1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuey Joyiny

Author manuscript
Subst Use Misuse. Author manuscript; available in PMC 2023 July 09.

-, HHS Public Access
«

Published in final edited form as:
Subst Use Misuse. 2022 ; 57(10): 1511-1522. doi:10.1080/10826084.2022.2091786.

Types and Sources of Stigma on Opioid Use Treatment and
Recovery Communities on Reddit

Wayne Kepner?, Meredith C. MeachamP, Alicia L. Nobles?
aDivision of Infectious Diseases and Global Public Health, Department of Medicine, University of
California San Diego, California;

bDepartment of Psychiatry and Behavioral Sciences, University of California San Francisco, San
Francisco, CA, USA

Abstract

Background: Digitally-mediated peer support may improve opioid use disorder (OUD)
recovery. Our objective was to examine the types and sources of stigma that people seek support
for in online OUD recovery communities (subreddits) on Reddit.

Methods: We extracted all posts containing stigma keywords from three subreddits as well as
a random sample that do not contain stigma keywords. We conducted deductive content analysis
to confirm that the post self-described an experience of stigma and identify the type (condition,
intervention) and source (provider-based, public, self, structural) of stigma.

Results: Two-hundred and fifty-nine posts self-reported a stigmatizing experience. The majority
of posts described an intervention stigma associated with medications for OUD. Posts discussing
intervention stigma acknowledged the role of stigma in their treatment decision-making and
quality of their treatment program. The most frequent sources of stigma were the public (including
family members), provider-based (healthcare and pharmacy workers), structural (workplace, law
enforcement, child protective services, and abstinence-based self-help groups), and self. No

posts mentioned courtesy stigma. Posts sought assistance in navigating their experiences and
participating in advocacy to counter stigmatized narratives.

Conclusions: Our study indicates that people in online communities seek support to disclose
and manage experiences of stigma on Reddit in similar ways to people in offline communities
with the noted exception of an absence of discussions of courtesy stigma. Since each subreddit
is a microcosm of varying needs, we suggest areas of future work for collaborative resources
developed between stakeholders of these subreddits and public health that work within the
preexisting Reddit social norms.
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Introduction

The opioid crisis is a significant public health issue in the United States. Nearly 500,000
deaths from overdoses involving opioids occurred between 1999 and 2019 (CDC WONDER
Online Database, 2020), and the crisis continues to evolve with 69,000 deaths from
overdoses involving opioids occurring in 2020, representing a 37.6% increase from

2019 (Ahmad et al., 2022). Common strategies to address the opioid-related overdoses
include medications for opioid use disorder (MOUDSs) and harm reduction efforts like the
distribution of the opioid overdose reversal drug naloxone (Centers for Disease Control

& Prevention [CDC], 2012). Three types of MOUDs exist — methadone (opioid agonist
medication; first-line treatment), buprenorphine (partial opioid agonist medication; first-line
treatment), and extended-release naltrexone (opiate antagonist). Despite MOUDSs being
proven effective for treatment of OUD (Olsen & Sharfstein, 2014), in 2019, only 294,000
people of the 1.6 million people who had an opioid use disorder (OUD) in the past

year received a MOUD (Substance Abuse and Mental Health Services Administration,
2020). There are a number of barriers contributing to underutilization of MOUDs including
limited patient access to treatment, stringent regulation of prescribing and administration

of MOUDs, and insufficient treatment capacity (Roman et al., 2011). The pervasive stigma
surrounding OUDs and MOUD:s is increasingly recognized as a hindrance to treatment and
dismantling barriers to treatment (Adams & Volkow, 2020; Hadland et al., 2018; Roman et
al., 2011; Tsai et al., 2019; Volkow et al., 2014; Wakeman & Rich, 2018; Woo et al., 2017).

Stigma is a socio-cultural process where groups with a socially discredited identity or

health condition, or people within their proximity, are labeled, stereotyped, devalued,

and even excluded, often in the context of preexisting power relations (Goffman, 1963;
Livingston et al., 2012; Pescosolido & Martin, 2015; Weiss et al., 2006). Link and

Phelan (2001) identify four interrelated components of stigma: distinguishing and labeling
of differences, associating these differences with negative attributes, applying labels that
connate a separation of “us” versus “them”, and a loss of status and discrimination for the
labeled persons. They further emphasize the dependence of stigma on power differences and
note that stress associated with health condition-related stigma can be detrimental to health
outcomes and life chances.

