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Abstract

The goal of this study was to explore the experiences of individuals seeking care for long COVID-19 in the Canadian health-
care system. Recorded virtual interviews were carried out with 8 participants and narrative analysis was used to examine the
stories produced and identify the central narratives that defined participants’ experiences. Care-seeking experiences were
characterized by (1) often debilitating multi-system symptoms for which little information about prognosis was available
and no effective treatments were provided, (2) compounded by the frustration of trying to convince family, friends, and health
care practitioners of the legitimacy of their illness, (3) access to medical care was severely limited by the global pandemic and
associated higher thresholds for care, (4) like others suffering from complex, multi-system conditions, people with long
COVID are often struggling with a health-care system ill-suited for dealing with long-term and possibly chronic conditions.
To make system-level improvements to better serve those with chronic conditions, it is critical that we understand the

care-seeking experiences of chronic illness patients, including the unique experiences of those with long COVID.
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Approximately 3.5 million Canadians were infected with
COVID-19 by April 2022, with almost 150 000 hospitaliza-
tions and over 38 000 deaths (1). Additionally, many were
infected and survived, but did not promptly recover. As a
new, complex, poorly understood, and multi-system condi-
tion, consensus lagged on the diagnostic criteria or even
the validity of “long COVID” as a stand-alone condition
(2), yet incidence rates of approximately 10% to 30% have
been reported (3,4). The present project explored the experi-
ences of accessing care for long COVID in the Canadian
healthcare system during the global pandemic.

Generally, healthcare systems are optimized for acute ill-
nesses and injury (5) and the Burden of Treatment Theory
(6,7) is a useful framework for understanding the factors
related to accessing care for chronic illnesses and identifying
the effects of shifting the responsibility of care from health
care professionals to patients (8). The theory proposes that
the capacity of patients to seek and obtain care is affected
by the robustness of their social support system as well as
the health care system itself. Interacting with the patients’
capacity to obtain healthcare is the work required to
manage treatments and access care (eg, gaining disease

knowledge, ongoing assessment of progress and setbacks,
coordinating care with multiple providers, etc). Essentially,
the Burden of Treatment Theory highlights that high levels
of capacity are needed to navigate the healthcare system
and its many barriers (7).

Research on the experience of seeking care for non-
specific, multi-system chronic illnesses (eg, myalgic enceph-
alomyelitis, fibromyalgia, Lyme disease, chronic pain) has
highlighted the issues raised in the Burden of Treatment
Theory (7). Lack of knowledge, dismissiveness on the part
of medical professionals and others, and the difficulties of
obtaining a diagnosis have been raised repeatedly (9-14).
Also, multi-system symptoms that are not supported by
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established diagnostic algorithms are difficult for physicians
(15,16) and restrictions on time, energy, and power can limit
their capacity to provide care to patients with chronic ill-
nesses (8). While some doctors faced with multi-system con-
ditions persistently investigated specific symptoms (which
could contribute to the treatment burden on patients
(15,16), others disengaged from patients, sometimes dismiss-
ing symptoms as being entirely psychological or psychoso-
matic. This accentuated the stigmas surrounding mental
health, while doing nothing to address the legitimate physical
components of the condition (17).

Recent work in the United Kingdom (18-21) suggested
that the experiences of long COVID patients not only reflected
past findings regarding the difficulty of accessing medical care
for chronic illnesses but also presented unique challenges.
These patients tended to avoid seeking care, due in part to per-
sistent and often confusing symptoms (eg, affecting multiple
systems, oscillating) paired with invalidating responses from
both healthcare practitioners and members of their social
network (18-20). When care was sought, it was often difficult
to obtain because of pandemic-related changes to the healthcare
system, including temporary closures and reduced services,
lack of knowledge from providers, and triage protocols that
limited the priority of patients who were not in acute and life-
threatening distress (19). Even health care providers experienc-
ing long COVID reported dismissiveness despite their
enhanced knowledge, credibility, and access to the healthcare
system (21). The consequences of feeling dismissed included
seeking a primary care provider who validated their experience
(18), self-advocacy, research regarding long COVID, on-going
efforts to get referrals, and relying on other sufferers for advice
and support (19).

