to be lucrative marketing investments [6]. Pharmaceutical
companies have quickly adopted social mediastrategiesto target
and connect directly with patients, shape consumers brand
perceptions, and build relationships with younger audiencesin
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niche market segments. The current status of health literacy in
the United States is concerning, especialy coupled with the
digital literacy of younger generations [16]. However, patient
influencers potentially bridge a gap in the health care system
and offer information and advice in laypeople’'sterms or in a
way that is culturally relevant; frequently, thereis an exchange
and opportunity to ask questions when patient influencers
connect with other patients on the web without fear of stigma
or shame. Many chronic disease self-management education
programs use peer educators to deliver the curriculum or
program [36], and so, perhaps patient influencers provide
opportunities to reimagine patient education and health
education programs.

Limitations

This study is not without limitations. We conducted in-depth
interviews, and qualitative data cannot be generalized. Our
participants were ethnically diverse and were diagnosed with a
range of chronic diseases and conditions. No generalizations
based on ethnicity or specific disease can be drawn from the
data. The snowball sampling method is also limited in that
participants are from the same network.

Future Research

Future research needs to define “ patient influencers’ and their
particular characteristics and attributes compared with what we
typically think of as SMIs. Morework needsto focuson diverse
patient populations or specific disease categories. Future
research should seek to test the effectiveness of patient
influencers in improving self-management behaviors and their
influence on patients treatment decisions. Research should
investigate how pharmaceutical companies determine which
patients to work with and the nature of compensation. Finally,
further work should examine the regulations related to social
media marketing of prescription drugs and the monitoring of
content.

Practical Implications

There are several theoretical and practical implications of this
research. With regard to the HBM, this study adds to our
understanding of peer-to-peer communication regarding
pharmaceutical medications. Although patients are exchanging
“lived” experiences of specific medications, including side
effects and disease symptoms, there is potential for patient
influencers to engage in health education and promotion. As
data analytics processes improve, there may be opportunities
to use web-based patient datato better predict self-management
behaviors. There are aso severa practica implications.
Nonprofit and health organizations may collaborate with patient
influencers to disseminate targeted health information so asto
improve health literacy in specific patient groups. Health
education and promotion might be designed to take advantage
of the digital and social media platforms available, including
the patient communities actively using these channels. Finally,
more government attention needs to be paid to this new
phenomenon of patient influencers and how this practice is
being implemented.
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Conclusions

Patient influencers may be a viable option to address issues
regarding diversity and health disparities and clinical trial
representation and access. Patients have been on the web
exchanging health information for decades. Patient influencers
and OHCs have also been around and active for decades; it is
just that, in recent times and culture, health care is becoming
more patient-centric, and patients are becoming more engaged
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in the decision-making process. Government regul ations must
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