Pescosolido and Martin have drawn on systems science and social science research on
stigma to propose a stigma complex that emphasizes the interface between the individual
and society. In this framework, stigma is multifaceted, varying in the types of stigma, who
or what entities enact (or are sources of) the stigma, and how one experiences the stigma
(Pescosolido & Martin, 2015). Stigma can be associated with health conditions (e.g., OUD)
or interventions (e.g., MOUD) (Madden, 2019). For example, an intervention stigma toward
patients can occur when healthcare providers encourage patients to discontinue a MOUD
(Olsen & Sharfstein, 2014), especially among specific groups like pregnant women, despite
MOUD being the standard of care (Madden, 2019). Stigma can manifest from multiple
sources (e.g., self, public, healthcare providers, structural, and courtesy) as well as be
experienced in a multitude of ways including perceived, anticipated, or received (by the
target of the stigma) or endorsed or enacted (by the source of the stigma). For example,
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when a healthcare provider enacts a stigma toward a patient in OUD treatment, the source is
considered provider-based stigma.

Research suggests that substance use disorders (SUDs) are more stigmatized than other
health conditions (Corrigan, 2017; Rao et al., 2009; Ronzani et al., 2009; Room et al.,

2001; Schomerus et al., 2011). The impacts of stigma serve as a barrier to harm reduction
and treatment (Radcliffe & Stevens, 2008; Semple et al., 2005; Simmonds & Coomber,
2009; Tsai et al., 2019). Abstinence-based recovery programs (Knudsen et al., 2011)

may stigmatize MOUDs (Allen & Harocopos, 2016) (e.g., references about substituting

one opioid for another (Krawczyk et al., 2018; Volkow et al., 2014). Patients taking a
MOUD report that stigma contributes to increased conflicts with interpersonal relationships,
reluctance to initiate and continue treatment, distrust toward the healthcare system, and
lowered self-esteem if internalized (Woo et al., 2017). Additionally, stigma contributes

to health disparities in the treatment of OUD because of the increased stigmatization of
OUDs among certain populations, especially those with other stigmatized identities. For
example, Black and Hispanic people are less likely to receive a MOUD by a prescribing
physician (Hansen et al., 2013; Lagisetty et al., 2019) and more likely to experience
overcriminalization for having an OUD compared to the medicalization of an OUD for
white people (Hansen & Netherland, 2016; Netherland & Hansen, 2017; Tsai et al., 2019).
People who are currently incarcerated are often undertreated during this time or are not
linked to treatment following incarceration (Aronowitz & Laurent, 2016; Nunn et al., 2009).

Nine out of 10 US adults use at least one social media platform (Bishop, 2019) with many
seeking health information online (Finney Rutten et al., 2019), especially for stigmatized
health conditions (Best et al., 2016; Dekeseredy et al., 2021; Nobles et al., 2020; Pretorius
etal., 2019). Additionally, a recent study found that more than 70% of the outpatient clients
for SUD treatment had regular access to the internet (Ashford et al., 2018). However, to
date, most research focused on the stigma of substance use has been conducted in offline
environments (Ashford et al., 2020). Less is known about how people seeking support in
online communities describe the types and sources of stigma they experience.

Reddit, a social media platform that has more than 2 million online communities (called
subreddits) that focus on a particular topic, is ripe for the study of online help seeking

for stigmatized issues. Unlike other social media platforms (Twitter, Facebook, Instagram),
Reddit is pseudo-anonymous and not socially networked. Reddit is the seventh most popular
website in the United States (Alexa, 2021) and rivals Twitter with 430 million active
monthly users (Perez, 2019). In turn, researchers have examined Reddit for surveillance of
and insights into OUD including self-administered treatments for OUD recovery (Chancellor
et al., 2019) and withdrawal (Meacham et al., 2022), topics of discussion for active opioid
use (Pandrekar et al., 2018), prevalence of OUD symptoms (D’Agostino et al., 2017),

social support during COVID-19 (Bunting et al., 2021), websites shared (Park & Conway,
2018), methods of opioid consumption (Balsamo et al., 2021), suicidality of people who

use opioids (Yao et al., 2020), and public perception of people with OUD (Kaufman et al.,
2021).
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The aim of this study is to characterize the types and sources of stigma described in self-
reports of stigmatizing experiences from three subreddits with a focus on OUD treatment
and recovery to better understand requests for support in these online communities. Our
study examines the three most subscribed to subreddits that focus on OUD treatment and
recovery, r/Methadone, r/suboxone, and r/OpiatesRecovery. Building on this understanding,
we discuss potential future work to develop organic, digitally-mediated interventions that
work within the existing framework and social norms of Reddit to support people using
these online communities.