Recognizing the importance of the patient perspective in
understanding the functionality of healthcare, (22) in the
present study, we carried out interviews with individuals from
across Canada who self-identified as having long COVID.
Using a narrative analysis approach (23) and an analysis lens
inspired by Burden of Treatment Theory, (6-8) our goal was
to explore the full picture of participants’ healthcare experiences
from initial COVID infection onwards.

Method
Participants

We conducted 8 interviews in February and March 2022 and
participants were recruited from those who completed the
Canada-wide survey (24) titled, Chronic Complications of
COVID-19. Data for that study were collected in 2020
from a total of 738 participants, with 229 (31%) experiencing
prolonged COVID symptoms. Sampling for the present study
involved selecting every 25th participant from the previous
study and checking to see if they met the following inclusion
criteria: (a) had ongoing symptoms for at least 3 weeks after
onset, (b) were over the age of 18, and (c) had agreed to be
re-contacted for a subsequent study. If the 25th participant

did not meet the inclusion criteria, the following individual
on the list was reviewed for inclusion. We aimed for half
of the interviews reported in the present study to be from
wave one of the pandemic. Twenty invitations to participate
were sent out, and 8 individuals agreed (40% response rate).

Materials and Procedure

Participants were provided with a description of the study by
email, and informed consent was obtained verbally.
Interviews were performed, recorded, and transcribed using
Microsoft Teams, by a young female university student
visible to the interviewee on camera. Participants were first
asked preliminary demographic questions and questions regard-
ing COVID status. The main interview questions included (a)
broad questions about experience with the acute COVID infec-
tion and subsequent experiences, (b) questions about the facili-
tators and barriers faced when accessing care for long COVID
and (c) an invitation to fill in any parts of their story not
covered. Lastly, we asked demographic questions, comorbidi-
ties, and where information about COVID was accessed.

Analysis

After the transcriptions were edited for accuracy, the virtual
whiteboard software, Miro™ was used. The first 2 authors
worked collaboratively, and all coding decisions were
made through consensus. We used a narrative analysis
approach (23) and analyzed the interviews through the lens
of Burden of Treatment Theory (7) with a focus on the con-
cepts of “capacity” and “work” and the connecting factors of
barriers and facilitators.

Stories were defined as passages containing an event
(“something happened”) along with the accompanying pre-
amble and prologue®® and the analysis was framed around
the following 4 storytelling elements.

1. Structural features were the key event of the story,
and its stage, characters, and plot.

2. Stories were categorized as focusing on capacity,
work or other (7). Capacity stories described the sto-
ryteller’s past and present situation and character/per-
sonality. Work included any descriptions of care
seeking or information seeking about the illness.

3. Co-creation and storytelling elements focused on
how the story was told, including involving the inter-
viewer in the storytelling process (eg, using humor,
providing background information, and phatic ele-
ments such as “you know?”).

4. The social narratives underpinning each story
included the impact of the pandemic on the healthcare
system and on society in general, the implied beliefs
of the storyteller concerning their illness, and how
their illness was perceived by others around them.
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By exploring each of these elements independently and in rela-
tion to one another, connections and parallels between transcripts
stood out and were used to identify overarching narratives explor-
ing how capacity and work related to access to care.

Results

Participant demographic information is shown in Table 1.
The mean age of participants was 47 (SD = 12.9), 6 of the 8
were female (75%), and a variety of professions, including
health care providers, office workers, and contract employees
were represented. Three participants had pre-existing conditions
that involved regular visits with a medical practitioner (37.5%),
all participants had a family doctor, and, on average, participants
reported having previously seen health care professionals 2.14
times per year (ranging from once per decade to 4 times a
year. Four participants contracted COVID during the first
wave in their region (50%), 2 in the second wave (25%), and
2 in 2021 (25%). Only those with an acute infection in the
first wave did not have positive COVID tests. Symptoms
reported by the participants are presented in Table 2.

