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A B S T R A C T

Long COVID is characterized by persistent and debilitating long-term symptoms from COVID-19. Many persons
with Long COVID began gathering in online communities during the early phases of the pandemic to share their
illness experiences. This qualitative interview study explored the subjective experiences of 20 persons with Long
COVID recruited from five online communities. Their understandings of illness and associated implications for
social relationships with family and friends, healthcare professionals, and online community members were
explored. Three themes were identified from our analysis, including (1) complex and unpredictable illness
experienced amid an evolving understanding of the pandemic; (2) frustration, dismissal, and gaslighting in
healthcare interactions; and (3) validation and support from online communities. These findings highlight the
significant uncertainty that persons with Long COVID navigated, the features of their often dismaying healthcare
experiences, and the ways in which online communities aided them in understanding their illness.
Funding Disclosure: This study was supported by a grant from the
University Research Council at Appalachian State University (#228222).

1. Introduction

Understanding the clinical manifestation of COVID-19 has been an
ongoing focus of scientists and the broader public since its identification
in December 2019 (Jin et al., 2020; Lauer et al., 2020). Early reports on
COVID-19 focused largely on cohorts of hospitalized patients with acute
presentations of illness that characterized disease progression by a short
incubation period (i.e. the length of time between infection and symptom
onset; initial estimates ranged from 5 to 7 days) followed by fever,
gastrointestinal, and upper respiratory symptoms lasting roughly two
weeks (Cheng et al., 2021; Huang et al., 2020; Jin et al., 2020; Lauer
et al., 2020; Lovato & de Filippis, 2020; Zhou et al., 2020). This early
understanding of the COVID-19 illness experience differed markedly
from accounts by persons who described prolonged, fluctuating, and
debilitating symptoms months after a presumed recovery from an initial
infection (Carfì et al., 2020; COVID-19 Body Politic Slack Group, 2020;
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COVID Symptom Study, 2020; Godlee, 2020; Mahase, 2020; Nath, 2020).
Indeed, research published during the first year of the pandemic sug-
gested that more than one third of persons who tested positive for
COVID-19 had not returned to their usual state of health within two to
three weeks, including younger adults with no underlying health con-
ditions and spanning both physical and psychosocial symptoms that
negatively impacted quality of life and social roles (Aiyegbusi et al.,
2021; Burges Watson et al., 2021; Davis et al., 2021; Tenforde et al.,
2020).

This longer and more complex course of COVID-19, along with the
wide range of health problems encompassed by people experiencing the
condition, became known as “Long COVID” (Callard & Perego, 2021;
CDC, 2022; Nath, 2020). A notable feature of Long COVID was the early
mobilization of patients in online communities to share their symptoms
and stories with one another. Within these communities, patients
emphasized that the mechanisms of long-term symptoms were unknown,
that many cases initially classified as “mild” according to pneumonia
severity were not necessarily mild at all, and that many patients with
persistent symptoms experience disability and discriminatory treatment
608, United States.
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in accessing healthcare (Callard & Perego, 2021; Nath, 2020; Perego
et al., 2020).

Only a handful of studies to date have explored the illness experiences
of persons with Long COVID (i.e. qualitative investigation of subjective
experiences of illness). The present study contributes to this literature by
providing a detailed account of the subjective experiences of U.S. adults
with Long COVID, including their understandings of illness and re-
lationships with healthcare professionals and online communities.
Drawing on 20 in-depth interviews among persons with Long COVID, our
analysis reveals how they managed complex and unpredictable symp-
toms amid a period of heightened medical and scientific uncertainty. We
also highlight their dismaying experiences navigating healthcare in-
teractions, including those which left them feeling frustrated, confused,
and questioning the validity of their symptoms and illness. Finally, we
document the roles that online communities played in connecting them
with similar others who provided recognition and support.

2. Conceptual and theoretical framing

2.1. Illness experiences of long COVID amid medical and scientific
uncertainty

Conceptions of disease (i.e. abnormalities of bodily organs and sys-
tems) and illness (i.e. the social meaning of a condition and its associated
changes in functioning) are shaped by medical discourse as well as in-
dividual experiences (Conrad & Barker, 2010; Eisenberg, 1977). Medi-
cine in the 21st century has been transformed through biomedical
advances in new drugs and treatments, as well as by increased risk and
surveillance practices (Clarke et al., 2003). These advances have been
visible during the COVID-19 pandemic through rapid genome
sequencing of the virus, diagnostic testing methods, the condensed
development of an effective vaccine, and the continuous tracking of
cases, hospitalizations, and deaths on interactive dashboards (D'Cruz
et al., 2020; Heaton, 2020; Johns Hopkins Coronavirus Resource Center,
2021). While the speed of these biomedical developments has garnered
great attention, considerable scientific uncertainty surrounds the virus
that causes COVID-19, its transmission and variants, as well as the
long-term health and social consequences of infection (Mandavilli,
2021). Within this context of scientific uncertainty, patients and lay au-
diences have contributed to our understanding of COVID-19 by chal-
lenging dominant assumptions about morbidity and illness duration, and
even leading their own research to characterize Long COVID (Callard &
Perego, 2021). These audiences have made several epistemic contribu-
tions to knowledge about Long COVID, including its naming, the complex
and multi-systemic nature of symptoms, temporal patterns in disease
cycles and progression, and challenging categorization of disease severity
along axes of “mild,” “severe,” and “critical” (Perego & Callard, 2021).