To identify subreddits of interest, we compiled a list of keywords of prescription (brand
name and generic) opioids from drugs.com (Fookes, 2018) and illicit opioids and slang
derivatives of both prescription and illicit opioids from the US Drug Enforcement
Administration (Drug Enforcement Administration, 2018). We filtered out and excluded
keywords that are common in the English language and would lead to many false positives.
For example, “dragon”, “snowflake”, “antifreeze”, and “Mexican food” would likely lead to
many more false positives than true positives. Using push-shift.io (Baumgartner et al., 2020),
we searched the entire Reddit archive to identify subreddits that mention these keywords
between January 1, 2019 and December 31, 2019. We visited the homepage of the 100
subreddits with the most frequent mentions of the keywords to evaluate if the subreddit

was still live (as of July 3, 2020) and the focus on the subreddit (general substances,
specific substances, opioid-specific, not related, banned). Additionally, if the subreddit’s
focus was on drugs, we examined the side bar for mentions of related subreddits identifying
an additional six subreddits that included discussions of substances and were not in the top
100 by our keyword search; similarly we examined if the subreddits were live and identified
the focus. Of the 106 subreddits we reviewed, thirteen subreddits focused exclusively on
opioids and five of these focused on treatment and recovery. We focused on the three most
popular subreddits by number of subscribers (ranging from 18,500 to 35,800 subscribers)
focused on opioid use treatment and recovery. The two unselected treatment and recovery
subreddits had under 3,000 subscribers. We also note that these three selected subreddits
have previously been studied in other opioid related research on the Reddit platform where
specific subreddits are named.

Next, we collected all posts containing the keyword “stigma” (inclusive of its variants
“stigmatizing,”, “stigmatize”, “stigmatizes”, “stigmatized”) occurring from the inception
through January 22, 2021 of the three subreddits r/Methadone (created on Oct 13, 2011),
r/suboxone (created on Nov 23, 2011), and r/OpiatesRecovery (created on Feb 16, 2012)
using the Pushshift application programming interface (API), which enables collection of
posts (Baumgartner et al., 2020). We reviewed each post to ensure that the post described
a stigma (e.g., not a solicitation for a survey) and, if so, retained the post for qualitative

analysis.

Because posters may not explicitly describe their experience using a stigma-related
keyword, or, for that matter, realize that they are describing a stigma-related experience,
we collected a random sample of posts that did not include the keyword “stigma” or its
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variants. We matched the sample size of this random sample to the sample size of the
previously collected posts that described a stigma and stratified the sample size across the
three subreddits.

Using the framework of types of stigma (i.e., condition, intervention) outlined by Madden
(Madden, 2019) and the framework of sources of stigma (i.e., self, public, healthcare
providers, structural, and courtesy) outlined by Pescosolido and Martin (Pescosolido &
Martin, 2015), we (authors AN and WK) developed the codebook in Table 1. These stigma
frameworks were selected for their comprehensiveness and frequent prior application to
research with people who use substances or have health conditions like HIV or mental
illness (Callen et al., 2022; Farrugia et al., 2021; Lincoln et al., 2017; Meyerson et al., 2021).
We conducted deductive content analysis to label each post for the type of stigma (condition,
intervention, or generic) and the source of the stigma (courtesy, provider-based, public,

self, structural, or not disclosed). The labels were not mutually exclusive; that is each post
could reflect one or more of the categories for the type and source of the described stigma.
For example, a post can simultaneously describe an intervention stigma from a pharmacist
and a bystander in the pharmacy aisle, which would be labeled as both provider-based

and public stigma. We did not label the posts for how a stigma is experienced (perceived,
endorsed, anticipated, received, or enacted) (Pescosolido & Martin, 2015) because it was
often difficult to ascertain from a singular self-report on social media. We elaborate on this
in the limitations.