After extensive analysis of all the stories, 5 primary narra-
tives were identified and are described below. Numbered
excerpts from the interview stories are provided in Table 3.

Narrative 1: My Situation “This Has...”

Each participant provided descriptions of their long COVID
experience and many focused on the dramatic differences in
their lives before and after the onset of illness. For example,
participant 2 repeatedly highlighted the decrease in their
“activity levels” since becoming sick and reluctance to
deplete energy needed for work by engaging in previously
enjoyed activities to reinforce their argument that they had
been deeply affected by the condition (Excerpt 1). Some par-
ticipants explicitly recognized and acknowledged the work
that went into convincing family members, colleagues, and
healthcare practitioners of the severity of their condition.
This work was particularly challenging early in the pandemic
when most news reports focused on hospitalizations, number
of people on ventilators, and deaths. In this context, having an
illness that affected day-to-day life yet did not seem to
warrant attention amid a global pandemic was part of the inher-
ent frustration of the participants’ experiences (Excerpt 2).
Describing one’s situation was part of every interview and the

Table |. Demographic Information.

ID Age Gender Province Living Education

0l 28 Male SK Urban Some post-secondary

02 55 Female ON Urban Post-secondary degree +
03 41 Female SK Rural  Post-secondary degree
04 34 Female MB Rural  Post-secondary degree
05 66 Female ON Urban Post-secondary degree +
06 48 Female BC Urban Some post-secondary

07 60 Male ON Rural  Post-secondary degree
08 44 Female NS Rural  Post-secondary degree

overarching question (ie, social narrative) of whether long
COVID really exists was consistently present.

Narrative 2: Identity “l Am...”

The “I am...” narrative encompassed the construction of identity
in relation to the participants’ illnesses (ie, developing a patient
role). For many, this narrative was built through stories of active
participation in care, often through self-monitoring and research.
The need to push to be heard and supported in the healthcare
system was central to the work of care seeking and seemed to
be exacerbated within the context of long COVID. Not only
was it necessary to advocate for the legitimacy of the illness,
but it was also necessary to develop an identity as an active,
engaged patient. (Excerpt 3).

Narrative 3: Personal Capacity “l Can...”

This narrative reflected the personal in/capacity of partici-
pants to seek health care. Not only did long COVID symp-
toms make common tasks difficult (eg, getting to

Table 2. Symptoms Reported.

Category Symptoms

Flu/cold Headaches,

Ear popping
Shortness of breath
Fever, sweating, sore throat
Lung issues, cough
Congestion, tight chest, cold
Brain fog/confusion
Blurred vision,
Loss of smell
Intermittent auditory hallucinations
Peripheral neuropathy,
Numbness & pain in fingers
Pain/burning in feet and toes
Slurring of speech
POTS
Dizziness when standing
Dysautonomia postural hypertension
Tachycardic
Hypertension
Blood pressure
Postural hypertension
Fatigue
Post exertional malaise
Muscle & joint pain
Weakness
Nauseous
Gastrointestinal
Stomach problems
GERD
Depression
Anxiety
Blood clotting
Hot flashes
Rashes

Neurological/cognition

Hypotension/cardiac

Fatigue/Muscular pain

Gastro-Intestinal (Gl)

Psychological

Other
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Table 3. Excerpts From Participant Stories.