While these represent important contributions to our understanding
of Long COVID, substantial uncertainty persists about the long-term
health and functioning of persons with this illness (Brown & O’Brien,
2021). Several aspects of Long COVID likely contribute to uncertainty,
including ambiguity about symptom patterns, complex treatments and
systems of care, limited information about diagnosis and severity, and
unpredictable symptoms and prognosis (Mishel, 1988).

Exploring the illness experience of Long COVID can help provide a
more comprehensive picture of the meaning, significance, context, and
consequences of illness, as well as persons' responses, actions, and ad-
aptations to illness (Bury, 1991; Pierret, 2003). These studies also help to
center knowledge about illness—not only the objective observations of
modern medicine and the “pathological gaze,” but also the subjective
experiences and narratives of people who suffer from a given condition
(Mol & Law, 2004). Long COVID presents a unique case for examining
the illness experience because of its status as a new and multifaceted
patient-made chronic illness (Baz et al., 2021; Callan et al., 2021).
Existing research on the Long COVID illness experience suggests that
people invest substantial effort making sense of unusual and
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unpredictable symptoms, that they report disbelief from family and
friends, and that they have difficulties finding supportive healthcare
professionals (Callan et al., 2021; Gorna et al., 2021; Kingstone et al.,
2020; Rushforth et al., 2021; Taylor et al., 2021). Collectively, this work
suggests that a promising area for further study involves how subjective
experiences of Long COVID are shaped by social interactions, including
with family and friends in one's social networks, healthcare professionals,
and others coping with Long COVID who share their stories in online
communities.

2.2. Online communities and their role in the long COVID illness
experience

Many people with Long COVID took to online communities to share
symptoms, communicate fraught encounters with medical professionals,
and offer support and advice to one another (Moyer, 2020). Recently,
scholars have begun to highlight the ways in which online communities
facilitate sharing of illness narratives, social support, and uncertainty
management among persons with Long COVID (Day, 2022; Kingstone
et al., 2020; Southwick et al., 2021; Thompsonet al., 2021). Online
communities connect people with a range of illnesses and medical con-
ditions in their efforts to seek information, support, and recognition
(Conrad et al., 2016). Social media, including Facebook (groups) and
Reddit (subreddits), are popular platforms for connecting people with
chronic illness (Maslen & Lupton, 2019; Thompson et al., 2021). Online
communities serve several functions for people with chronic illness,
including knowledge sharing, identity work, peer-to-peer support and
connectivity, advocacy, and mobilization (Kingod et al., 2017). In cases
where scientific and medical uncertainty surrounds illness symptoms and
their explanation, online communities can also serve as sites for people to
seek recognition of their illness and validation of suffering that may be
dismissed or disparaged by medical professionals during formal health-
care encounters (Barker, 2008). Further, people with chronic illness can
use online communities to share illness narratives and treatments based
on experiential knowledge (Maslen & Lupton, 2019).

Online communities should have a special significance for persons
experiencing Long COVID due to pandemic social distancing restrictions
that encouraged virtual communication, as well as limited information
about persistent and varied COVID-19 symptoms in popular and medical
discourse. Existing studies of online communities for persons with Long
COVID suggest that these platforms provide spaces for persons to share
their symptoms and health concerns, experiences with illness duration,
test results and diagnosis, and worsening anxiety related to both their
condition as well as frustration with doctors and feelings of invalidation
(Thompson et al., 2021). Moreover, while persons with Long COVID
turned to online communities for information and support following an
“abyss of silence” from their healthcare professionals, these online
communities contained largely unregulated content shared by members
with widely varying symptoms and experiences, contributing to anxiety
and frustration about one's own illness trajectory (Day, 2022). The pre-
sent study aims to extend upon this research by exploring the subjective
experiences of Long COVID and the ways in which interviewees' un-
derstandings of their illness were shaped by social interactions. We also
clarify how online communities aided interviewees in navigating a
complex illness amid significant uncertainty. We focus on three research
questions: (1) How do persons experiencing Long COVID describe their
illness experience? (2) How do they navigate illness uncertainty and
forge an understanding of their illness through social interactions? (3)
What role do online communities play in fostering validation and support
of their illness experience as they seek diagnosis and treatment for their
condition?

3. Materials and methods

Twenty self-identified long-haulers were recruited for interviews
from five online communities between March and April 2021. These



Table 1
Demographic characteristics of study participants (N ¼ 20).

Study Variable % (N) or Mean (Standard Deviation)