First, two coders (authors AN and WK) independently labeled 25% of the posts and
conducted two online meetings to iteratively refine the definitions of the codebook. Second,
the finalized codebook was reapplied to the posts and the inter-coder reliability metric
Cohen’s kappa (k) was calculated. Third, the remaining 75% of the posts were split between
the coders for labeling. All labeling was done in an Excel workbook.

This study was exempted from ethical review by the Human Research Protections Program
at the University of California San Diego. Nonetheless, to avoid identification of the original
posts (Ayers et al., 2018), we provide example quotes that are lightly modified from the
original posts (e.g., changing time frames (e.g., changing “34 days” to “1 month”) or using
a thesaurus to find a similar word for the emotion described (e.g., changing “fearful” to
“scared”). We inserted these quotes into the Google search engine to ensure that we could
not recover the original post.

Of the 269 posts that mentioned a stigma-related keyword, 236 posts described a stigma
and were retained for further analysis. The majority of excluded posts were solicitations
for treatment services, media articles or research studies. For example, “Live in Virginia?
If anyone is struggling with addiction, knows anyone that is struggling, or just wants
one, a Virginia non-profit offers to ship you a FREE Narcan/Naloxone opioid overdose
reversal kit.” Among the retained posts, 126 (53.4%), 67 (28.4%), and 43 (18.2%) posts
were posted on r/OpiatesRecovery, r/Methadone, and r/suboxone, respectively. The types
of stigma described included condition stigma (65 posts [38.0%]), generic stigma (12
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posts [7.0%]), and intervention stigma (94 posts [55.0%]). The sources of stigma described
included provider-based (22 posts [12.2%]), public (38 posts [21.1%]), self (10 posts [5.6%],
and structural (22 posts [12.2%] of which four posts were attributed to mutual-help groups).
Eighty-four (46.6%) posts did not explicitly disclose the source of stigma.

We matched the sample size of posts that contain stigma keywords with a random sample of
posts that did not contain a stigma keyword resulting in 269 posts across the three subreddits
with 139 posts (51.7%) from r/OpiatesRecovery, 77 posts (28.6%) from r/Methadone, and
53 posts (19.7%) from r/Suboxone. Of the 269 posts that did not mention a stigma-related
keyword, 23 posts described a stigma and were retained for further analysis. The majority of
excluded posts did not contain any description of stigma. Topics discussed in the excluded
posts include: questions about medication specifics (e.g. dosages, side effects, state laws and
policies), streams of consciousness about the recovery journey, advice for new members of
the forum, and examples of success stories and stories of disappointments. Among the 23
retained posts, 13 (9.4%), 7 (9.0%), and 3 (5.6%) posts were posted on r/OpiatesRecovery,
r/Methadone, and r/suboxone, respectively. The types of stigma described included condition
stigma (19 posts [82.6%]) and intervention stigma (8 posts [43.5%]). We did not find any
mentions of generic stigma in this sample. The sources of stigma described included self (11
posts [47.8%]), public (6 posts [26.1%]), provider-based (5 posts [21.7%]), and structural (4
posts [17.4%]). We did not find any mentions of courtesy as a source of stigma.

We achieved an inter-coder reliability of x = 0.90 for condition stigma, x = 0.90 for generic
stigma, x = 0.90 for intervention stigma, x = 1.00 for a provider-based source, x = 0.85 for
a public source, x = 0.95 for the source being self, x = 0.80 for a structural source, and «

= 0.80 for sources not disclosed. Below we describe how each of these types and sources
of stigma were described in the posts with Table 1 providing supporting quotes, Table

2 presenting the frequency of occurrence for each subreddit for the sample of posts that
mentioned a stigma-related keyword, and Table 3 presenting the frequency of occurrence
for each subreddit for the matched sample of posts that did not mention a stigma-related
keyword.