Narrative

Theme

Story excerpts

Situation

Identity

Personal
capacity

System
capacity

Work

Before versus After

Severity of illness

Patient role

Prognosis confusion

Online support

Role of primary
physician

Referrals

Psycho-logical
symptoms

Gratitude

Alternative care

Alternative care

I: my activity levels are definitely down. [...] 'm not somebody who likes to sit around. [...] It's a complaint
my mother always had about me, is like, ‘would you please just sit down?” And you know-, but my activity
levels are definitely down. And I’'m kind of nervous and I'm kind of reluctant to try and get back into some
of the activities that | really enjoy doing. [...] I'd love to do Pilates, but I'm kind of reluctant to expend
that energy because I’'m concerned that if | do that then it’s going to make it difficult for me to
work...(P02)

2: | didn’t have the really scary symptoms that they talk about the shortness of breath, the coughing, the

fever, the stuff that put people in the hospital and on respirators. But | was definitely sick. And there’s
really kind of frustrating to have people say-, look at me and say, oh, you look great. You look just fine.
And | felt so terrible. And you know, | just couldn’t seem to get people to understand that. Yeah, | wasn’t
going to be on a respirator in the hospital, but | felt darn bad. (P02)

3: Once I noticed that this was long COVID and once | noticed in about March that this wasn’t going away, |

started doing a daily journal. So | was recording um the date, the time, any physical activity. | did the
symptoms that were present, notes about those symptoms, scale of | to 10, how tired | was scale of | to
10, how much that was impacting my work and daily life, medications taken and any extra notes that |
needed because | thought at the time and | still haven’t like been able to eradicate this thought

completely was that if this continues for a long time | want documentation there that | have documented,
recorded this and it’s not just I’'m looking to get some extra supports because | would like them. (PO1)

4: | mean, the most frustrating part about a lot of it was that every time | saw somebody, they’re like, “well,

that’s just COVID.” And we’re not sure [...] is it going to get better? When is it gonna get better? Nobody
really knew. It was just, it's COVID, and that was the answer. [...] It was just you have COVID and we
don’t know...(P06)

5: the one thing | found really helpful was | joined a support group online [interviewer: okay] and that that

was like pivotal, that was really instrumental in me starting to be able to find opportunities to do things
that could make it better, right? [...] And then you kind of got to talk with other people and see and it’s
like, oh okay, yeah, those other 16,000 people that are in that group are also feeling dizzy. (P03)

6: Uhm, my family doctor he tried-, there finally was a long COVID clinic opened up in [my area], but you

had to have a positive result to be referred there so they wouldn’t take me and | tried to get antibody
testing, but the province didn’t have that at the time. My doctor tried to get me out of province antibody
testing approval, they didn’t approve that, so | was kind of just left stranded with my family doctor who is
wonderful but didn’t really have any answers either. (P04)

7: Usually you go into your family doctor and when they don’t initially know what’s wrong with you, you get

referred onto somebody else. [...] There was a lot of this referral process that was happening and then
COVID hit and it’s like oh all these people have shut down so that referral process isn’t happening. [...]
Prior to covid, we were quick to refer people on and you might wait for three or four months to get into
somebody, but they would [pause] help you progress further down that medical pipeline and now we
don’t have that. (P06)

8: ...and, you know, some people are like, ‘oh, it’s all in your head,” and I'm like, well, okay, well, if it’s in my

head, get it out. Like, | mean, | don’t, | don’t really care if it’s physical or if it’s mental, | just want it to stop.
And, you know, like just | want to be better, | want my, you know, my old life back [laughter], sort of
right...(P06)

9: 1 am so so fortunate that my doctor has really been, she’s just really really attentive to my case. [...] She’s

always been very attentive to me when | come to her with concerns and | consider myself really, really
fortunate that way (P02)

10: | saw a naturopathic doctor. These are definitely outside of the, my normal range of approach to
management of medical conditions, but there was really nothing from a from a quote-unquote traditional
Western medicine standpoint (P05)

I 1: P'm just constantly searching for anything that might help me [interviewer: uh-huh], whether it’s western
medicine or alternative methods, or it’s just like a never ending hoping that something will [laughter] help
me. (PO4)

appointments), but also confusion about these symptoms
such as having symptoms disappear and then return, and
having new symptoms unexpectedly appear was a barrier
to seeking care and often caused frustration. Furthermore,
the lack of medical information about long COVID outcomes
and prognoses drove participants to shift back and forth

between efforts to find a cure on the one hand and adapting
to a potentially life-long disability on the other (Excerpt 4).