Total Sample 100.0% (20)
Gender
Woman 80.0% (16)
Man 15.0% (3)
Non-Binary/Third Gender 5.0% (1)
Age 42.0 (12.4)
18–34 Years 25.0% (5)
35–54 Years 55.0% (11)
55þ Years 20.0% (4)
Race/Ethnicity
White Non-Hispanic 85.0% (17)
Hispanic 10.0% (2)
Asian 5.0% (1)
Level of Educational Attainment
4-Year College Degree or Higher 75.0% (15)
Some College (1–3 Years) 20.0% (4)
High School or GED 5.0% (1)
U.S. Census Region
West 55.0% (11)
South 20.0% (4)
Midwest 15.0% (3)
Northeast 10.0% (2)
Length of COVID-19 Symptoms (In Days) 232.0 (112.6)
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online communities included: (1) a public subreddit for patients with
COVID-19 created in March 2020 with ~12,400 members, (2) a public
subreddit for Long Haulers created in August 2020 with ~1200 mem-
bers, (3) a private Facebook Group for COVID-19 support created in
August 2020 with ~23,400 members, (4) private Facebook Group for
Long COVID support created in November 2020 with ~16,800 members,
and (5) a private Facebook Group for Long Haulers created in August
2020 with ~2700 members. Permission was obtained from administra-
tors of each community to post a recruitment message explaining the
study and inviting participation. While each of these online communities
were international in the sense that English-speaking users could post
and comment on the forum pages, our research was limited to U.S. res-
idents with Long COVID. Inclusion criteria for this study were: (1) 18
years of age or older, (2) U.S. resident, (3) long-term symptoms and ef-
fects from COVID-19, (4) one or more consultations with a healthcare
professional about their COVID-19 symptoms, and (5) connection with
others with Long COVID in online communities, either by reading the
posts of others, commenting on their posts, or sharing one's own story
about their illness experience. Demographic information collected
through a brief electronic questionnaire included age, gender, race/
ethnicity, education, state of residence, and date of symptom onset.

Potential participants who completed this survey were contacted by
one of four interviewers. The interviewers held doctorate degrees with
training in qualitative interview methods and represented different
gender and ethnic groups. A semi-structured interview guide was
developed collaboratively by our research team to cover key topics
related to our research questions and obtain a detailed illness narrative
from each participant that included: (1) descriptions of their symptoms,
(2) experiences with healthcare professionals, diagnostics, testing and
medical treatments, and (3) navigation of online communities. The study
team reviewed several iterations of the interview guide to improve the
clarity, parsimony, and ordering of questions. While our research and
interview guide was not informed by first-hand experience with Long
COVID, one member of our study team had similar experience with un-
explained chronic symptoms and medical uncertainty in healthcare in-
teractions that culminated in an eventual diagnosis of fibromyalgia.
Using this interview guide (see Appendix A), interviews were conducted
over the phone or via videoconference, audio recorded, and transcribed
verbatim. The average length of interviews was 36 min (Standard De-
viation ¼ 13 min; Range 17–62 min). A majority of participants identi-
fied as women (80%), White non-Hispanic (85%), and had a four-year
college degree or higher (75%). The average age was 42 years (standard
deviation ¼ 12 years; range: 20–64 years); more than half of participants
were 35–54 years of age (55%). Interviewees were experiencing COVID
symptoms for an average of 232 days (standard deviation ¼ 112 days;
range: 96–377 days) by the time of interview (see Table 1). Consent was
obtained prior to the start of each interview; all procedures were
reviewed by the Institutional Review Board at Appalachian State
University.

Thematic analysis was used to draw insights from the qualitative
interviews by examining the perspectives and experiences of different
participants and highlighting their similarities and differences (Nowell
et al., 2017). Interview transcripts were imported into Dedoose for cod-
ing and analysis. Five authors (DR, NS, JC, EB, CT) became familiar with
the data through reading transcripts line-by-line and documenting initial
thoughts about codes and themes. A coding framework was collabora-
tively developed by reviewing a subset of five transcripts for both a priori
topic areas (e.g., symptoms, healthcare interactions, communications
and interactions in online communities) and emerging concepts (e.g.,
symptom progression and impacts on quality of life, illness recognition,
paths to recovery). This framework was revised and refined over the
course of several team meetings, during which time feedback was
incorporated on content and parsimony. The final framework was
applied by coding all transcripts. The authors then independently
reviewed coded excerpts related to each of the research questions,
meeting several times to discuss patterns, connections, and distinctions in
3

the data. Interviewee experiences were compared and contrasted to
highlight emergent themes and divergent perspectives. For example, a
review of coded excerpts for the type, range/combination, severity, and
progression of Long COVID symptoms, along with those related to illness
uncertainty, representations of COVID-19 early in the pandemic, and
contrasts in illness experiences between self and others enabled us to
identify our first theme capturing the complexity of interviewees’ illness
experiences and their inability to account for their illness or find similar
others. We discussed findings in regular team meetings and recorded our
analytic decision-making process with detailed notes and memos doc-
umenting our personal assumptions to limit biases and facilitate rigorous
interpretation. Quotes from interview transcripts were used to illustrate
each of the themes. Pseudonyms were used to distinguish between par-
ticipants. Fig. 1 provides an illustration of our analytic process, including
the initial production of codes, refinement of the coding framework,
application of the coding framework to interview transcripts, and
searching for themes through a review of coded excerpts.

4. Results

We identified three overarching themes. The first (described in sec-
tion 4.1) highlights the complex and unpredictable symptoms that
comprised interviewees' illness experiences, the life-altering impacts of
those experiences, and the uncertainty surrounding their illness
following limited support and recognition from their social networks,
and incomplete understandings of COVID-19 within the broader public
and scientific community. The second theme (4.2) focuses on in-
terviewees’ dismaying interactions within healthcare settings, including
their frustration with doctors who were unable to treat their condition or
who dismissed their experiences outright. The third theme (4.3) specifies
the role that online communities played for persons with Long COVID,
including the validation that members of these communities provided by
recognizing their illness and validating their experience by sharing
similar symptoms and healthcare interactions.