Types of stigma

Condition stigma—Posts describing a condition stigma discussed feeling ashamed about
their past or current OUD, and described strategies for navigating stigma about “addiction”
that was enacted by the public, including family and friends, either in-person or on social
media platforms. For example, one post describes feeling misjudged by those who haven’t
experienced “being an addict’ first-hand (quote 1). Posts discussed concealing their OUD
from their social network including not disclosing their OUD on networked social media
(i.e., platforms outside of Reddit that emphasize social connections like Facebook or
Twitter) or to their offline social network (guotes 2-3). Posts described feelings of unfairness
that usage of some substances are more acceptable. For example, one post described how
frequent alcohol use might be more socially acceptable than infrequent opioid use (guote 4).
Finally, some posts described the feeling that stigma served as a preventative force that made
the thought of engaging in opioid use less appealing or a motivating force that made them
want to achieve recovery as a form of rebellion against the stigma (guote 5).
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Intervention stigma—Posts describing an intervention stigma reported feeling that
MOUDs are not accepted as a valid medical treatment and discussed strategies for hiding
their medication status from friends and family. Several posts mentioned that members

of 12-Step programs (e.g. NA) do not consider MOUDs abstinent from opioid use and
consequently were unable to participate in certain milestone rituals like receiving a token

of sobriety (i.e. 30 day token) or being eligible to work with a sponsor. For example, one
post described that stigma from MOUDs are comparable to people who are actively using
opioids (quote 6). Similarly, one post mentioned other Reddit members’ disapproval of
Narcan, an opioid antagonist medication used for rapid reversal of an opioid overdose (quote
7). Also, posts mentioned feelings of fear, inadequacy, or being considered “/esser thar” in
comparison to individuals who only practice abstinence. As a result, posts describe strategies
for hiding their medication status from others, including other medical providers, as a way to
prevent negative stereotypes and bias such as suspicions of drug-seeking behavior (quote 8).

Generic stigma—We define our label of generic stigma as posts that refer to stigma,
but do not describe in enough detail to ascertain whether the stigma is based on a
condition or intervention. Posts describing generic stigma refer to an ever-present feeling
of judgment from their general social environment, interpersonal social circles, and media.
Posts described feelings of unfairness and wanting to “fighf’ against stigma (guote 9).

Sources of stigma

Provider-based stigma—Posts reported that sources of provider-based stigma included
healthcare providers, pharmacists, and pharmacy staff. Posts described concerns about
disclosing their condition to their healthcare provider, strategies to successfully hide their
status from healthcare providers, and anger about being treated unfairly or with disrespect.
Posts described a fear of becoming vulnerable to discrimination or mistreatment by their
medical providers and being viewed as untrustworthy, a “criminal,” or “drug-seeking’ if
they were to disclose their current or former OUD to a provider (quote 10). Posts described
that this fear served as a barrier to receiving adequate primary care and subsequently
avoiding primary care altogether as a way to avoid stigma from providers (quote 11). One
post described feeling “defeated” because their physician told them that their nervous system
may never fully recover from past opioid use (quote 12).

Posts disclosed experiences of stigma by pharmacists and pharmacy staff describing these
providers as “rude’, “aggressive”’, “ suspicious,” and “demeaning’ resulting in the poster
feeling fear and shame. Posts also described a lack of knowledge about whether the behavior
of the pharmacists and pharmacy staff was ethical and legal. For example, posts described
uncertainty about the surveillance of patients receiving MOUDs, the legality of refusing to

dispense a MOUD, and stigmatizing behaviors by pharmacists and pharmacy staff (guote

13).

Public stigma—Posts describing a public stigma reported serious conflicts with friends
and family members stemming from their treatment or recovery status. Posts described
feelings of hurt or betrayal from lack of compassion or understanding, along with
disagreements about the effectiveness of MOUDs from both family and friends. Posts

Subst Use Misuse. Author manuscript; available in PMC 2023 July 09.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Kepner et al.

Page 8

described that stigma from OUD lingered long after starting or completing treatment, which
resulted in an erosion of trust between family members. For example, one post described
feeling sad and hurt by a comment about their opioid use by a loved one (quote 14).

Other posts described being shamed by family members for their use of MOUDs and
entertained suggestions on how to hide their treatment status from family (quotes 15-16).
Posts described feelings of hurt, sadness, or betrayal as a result of their family members

not trusting them because of a previous OUD (quote 16). Finally, posts described feeling
unsure about whether to tell their social network about their OUD status, fear about what
that disclosure would entail, and guilt about hiding their status from their network (guote

7).

Self-stigma—~Posts describing a self-stigma reported internalized feelings of shame,
disappointment, or self-loathing as a result of their OUD or treatment with MOUDs
resulting in behaviors such as hiding their status from others, contemplating changing
their treatment plan (e.g. switching from methadone to suboxone or not entering in-patient
treatment), or feeling “cowardly” for not choosing an abstinence-based pathway (qguotes
18-20).