Many stories also mentioned research and internet skills
and the ability to access and understand information about
long COVID as a facilitator to accessing care. Logistical
factors including financial resources were also a component
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of the capacity narrative, although less commonly discussed.
There was substantial heterogeneity in the way interpersonal
relations were perceived to impact personal capacity: logisti-
cal support was usually described as a facilitator and dismis-
siveness as a barrier. Moreover, the in-group-out-group
dynamic between those with long COVID and those
without was also interwoven into many of these narratives:
fellow long COVID sufferers often provided informational
and emotional support not available elsewhere (Excerpt 5).

Narrative 4: System Capacity “l Think the System...”

Views about the healthcare system’s capacity to provide care
was a complex narrative that linked personal capacity to seek
care and the work required to seek care. Stronger personal
capacity made care-seeking work more likely, but partici-
pants felt frustrated with a healthcare system that did not
have the information needed to help them, that was slow in
testing and adopting new evidence-based interventions, and
that did not have the capacity to deal with multi-system con-
ditions with diverse and confusing symptoms. Nonetheless,
many participants believed that their primary physician
wanted to provide care but simply did not have the knowl-
edge to do so (Excerpt 6).

Part of this narrative included descriptions of pre-existing
issues (eg, referrals) with the healthcare system which were
exacerbated by the pandemic (Excerpt 7). Another issue

was gatekeeping of care: not only was it difficult to access
care unless symptoms were life-threatening, but many were
told they needed a positive COVID test to access care,
even though they contracted the virus before testing was
widely available. Finally, while many participants acknowl-
edged that mental illness symptoms could be part of their
illness, the perception that a psychological diagnosis was
used as reason not to provide medical care was clearly frus-
trating (Excerpt 8).

Narrative 5: Work “(When) | Tried...”

The final narrative was about seeking medical care. Some
experiences were explicitly negative (eg, not being believed)
while others were unsatisfactory because of a lack of treat-
ment options (though transparency about knowledge limita-
tions by family physicians was perceived positively by
participants). Indeed, participants expressed surprise and
gratitude when providers were kind and attentive, even
when medical treatment was unavailable or unsuccessful,
highlighting relatively low expectations (Excerpt 9). Most
participants also told stories of eventually seeking alternative
care but aimed to present themselves as “reasonable patients”
by highlighting their attempts to access care through normal-
ized routes before branching out to non-traditional avenues
(Excerpt 10). For many, as the symptoms continued, the

Perception of

Situation (1)

1 N

\ 4

Identity (2)

\ 4

Personal
Capacity (3)

A

Burden of Treatment

System
Capacity (4)

Theory

Work (5)

Figure |. Interconnected narratives.
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search for treatments became broader, and less linked to tra-
ditional medical treatments (Excerpt 11).

Framework of Narratives

When seen through the framework of Burden of Treatment
Theory (7), the 5 narratives we identified highlighted the
feedback loops within the process of seeking healthcare.
The background to the help-seeking stories included both
Situation Description (1) and Identity (2) narratives that
together contributed to the Personal Capacity (3) of the par-
ticipant to seek care. Trying to access care can either result in
increased or decreased future capacity, as shown in Figure 1.
For example, when participants feel overwhelmed and inef-
fectual, their capacity to seek care is low. Using Personal
Capacity (3) to carry out the Work (5) of help seeking is facil-
itated or constrained by the characteristics of the Healthcare
System (4): if someone has the capacity to go to an appoint-
ment but there is no local hospital, they cannot carry out that
work. An important insight here was that the experiences of
doing the Work (5) of seeking care may affect the Personal
Capacity (3) to seek future care. If a health care provider is
dismissive of symptoms, the patient’s Perception of the situa-
tion (1) may decrease willingness to seek future care.
Additionally, if doing the Work (5) of tracking down a spe-
cialist and obtaining a referral to that person is difficult,
there may be insufficient Personal Capacity (3) remaining
to follow through with that appointment.