4.1. “These symptoms are so weird.” complex and unpredictable
symptoms amid an evolving pandemic

Interviewees described Long COVID as a complex and unpredictable
illness comprising a range of symptoms spanning multiple body systems
that were sometimes general and non-specific. Symptoms varied in their
type, timing, and severity, often appearing in cycles. Common symptoms



Fig. 1. Process of Codebook Development and Thematic Analysis
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included fatigue, brain fog, shortness of breath, and anxiety. Long COVID
was contrasted with acute COVID-19 by sudden symptom relapses that
followed periods of presumed improvement and complicated their per-
ceptions of illness trajectory.

Interviewees expressed uncertainty over many facets of their illness,
including the source of infection, the timing and course of symptoms, and
its lasting effects on their health and functioning. Uncertainty was
heightened early in the pandemic when access to testing was limited,
understandings of COVID-19 and the mechanisms of spread were
evolving, and public attention was largely focused on hospitalized per-
sons with acute presentations of the disease. Interviewees expressed how
much was left to be learned about COVID-19 and its medical treatment,
and noted that misconceptions were prevalent. Limited knowledge of
COVID-19 produced a disconnect between public understanding of the
illness and how it was experienced by interviewees. For example, in-
terviewees described early representations of COVID-19 as an illness with
flu-like symptoms in which the range of outcomes included death, severe
illness, or recovery within a few weeks. Persistent symptoms beyond a
presumed recovery period and symptoms inconsistent with influenza led
to confusion, frustration, desperation for answers, and concern for long-
term health effects. One interviewee with Long COVID had unanswered
questions about her illness and expressed desperation to know whether
others had similar symptoms or experiences:

In March, we thought COVID was something that would either kill me in
three weeks or I’d get over it… It was May when I started having long-term
symptoms. It had gone on over a month [and was] worsening rather than
getting better. I was getting desperate … I need to know. Am I the only one
going through this or are there others? [Megan, Woman, 33]

Uncertainty was exacerbated by the absence of others who experi-
enced a similar illness progression or symptoms. Interviewees contrasted
their illness experience with that of friends' and family members,’ both in
ways that their illness affected their bodies as well as in the length of their
recovery period. One interviewee expressed a sense of isolation with
their illness due to a lack of support and recognition from others, as well
as frustration towards others who had no lingering symptoms:

Nobody else is having long-term symptoms. I'm the only one. I don't want to
say they're calling me dramatic, but they're like, “I don't think that's related
[to COVID-19].” I'm like, “No, it definitely is.” They're not really sup-
portive. [Christina, Woman, 40]

Initial presentations of COVID-19 evolved into an illness character-
ized by persistent symptoms and lasting health effects that jeopardized
interviewees' independence and challenged their sense of self. Long
COVID impacted multiple aspects of interviewees’ lives, including work
4

and daily tasks. Interviewees took leaves of absence from work and felt
unable to make longer-term plans or do activities they once enjoyed.
These changes represented a drastic shift for those who previously
identified themselves as healthy and functional. One interviewee likened
their illness experience, and ongoing efforts to cope with its health and
functional consequences, to a stroke recovery:

It’s like when somebody has a stroke, and they get partially paralyzed. And
they get through all this therapy, and they keep trying, and they're taking
medicine and doing all that, that, you know, they might regain partial
control, like learn to walk again, but their arm might not ever be working
again. So they're able to heal part of their body but not all of it. That's kind
of how life feels, is that, you know, I got through the sickness itself, but it's
still an ongoing battle to fix everything that it messed up. [Karen, Woman,
40]

Long-haulers sought to address wide-ranging symptoms that were
neither anticipated nor predicted by the state of knowledge about
COVID-19 at the time they began experiencing their illness.
4.2. “Am I crazy?” frustration, dismissal, and gaslighting characterize
healthcare interactions

The illness uncertainty described by many interviewees was con-
nected to their interactions with healthcare professionals, who were
often unable to diagnose and treat them. Interviewees expressed frus-
tration with the medical uncertainty surrounding Long COVID, including
the inability of healthcare professionals to provide answers to questions
about their illness:

I just wanted somebody to give me some answers, basically, but they didn't
have them. [Donna, Woman, 64]

Their symptoms, which were often non-specific and multi-system,
combined with tests and instruments that produced negative results,
made it difficult to narrow in on a diagnosis. Interviewees described
being shuffled between specialists, who would run tests but fail to
identify abnormalities. Diagnosis was also complicated by the lack of a
formal naming convention and varying labels for Long COVID (e.g., post-
viral syndrome/fatigue, autonomic dysfunction). One interviewee
perceived that their Long COVID symptoms were taken less seriously by
healthcare professionals:

They [healthcare professionals] said, “Okay, you know, there's nothing
much we can do, because there's a lot of patients who have worse symp-
toms. So, you know, you take this back to your primary care, and then you
go from there.” [Leela, Woman, 36]
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This was perhaps due in part to Long COVID symptoms that were not
commonly associated with acute COVID-19, especially early in the
pandemic (e.g., brain fog, paresthesia).