Structural stigma—~Posts described sources of structural stigma including from self-help
groups (e.g., NA), the workplace, the criminal justice system, child protective services, and
the SUD treatment system. Posts described anxiety surrounding the conflict of receiving
MOUDs and 12-step groups’ strict definition of sobriety, expressing concern about how their
sobriety status might be viewed differently from other group members (guotes 21-22). One
post described a feeling of shock and sadness when their sobriety status was ridiculed on
social media. This post described receiving permission from their 12-step group sponsor to
share their achievements on social media, but the post was met with online criticism about
their status as a patient engaged in treatment with MOUDs (quote 23).

Posts described feeling unsure of how their MOUD status could affect their future
employment and sought advice on how to navigate the workforce with a potentially
stigmatizing status (quotes 24 and 25). For example, one post reported that they would

not consider in-patient treatment for their OUD due to a fear that it would hinder their career
(quote 26).

Posts described a fear of discrimination or unfair treatment by the legal system including
their OUD status being used against them in court, being incarcerated instead of receiving
treatment, and the potential of opioid withdrawal while incarcerated. For example, one

post described a fear of losing a custody battle due to their status as a patient engaged in
treatment with a MOUD (quote 27). Posts described the feeling that punitive policies against
substance use have created a system that penalizes having an OUD instead of providing
treatment (qguotes 28-29).

Courtesy stigma—No posts that we reviewed mentioned a courtesy stigma. Individuals

seeking support for stigmatization because of close social or professional proximity to an
individual experiencing opioid use, treatment, or recovery were not captured in our sample.
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Source of stigma not disclosed—These posts described a stigma, but did not disclose
the source of the stigma (quote 30).

Discussion

In this study, we examined the types and sources of stigma self-reported on three treatment
and recovery communities on Reddit. Our results indicate that posts discuss stigmatizing
experiences from both the perspective of a person with OUD and engaged in treatment

with MOUD. The stigmatizing experiences originated from multiple sources including the
general public, family members, romantic partners, self-help groups, law enforcement, child
protective services, healthcare providers, pharmacists, pharmacy staff, employers, and, if
internalized, themselves. Although we anticipated capturing posts referring to courtesy
stigma as offline studies have suggested, our results suggest that courtesy stigma may not
be prevalent in these subreddits. Similar to members of offline communities, posts sought
help navigating the stigma of being labeled as a person who currently or previously had an
OUD and engaged in treatment with a MOUD. Requests for support to navigate stigmatizing
experiences were prevalent for structural (workplace, health insurance) and provider-based
(healthcare providers, pharmacy) sources of stigma. Posts also expressed interest in online
and offline opportunities for advocacy to counter stigmatizing narratives.

Similarities and differences in self-reports of stigma across the three subreddits

Although all three subreddits were focused on treatment and recovery, the self-reports of
stigma indicate there are similarities and differences among the online communities. All
three subreddits contained posts self-reporting condition stigma. In general, posts from r/
OpiatesRecovery focused more on contemplating the start of treatment and debated over the
best pathway toward treatment - abstinence or MOUD - reflecting on how stigma, or fears
about stigma, was impacting their decision.

By contrast, posts from r/Methadone and r/suboxone focused more on how stigma had
impacted their treatment and recovery journey while receiving MOUD and how to improve
their experience of intervention-related stigma. Posts from r/suboxone reported more
conflict with the dispensing of their MOUD in comparison to the posts from r/Methadone.
This is likely because dispensing of Suboxone and its generic formulation, buprenorphine/
naloxone, can be done through a retail pharmacy unlike methadone which must be dispensed
by an opioid treatment program (OTP). Posts from r/Methadone describe more concerns
about workplace discrimination in comparison to posts from the r/suboxone. This is likely
because unlike Suboxone, methadone must be dispensed daily by an OTP unless the patient
is approved for limited takehomes. Additionally, posts from r/Methadone described more
negative perceptions of the MOUD from the public potentially related to the increased
regulation of methadone (in comparison to Suboxone) and the locations of OTPs, which are
more likely in disadvantaged areas (Amiri et al., 2021; Hansen et al., 2013). Posts from both
r/suboxone and r/Methadone describe needing help to navigate stigma from self-help groups
and the public (specifically family and friends).
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Similarities and differences in self-reports of stigma across posts with usage of stigma-
related keywords