Discussion

This study explored the experiences of people with long
COVID trying to access care in Canada. The results repli-
cated and extended other studies within the chronic illness lit-
erature and the limited research on accessing care for long
COVID conducted in the United Kingdom (18-21). As
with other chronic but ill-defined conditions such as Lyme
disease (9) and chronic pain (13) our participants were frus-
trated when trying to convince family members, colleagues,
and health care providers of the validity of their illness. As
found in the United Kingdom, the self-doubt linked to con-
fusing and diverse symptoms (19,21), fears about not being
believed, and hesitant or negative attitudes about the health-
care system (19) all influenced care seeking decisions and
care avoidance.

One consequence of having a medical condition that was
not initially and universally accepted by the medical estab-
lishment was that while all began seeking care within the tra-
ditional medical system, many felt pushed into trying
alternative treatments because of not receiving the help
needed. A related outcome was the frequent adoption of a
patient role that required high levels of engagement and self-
advocacy. Both actions are congruent with past chronic
illness literature (9,10,17,19). Of course, the emphasis on
active patient roles in the present data set may be partly
explained by a participation bias: most participants found

the original survey through online groups, and those who
responded to our interview invitation were likely particularly
engaged. It would be of interest in future research to contrast
the care-seeking pathways of passive and highly engaged
patients.

Key issues were raised in the present paper that are spe-
cific to long COVID, and specific to seeking health care
during the unprecedented disarray of a global pandemic.
Existing issues with system capacity and logistical challenges
were exacerbated by the pandemic, leading to delayed care,
increased gatekeeping, and higher thresholds for care (21).
As in the United Kingdom (19), our participants suggested
that non-life-threatening symptoms were a barrier to care
because their condition was not seen as a priority. The lack
of knowledge about long COVID among participants and
the medical community created additional challenges, includ-
ing the absence of effective treatment, and the finding that
some individuals perceived that they were not provided
medical care due to mental health diagnoses. Similar obser-
vations were made in the United Kingdom for long
COVID (18-21), and in Canada for Lyme disease (17). Of
note in the present study was the importance given to
social media networks and digital support groups as a
means of obtaining interpersonal support from others with
long COVID (18-21). Participants in the current study
often suggested that others experiencing long COVID pro-
vided unique support, a finding that is likely to generalize
to other complex chronic conditions.

Limitations

The goal of the present study was to explore the experiences
of individuals living with long COVID but the experiences
described here do not represent the experiences of all
Canadians with this condition. Since this project began,
there have been several more COVID waves and several
long COVID clinics have opened in Canada. With relatively
rapid changes in available information and resources, the
present research should be read as a snapshot during a partic-
ular period. Moreover, the study relied on sampling from pre-
vious research which introduces selection and participation
bias and may further limit the representativeness of this
clearly small sample.

Conclusions

The WHO (5) published a report in 2002 detailing why
healthcare systems are challenged by chronic health condi-
tions and means to make them more effective. The current
study found parallels to previous literature on chronic
illness, and to a large extent, these issues seem to remain
unresolved. Many participants had to advocate for care and
for the legitimacy of their illness and others with long
COVID were an important support and resource.
Participants also reported broader frustrations with the
healthcare system, including lack of information, slow
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adoption of interventions, limited capacity to deal with multi-
system conditions, gatekeeping of care based on severity, and
minimization and segregation of mental health symptoms
and care. Overall, experiences seeking care for long
COVID were reportedly unsatisfactory. Despite this, many
participants expressed gratitude for attentive and supportive
health care providers.