Healthcare professionals who were described as supportive often
focused on interviewees' quality of life and ability to perform social roles,
even if they did not have all the answers or resources to address their
concerns. Interviewees acknowledged that these healthcare professionals
were engaging in symptom chasing rather than treating an underlying
condition. Still, those healthcare professionals who listened to in-
terviewees’ suggestions about tests and symptom management strategies
and were familiar with COVID-19 symptoms and syndromes provided
meaningful validation. One interviewee described their satisfaction with
their treating physician based on the seriousness with which they took
Long COVID symptoms as well their efforts to learn more about the
condition by completing additional coursework and researching
treatments:

The doctor that I'm seeing is really good… He seems to be taking stuff very
seriously… And, you know, he had taken an extra course [on] post COVID
[symptoms and syndromes], and is there a better inhaler, and stuff like
that. [Kathy, Woman, 52]

These supportive interactions were contrasted with those involving
dismissive healthcare professionals who viewed their symptoms as less
concerning compared with those presenting with acute COVID-19. In
several cases, symptoms presented by interviewees were labeled by
doctors as psychogenic or rooted in pandemic-related anxiety. Without
results from formal medical tests to validate their illness, interviewees
felt unable to defend their illness. One interviewee expressed frustration
with healthcare professionals who were perceived as dismissive and
pushed back against medical evaluations attributing her Long COVID
symptoms to pandemic-related anxiety.

There's a lot of dismissiveness… Every doctor I talked to brings up anxiety
and it's like, “Okay, I am aware why you think this could be a thing. And I
am aware that like, you know, it could play a role, but anxiety is not giving
me a fever.” I thought, you know, like, it's just, it just was really frustrating.
[Ashley, Woman, 28].

Several interviewees described a gaslighting phenomenon in which
they felt mentally manipulated by healthcare professionals. Gaslighting
has been defined as attempts by one actor within an intimate relationship
to make the other seem or feel crazy (Sweet, 2019). Indeed, more than
half of interviewees used this language to describe how they were met
with dismissal and doubt when medical evaluations, tests and exams
failed to identify recognizable abnormalities. These interactions pro-
duced a surreal social environment in which interviewees’ medical
claims, notably those expressed by women, were dismissed and deemed
non-credible (Fielding-Singh & Dmowska, 2022). One interviewee
described:

What I was getting from the medical field [was] that I was crazy. [The]
General Practitioner was like, “I don't know about this.” In the hospital, it
would be like, “Well, there's nothing wrong with your lungs. There's
nothing wrong with your heart.” And it kind of made me feel like, well, was
it just in my head? It was like the medical field wasn't believing that I was
really having this stuff. [Kelly, Woman, 56]

Gaslighting interactions with healthcare professionals led in-
terviewees to question their symptoms and evaluate their level of
sensitivity. One interviewee wondered if she was worrying excessively
about her cardiovascular symptoms, drawing analogies between herself
and someone with hypochondriasis:

You start to wonder, after so many people dismiss you, you start to wonder,
what is real and what's not real? And, are you just being too sensitive? Like,
you know, “Oh my gosh, my heartbeat, my heart fluttered. Oh, my gosh,”
5

you know, it's made me become super hypochondriacal. [Susan, Woman,
57]

Another interviewee who described shortness of breath questioned
whether there were other explanations for her illness, since she did not
need to be placed on a respirator.

I started questioning … Am I crazy? Am I just really not? Because my
breathing, it was just, it was like I would have to like, catch a breath. And
sometimes my breathing pattern would be off, where I'd have to, like, stop
and it was weird. It was hard to explain. I didn't have to be put on a
respirator or anything. I almost felt like, gosh, maybe, you know, maybe
there's just something else going on? [Donna, Woman, 64].

Lacking answers from healthcare professionals, interviewees found
themselves ill and seeking out others with similar experiences.

4.3. “I'm not the only one out there.” online communities provided
validation and support

Online communities for Long COVID, including Reddit forums,
Facebook Groups, and Slack channels, provided platforms for in-
terviewees to learn from others with similar symptoms and share their
stories. Interviewees were drawn to online communities out of an effort
to gather information about their illness and ask questions. Interviewees
tended to have prior experience with the online platform they used to
connect with others coping with Long COVID. In the case of Facebook
users we interviewed, their awareness of online communities for Long
COVID came about from within their own social networks, including
referrals from family, friends, and healthcare professionals. One inter-
viewee described how information they gained from a Facebook group of
persons with Long COVID helped to reduce their uncertainty by knowing
others were experiencing similar symptoms:

It was one of those things like we weren't ever, like, completely sure that this
was COVID. We had to kind of piece it together … And it honestly wasn't
until a couple months ago when I read an article that came across my
Facebook feed about long-haul, and I was reading through the symptoms,
and it was like, “Oh, my God.” Everything made sense at that point … I
searched out the survivor groups on Facebook, and I joined, and started
reading just people's stories and accounts. I was like, everything here is like
what I've been going through. Now I have an answer. [Casey, Non-Binary,
40]

In addition to reducing uncertainty, the presence of others in online
communities who presented with similar symptoms fostered a sense of
validation through affirmation that symptoms were related to Long
COVID rather than psychogenic illness or disorder. One interviewee
described how his connections with others on Reddit provided infor-
mation and helped him realize that he was “not crazy:”

At one point, I'm like, “What the hell is wrong with me? I don't under-
stand.” I started to search online and I found people on Reddit. I was like,
oh, okay, this is a thing. Like, I'm not crazy… It gave me information… It
validated [my symptoms]. [Brian, Man, 48].

Another interviewee described how finding others with similar
symptoms on Facebook helped to quell her anxiety by providing a sense
of support and fostering connection with others:

A lot of [my anxiety] was feeling like, I don't know how long my symptoms
are going to last. I'm feeling like I don't know anybody else who's experi-
encing similar symptoms… I started looking at the COVID Facebook posts
and connecting with people who have similar symptoms … And I felt like
that night, after I joined that COVID Facebook group, was the first night in
a very long time that I didn't have that massive anxiety attack. It's definitely
been very helpful to connect with people who have similar symptoms,
especially when a lot is unknown about the virus… I just felt like it opened
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up a whole new channel of hope and support and resources. [Julia,
Woman, 26]

One interviewee found comfort and support in knowing that she was
not alone, but these feelings could not fully offset frustration with the
uncertainty surrounding illness etiology and treatments.