The types and sources of stigma discussed in 236 posts that explicitly mention stigma-
related keywords are largely similar to the types of and sources of stigma discussed in the 23
posts that do not explicitly mention a stigma-related keyword but describe a stigmatizing
experience. However, in general, intervention stigma was more prevalent in posts that
explicitly mentioned a stigma-related keyword compared to posts that did not mention a
stigma-related keyword and had a higher prevalence of discussions of condition stigma.
Additionally, posts that did explicitly mention a stigma-related keyword often described
their experience in richer detail. Our study did not examine the underlying intent or
historical experience of the poster, but intent and experience could be explored in future
work that utilizes participatory methods as described below.

Potential for peer support

Peer and community support is vital to the continuum of care for SUDs (Ashford et al.,
2020). People participating in online communities have identified these communities as
valuable resources for support and information from peers (Chung, 2014) and preliminary
evidence suggests that these communities may support SUD recovery (Bergman et al., 2018;
Bliuc et al., 2017). However, most research on peer support for SUD recovery is limited to
in-person (Bassuk et al., 2016). Social media offers the potential of on-demand peer support,
potentially overcoming obstacles of in-person support (e.g., transportation) (Ashford et al.,
2020). Social media platforms, like Facebook, Instagram, or Twitter, mimic face-to-face
interactions by allowing users to create profiles with visible images of themself and network
to peers, which reduces the anonymity of online interactions (Ellison et al., 2007). In turn,
people use stigma reduction strategies to manage communication about their stigmatized
identities (Meisenbach, 2010) and discuss stigmatized health issues less on these platforms
(Boudewyns et al., 2015). For example, postings by healthcare professionals (Haug et al.,
2016) and the public (Chenworth et al., 2021) that stigmatize MOUDs are prevalent on
Twitter. Unlike Twitter, which primarily hosts tweets discussing opioid use from people who
do not use opioids, have OUD, or are engaged in treatment with MOUDs (Tofighi, Shahawy,
etal., 2021 Jan-2021Mar), the subreddits in our study host posts primarily authored by
people on the receiving end of stigma (potentially stemming from the pseudo-anonymity and
community moderation of these subreddits).

Potential for public health to engage

Despite recent calls to meet people where they are at to improve access and adherence to
substance use treatment (Alegria et al., 2021), most social media research to date (including
our study) has only focused on characterizing conversations on social media (Dekeseredy
etal., 2021; Russell et al., 2019; Tofighi, Aphinyanaphongs, et al., 2020; Tofighi, Shahawy,
et al., 2021 Jan-2020Mar). Less emphasis has been placed on employing this knowledge

to improve initiation and continuation of substance use treatment. Many healthcare
professionals use the hashtag #MedTwitter (a popular hashtag for medical professionals
engaged in information sharing on Twitter (O’Glasser et al., 2020), but these tweets may

be outside of the audience of people who are personally experiencing the stigma (e.g.,
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only 10% and 20% of tweets mentioning methadone and Suboxone, respectively, reflect
first-hand experience with these MOUDs (Chenworth et al., 2021). Additionally, research on
interventions to reduce stigma for OUD and MOUD (Livingston et al., 2012) have primarily
focused on direct interventions to reduce public and provider-based stigma (e.g., persuasive
communication, educational interventions, contact interventions (Arredondo et al., 2019)
and self-stigma (e.g., cognitive behavioral therapy and acceptance and commitment therapy
(Fung et al., 2011; Luoma et al., 2012) as well as indirect interventions to reduce structural
stigma (e.qg., professional guidance for language and reporting (Broyles et al., 2014; Saitz,
2016, 2015). The usage of social media platforms to deploy resources that are supportive

of people experiencing OUD- and MOUD-related stigma is not well researched, in part
because of the recent rise of social media in the past decade (Ashford, Bergman, et al.,
2020). Based on the results of this study, below we suggest future work that fits within the
preexisting social norms of the Reddit platform.

Potential for future work

Our results indicate that each of the subreddits is its own unique microcosm and resources
should be tailored to each community. Similar to (D’ Agostino et al., 2017), we find that
most posts discussing stigma in the general subreddit, r/OpiatesRecovery, do not appear to
be currently engaged in a treatment program in contrast to posts in the MOUD-specific
subreddits (r/Methadone and r/suboxone) where posts focus on how to improve their
experience within their existing treatment program.