Long COVID is unique in that for many participants it was
not clear whether it was acute or chronic and this uncertain
trajectory meant participants were unsure whether it was
best to focus their limited resources on adapting their lifestyle
to accommodate a chronic condition or continuing to strive
for access to new diagnostics and treatments. Future research
should focus on developing a better understanding of how the
healthcare system can change to handle complex chronic
illnesses.
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	 &/title;&p;Approximately 3.5 million Canadians were infected with COVID-19 by April 2022, with almost 150 000 hospitalizations and over 38 000 deaths (1). Additionally, many were infected and survived, but did not promptly recover. As a new, complex, poorly understood, and multi-system condition, consensus lagged on the diagnostic criteria or even the validity of “long COVID” as a stand-alone condition (2), yet incidence rates of approximately 10% to 30% have been reported (3,4). The present project explored the experiences of accessing care for long COVID in the Canadian healthcare system during the global pandemic.&/p;&p;Generally, healthcare systems are optimized for acute illnesses and injury (5) and the Burden of Treatment Theory (6,7) is a useful framework for understanding the factors related to accessing care for chronic illnesses and identifying the effects of shifting the responsibility of care from health care professionals to patients (8). The theory proposes that the capacity of patients to seek and obtain care is affected by the robustness of their social support system as well as the health care system itself. Interacting with the patients’ capacity to obtain healthcare is the work required to manage treatments and access care (eg, gaining disease knowledge, ongoing assessment of progress and setbacks, coordinating care with multiple providers, etc). Essentially, the Burden of Treatment Theory highlights that high levels of capacity are needed to navigate the healthcare system and its many barriers (7).&/p;&p;Research on the experience of seeking care for non-specific, multi-system chronic illnesses (eg, myalgic encephalomyelitis, fibromyalgia, Lyme disease, chronic pain) has highlighted the issues raised in the Burden of Treatment Theory (7). Lack of knowledge, dismissiveness on the part of medical professionals and others, and the difficulties of obtaining a diagnosis have been raised repeatedly (9–14). Also, multi-system symptoms that are not supported by established diagnostic algorithms are difficult for physicians (15,16) and restrictions on time, energy, and power can limit their capacity to provide care to patients with chronic illnesses (8). While some doctors faced with multi-system conditions persistently investigated specific symptoms (which could contribute to the treatment burden on patients (15,16), others disengaged from patients, sometimes dismissing symptoms as being entirely psychological or psychosomatic. This accentuated the stigmas surrounding mental health, while doing nothing to address the legitimate physical components of the condition (17).&/p;&p;Recent work in the United Kingdom (18–21) suggested that the experiences of long COVID patients not only reflected past findings regarding the difficulty of accessing medical care for chronic illnesses but also presented unique challenges. These patients tended to avoid seeking care, due in part to persistent and often confusing symptoms (eg, affecting multiple systems, oscillating) paired with invalidating responses from both healthcare practitioners and members of their social network (18–20). When care was sought, it was often difficult to obtain because of pandemic-related changes to the healthcare system, including temporary closures and reduced services, lack of knowledge from providers, and triage protocols that limited the priority of patients who were not in acute and life-threatening distress (19). Even health care providers experiencing long COVID reported dismissiveness despite their enhanced knowledge, credibility, and access to the healthcare system (21). The consequences of feeling dismissed included seeking a primary care provider who validated their experience (18), self-advocacy, research regarding long COVID, on-going efforts to get referrals, and relying on other sufferers for advice and support (19).&/p;&p;Recognizing the importance of the patient perspective in understanding the functionality of healthcare, (22) in the present study, we carried out interviews with individuals from across Canada who self-identified as having long COVID. Using a narrative analysis approach (23) and an analysis lens inspired by Burden of Treatment Theory, (6–8) our goal was to explore the full picture of participants’ healthcare experiences from initial COVID infection onwards.&/p;&/sec;
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