It's just more supportive knowing that I'm not alone, like other people have
the same symptoms and are going through the same thing. But there's no
explanation of why it's happening or any guidance on how to make it stop.
But I mean, it's comforting to know that it's not, I'm not like going crazy. I
thought I was going crazy for a little bit. [Christina, Woman, 40].

Online communities provided an outlet for interviewees to voice
frustration with medical gaslighting. These online interactions fostered a
realization that interviewees were not crazy and had similarly complex
health and symptom concerns as others. One interviewee described how
online communities helped to compensate for medical uncertainty and
gaslighting through the sharing of illness experiences and social support:

People sharing [their experiences in online communities] made us feel that
what we were telling our doctors, who just looked at us with empty blank
faces, made sense. And you, you would get a sense of validation that, “No,
you're not crazy. And no, this isn't all in your head.” Getting so much
negative treatment from people in the medical community is really
degrading. It kind of hits your self esteem. … So it was like there was a
sense of community, and what we weren't getting from the medical pro-
fessionals, we were getting from each other. [Susan, Woman, 57]

Indeed, the collective voice of persons with Long COVID in online
communities served to provide empowerment to a group that had
experienced disempowerment through dismissive healthcare in-
teractions and medical gaslighting. One interviewee, a practicing
healthcare professional, reflected on how her awareness of gaslighting
experiences among persons with Long COVID led her to critically eval-
uate her own actions towards patients and recognize that patients may
continue to have challenges with their illness following an acute sickness.
She described the moment that led to this realization:

I literally started crying because I was like, this is exactly what I'm expe-
riencing, and there are so many people. And truthfully, as a provider, all I
cared about prior to this was getting my patients through the acute infec-
tion, [so] that they wouldn't die. I was scared for them. I really did not give
any thought as a provider about [what happens] afterwards. Not that I
wouldn't listen to someone, but I didn't even think about what that would
be, and now going through it, it gives me a whole different perspective of
even how I would practice as a provider. [Melissa, Woman, 46]

While interviewees' comments regarding online communities were
mostly positive and their interactions were overwhelmingly supportive,
some took more critical views of these platforms. For instance, one
interviewee suggested a lack of continuity in participation made it
challenging to follow members over time and maintain conversations
about their illness and symptom trajectories:

At first [the online community] was super helpful, but then it ended up
being a lot of people, like introducing themselves for the first time and
asking questions, and then never coming back. There's a lot of like, just,
you know, new people coming and not- like there wasn't continuous con-
versation [Ashley, Woman, 28]

Other interviewees questioned the veracity of information shared in
online communities, noting the uncertainty surrounding effective treat-
ments for Long COVID and the potential of negative health consequences
associated with following unverified medical advice:

People are telling other people to take medications, and, “Oh, do this, and
take this supplement, and take that supplement.” When you start telling
people to pound electrolytes, if they have a, you know, low GFR
6

[glomerular filtration rate], you're going to damage their kidneys. You
might want to not tell people to do this, or at least talk to their doctor before
you tell them, “Oh, you're never going to get better, unless you do this.”
Because you're going to cause people harm. [Susan, Woman, 57]

In summary, online communities served as important sources of
validation, outlets for expressing frustrations, and spaces for learning
about symptoms and symptommanagement. At a time when most people
had limited face-to-face social interactions, these online communities
were particularly significant.

5. Conclusions

This study describes the subjective illness experiences of persons with
Long COVID– the long-term effects that result from infection with the
virus that causes COVID-19 (CDC, 2022). Our findings highlight their
experiences navigating complex and unpredictable symptoms amid sig-
nificant uncertainty surrounding the causes and consequences of
COVID-19. These results also indicate the often troubling experiences of
persons with Long COVID in seeking recognition and treatment from
healthcare professionals and the ways in which their interactions in on-
line communities aided them in managing uncertainty. Interviewees
described their illness through the prism of a diffuse set of symptoms that
spanned multiple body systems months after an initial infection. These
descriptions help to expand upon recent research that unpacks the ways
in which an acute respiratory syndrome can manifest into a chronic
illness with long-term health and social consequences (Higgins et al.,
2021; Leviner, 2021).

Interviewees in our study had varying encounters with healthcare
professionals when presenting with Long COVID symptoms, including
some interactions that were described as supportive in aiding in-
terviewees with finding treatments that led to improvements in their
quality of life. However, several persons with Long COVID whom we
interviewed described instances of medical gaslighting. Interviewees
described how these encounters left them feeling crazy when their
symptoms could not be verified with existing medical testing and di-
agnostics, and when doctors suggested “there's nothing wrong” or implied
that the cause of their symptoms was pandemic-related depression or
anxiety. These findings help to clarify the specific social processes within
healthcare encounters that have left patients with Long COVID feeling
isolated, unsupported, and frustrated (Kingstone et al., 2020; Taylor
et al., 2021). Dismissal and disbelief among patients by healthcare pro-
fessionals has been documented in contested illnesses, including chronic
pain, myalgic encephalomyelitis, chronic fatigue syndrome, and fibro-
myalgia (Barker, 2008; Blease et al., 2017; McManimen et al., 2019;
Newton et al., 2013). Indeed, interviews with Long COVID patients who
were physicians themselves expressed concerns that they would be
treated differently due to the overlap of their symptoms with contested
illnesses, even avoiding disclosing certain symptoms for fear they would
be dismissed (Garner, 2020; Nath, 2020; Taylor et al., 2021). This
research parallels how interviewees described their distressing bodily
symptoms being classified as psychosomatic, a consequence of
pandemic-related anxiety, rather than as clinical sequelae of COVID-19.