Posts on r/OpiatesRecovery deliberate over whether to select MOUD or abstinence as a
pathway to recovery based on concerns about stigma. This subreddit may benefit from
wikis that provide informational support about the early stages of treatment and recovery.
Wikis are a Reddit convention that are specific to each subreddit and serve as knowledge
databases similar to Wikipedia. These wikis could be designed collaboratively by public
health experts, moderators, and community members. Similarly, peers who are currently
engaged in treatment with MOUD may conduct “Ask Me Anything” (AMAS), another
Reddit convention where a poster can answer questions from peers about their lived
experience.

In contrast, posts on r/Methadone and r/suboxone seek support to avoid and navigate stigma
in the workplace and from healthcare providers. Resources, such as information on denial of
Suboxone from a pharmacy or the revision of prescribing guidelines (Knopf, 2021) could be
included in a wiki which may be helpful. AMAs with healthcare providers could focus on
how to navigate communication with providers. Subject matter experts could collaboratively
work with moderators to define credentials of who is allowed to have “flair” indicating

they are a healthcare provider providing trustworthy information. Flair is another Reddit
convention that allows one to denote information about the poster specific to each subreddit.

Posts in all subreddits indicated that the poster had experienced and was looking for support
for internalized stigma. Future research could focus on the potential of using these platforms
to deliver emotional support, like self-worth agenda interventions, which seek to reduce
self-stigma by challenging myths and internalized prejudice (Corrigan, 2017). Additionally,
some posts in all subreddits sought to engage in recovery-related advocacy which previous
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research has shown may be helpful for individuals to enhance recovery (Ashford et al.,
2019). In the future, it may be possible for this platform to serve as a conduit to connect
people who wish to engage in advocacy.

Our suggestions for future work are focused on strategies that can be employed at the
community-level rather than at the poster-level to avoid disruption of the community,
especially perceptions of surveillance (Andalibi & Buss, 2020). However, we would be
remiss to make suggestions of potential resources without engaging key stakeholders of
this digitally-mediated community, specifically those who use this community for support.
Participatory methods could be used to evaluate the acceptability of surveillance, potential
resources the community may find useful and strengthen the relationship between public
health and these online communities. As an example, our research found posts that attempt
to address potentially stigmatizing content posted by other online community members
(both internal and external to this particular online community); it may be possible that

the community would be interested in resources that strengthen the community members’
understanding of the types and sources of stigma. However, to our knowledge, no formal
framework currently exists for how to engage in community-based participatory research
in digitally-mediated communities ethically without harm (Anderson & McNair, 2018;
McCosker et al., 2020; Souleymanov et al., 2016; Wallerstein & Duran, 2006) and this

is an area that needs further attention. This is especially the case for proposed efforts to use
automation to target interventions.

Limitations

First, our study is limited by the usage of keyword filtering. We acknowledge that other
posts likely describe a stigma without explicit mention of the word “stigma”, including
posters who may not realize the experience they describe is stigmatizing. However, this
study offers the first insight into the types of stigma that people posting to Reddit seek social
support for in these online opioid treatment and recovery communities. Second, we did

not examine experiential variants of stigma including whether the stigma was perceived,
endorsed, anticipated, received, or enacted. Identifying these variants is difficult in
observational data and could be further explored using participatory methods like interviews
of posters. Finally, our study’s goal is not generalizability to other online communities

or offline communities, but rather implications for these three online communities. These
subreddits combined have more than 59,000 subscribers (and an even larger readership),
potentially representing the largest digitally-mediated opioid use treatment and recovery
groups.

Conclusions

To our knowledge, this is the first study that captures and qualitatively analyzes the types
and sources of stigma discussed in online communities focused on OUD treatment and
recovery. Our study showed that discussion surrounding various types and sources of stigma
is discussed in online communities and that strategies for navigating these situations are
both requested and disseminated among its members. Future work should examine the

Subst Use Misuse. Author manuscript; available in PMC 2023 July 09.



1duosnue Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Kepner et al. Page 13

needs of other online treatment and recovery communities, especially those with differing
characteristics of anonymity and social networking.
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