Delegitimizing healthcare encounters described by patients with
other chronic illnesses such as chronic fatigue syndrome are also attrib-
uted to the absence of observable disease or identifiable organic pa-
thology and the outward appearance of normal functioning (Ware,
1992). Patients with medically unexplained physical symptoms describe
experiencing clinical encounters characterized by disbelief, disrespect,
marginalization, inappropriate psychological explanations, and
damaging health advice (Lian & Robson, 2017). Their perceptions of
dismissal and disbelief could stem from medical uncertainty among
healthcare professionals who arrive at inconclusive diagnostic evalua-
tions and rule out the most serious and life-threatening conditions (Han
et al., 2021). Those with Long COVID who perceive their health status as
uncertain and threatening (i.e. a novel and complex illness that cannot be
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accounted for by the healthcare system) may experience significant
anxiety (Freeston et al., 2020). These findings are concerning given that
illness uncertainty is positively associated with coping difficulty and
negatively associated with coping efficacy in chronic illness (Johnson
et al., 2006).

Perhaps owing to stay-at-home orders and recommendations for so-
cial distancing, online communities became popular forums for persons
with COVID-19 to share their illness experiences and challenges with
testing, diagnosis, and treatment. While online communities were plat-
forms for those with acute and chronic presentations of COVID-19 to
share their illness experiences, these sites were virtual spaces where
people with Long COVID could engage in crowd-sourced medicine and
collective uncertainty management (Thompson et al., 2021). Online
communities, including those on Reddit and Facebook, were important
outlets for our interviewees, especially when they perceived limited
recognition and support, and even disbelief, from family and friends.
Indeed, online communities provided outlets for people with Long
COVID to share detailed accounts of their symptoms with others, inter-
pret healthcare experiences, and collectively shape an understanding of
their illness. These findings reinforce those of prior studies among
help-seeking among persons with contested illness, which illustrate how
self-doubt and alienation spurs involvement in support communities and
aids in the affirmation of their illness experience as real rather than
imagined (Barker, 2002, 2008). Interestingly, interviewees expressed
similar points about their illness experiences, including those about
illness uncertainty and medical gaslighting. One possibility is that
participation in online communities shapes the discourses and narratives
around Long COVID. Earlier research has noted the “echo chamber”
quality of Long COVID online communities, where certain narratives
about the illness experience are shared and promoted (Rushforth et al.,
2021). It is possible that discourses around dismissive healthcare pro-
fessionals and medical gaslighting get picked up and circulated within
these communities. However, most interviewees indicated that they
sought out online communities after healthcare interactions character-
ized by dismissiveness and medical gaslighting.

There are notable ways in which this research could be expanded
upon. First, our study examined the perspectives of self-identified long-
haulers, including their recounting of clinical interactions and experi-
ences with COVID-19 diagnosis and testing. This approach lacks a ‘clin-
ical witness’ to the diagnosis and treatment of persons with a complex
illness about which little was known. Soliciting the perspectives of
healthcare professionals towards the treatment of patients with Long
COVID could help to elucidate how they managed medical uncertainty
and assisted patients coping with unexplained symptoms. Our work also
suggests directions for studying long-term health and quality of life
outcomes. Several interviewees discussed challenges in maintaining full-
time work or returning to work, suggesting a need for a more formal
investigation of employment and disability policies related to Long
COVID.

We intentionally sampled interviewees from online communities to
understand how those communities impacted members' experiences.
This approach likely excluded people with limited internet access or
health literacy. Further, we may have missed other persons coping with
long-term effects from COVID-19 who did not see their health issues as
being connected to Long COVID. While qualitative interview methods
can aid in uncovering participants’ experiences with online communities,
including their motivations for joining and forming connections with
others who have similar illness, other methods such as online ethnog-
raphy, or blended approaches that combine offline interviewing with
online ethnographic observation, could aid in further understanding how
individual experiences are embedded within larger contexts of a social
movement aimed at fostering recognition and support for persons with
Long COVID (Hine, 2017). Additionally, online ethnographic methods
may afford participants greater flexibility to interact with researchers on
their own time, which may be important given the significant obstacles
that Long COVID presents to daily functioning and participation in work
7

and relationship roles.
Lastly, our research included limited representation among men,

older adults, races and ethnicities other than non-Hispanic White, and
those with lower socioeconomic status. Additional research on Long
COVID is needed to increase representation across these groups and
ensure their illness experiences are captured within this literature.
Further, the underrepresentation of certain groups within our interview
sample may have implications for the themes we identified in our anal-
ysis. For instance, case studies examining gaslighting often feature men
as gaslighters and women as targets of gaslighting (Sweet, 2019). Studies
of medical gaslighting, specifically, have highlighted how unequal power
dynamics and histories of discrimination within healthcare encounters
produce contexts in which the health concerns of women are dismissed or
invalidated by medical professionals (Sebring, 2021). Women have been
significantly more likely than men to report certain symptoms of Long
COVID, including headaches and myalgia, symptoms that are often
contested and elude medicine's pathological gaze (Barker, 2009; Taquet
et al., 2021). Additionally, researchers have documented disparities in
COVID-19 morbidity and mortality by age, race/ethnicity and sex across
earlier and later pandemic stages (Danielsen et al., 2022; Elo et al., 2022;
Feldman& Bassett, 2021). Men andminorities may be less represented in
the Long COVID online communities we studied. Other forms of social
media or data collection sites such as recovery and treatment clinics for
persons with Long COVID could be targeted to produce a more diverse
sample. As research continues to inform our understanding of the
epidemiology of Long COVID, we will gain insight into
socio-demographic groups suffering from this illness that warrant further
study.

Together, our findings have several practical implications for the
support and care of Long COVID. First, referring people who report
lingering symptoms and/or health effects from COVID-19 to specialty
centers and recovery clinics could help to improve their assessment and
treatment within the healthcare system. Previous research has high-
lighted how strong relationships with healthcare professionals are
especially important in clinical encounters where patients present with
symptoms that are not easily detected, explained, and managed through
existing medical knowledge and technologies (Lian & Robson, 2017).
Second, connecting persons with Long COVID to online communities that
are patient-led and moderated to prohibit misinformation and unsolic-
ited medical advice could lead to some measure of relief for those with
persistent symptoms in knowing that others have had similar experi-
ences. Educating healthcare providers on strategies to address medical
uncertainty and to improve patient engagement is needed to reduce in-
stances of medical gaslighting and its negative consequences for in-
dividuals. Lastly, but perhaps most importantly, continued efforts are
needed to amplify the voices of persons with Long COVID and support
them through research, education, and advocacy. This includes following
them over the course of their illness and recovery, listening to their
narratives, and understanding how they manage symptoms.
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Appendix A. Semi-Structured Qualitative Interview Guide

I'm going to ask you some questions now about your experiences
when you became sick with COVID-19, what it was like when you started
having symptoms, your meetings with doctors and other healthcare
professionals, and your communications with other people who tested
positive for COVID-19 on online communities of support, like Reddit,
Facebook, Slack, or Twitter.

1. Can you walk me through what happened at the time when you first
became sick with COVID-19?
a. When did you first suspect that you had become infected with

COVID-19?
b. What did you know about COVID-19 at the time when you first

became sick?
c. Did others in your network (family or friends) become sick with

COVID-19?
d. What were some of your first symptoms? Were you concerned

about them?
e. How did your symptoms affect your day-to-day life and routines?
f. Which symptoms were most difficult for you to cope with?
g. What was your health like before you became infected with

COVID-19?
2. Can you tell me about what it was like for you to get tested for COVID-

19?
a. Was there a testing location close to where you lived?
b. Was it easy to get to? Did you have to wait long to take a test?
c. How long did you have to wait for your test results to come back?
d. Were the testing results consistent with what you expected them to

be?
e. Did you take a test for COVID antibodies? What was the result of

that test?
3. Did you share your concerns about your long-lasting symptoms of

COVID-19 with your doctor(s) or other healthcare professionals?
a. How did they respond to you when you shared your symptom

experiences?
b. How did the way they responded to you make you feel?

4. Did the healthcare professional take certain symptoms more seriously
than others?
a. How long after you first suspected you had COVID-19 did you start

to be concerned that you had long-lasting symptoms from the
virus?

b. At that time, were you familiar with the group of people who
called themselves “long haulers” or used the term “long covid” to
label their experiences with the virus. How did you learn about this
group of people with lingering COVID-19 symptoms? What did
you learn about this group?

c. What about your experience led you to consider yourself a “long-
hauler”?

d. How have the long-lasting (lingering) symptoms continued to
impact your daily life?

5. What made you want to use social media to connect with other long-
haulers?
a. Which social media platform(s) did you use to connect with other

people with lingering symptoms from COVID-19?
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b. What were you hoping to gain from participating in the online
community?

c. Did you share your own experience with this online community by
posting your story about having long-lasting symptoms of COVID-
19?

d. How did they respond to you when you shared your symptom
experiences?

e. What steps did they take (or not take) to help you manage your
symptoms?

6. How did you find the online community (e.g., Reddit, Twitter,
Facebook) of support for people with long-lasting COVID-19
symptoms?
a. When you found the [online community], were you aware that a

group existed of persons with prolonged symptoms (i.e. “long
covid” or “long-haulers”)?

b. Why did you decide to share your experience with this
community?

c. What information did you decide to share about your experience
with COVID-19?

7. Did you find support from other persons with prolonged symptoms of
COVID-19 in the [online community]?
a. What types of support did other people in the [online community]

provide to you?
b. Did you try to provide support to other people who posted about

their prolonged COVID-19 symptoms? What types of support did
you offer to them?

c. Do you see yourself continuing to participate in [the online
community]?

8. Howwould you describe your experience as a long-hauler to someone
who was unfamiliar with the lasting effects of COVID-19 infection on
people?

9. How has your experience as a long-hauler changed the way you view
yourself and your health? Has this experience changed your identity
and sense of self?
a. Has it impacted your family life or identity within your family?
b. Has it impacted your spiritual practices or beliefs?
c. Has it impacted your work?
d. Have you needed someone else to help you do things around the

house or take care of you because of your symptoms?
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