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Abstract 

Background A constellation of often disabling long-term physical symptoms enduring after an acute SARS-COV-2 
infection is commonly referred to as Long COVID. Since Long COVID is a new clinical entity, research is required 
to clarify treatment needs and experiences of individuals affected. This qualitative descriptive study aimed to provide 
insight into Long COVID treatment and service experiences and preferences of individuals experiencing Long COVID 
and the intersections with mental health.

Methods The study was conducted out of a tertiary care mental health hospital, with online recruitment 
from the community across Canada. A total of 47 individuals (average age = 44.9) participated in one of 11 focus 
groups between June and December 2022. Five focus groups were conducted with participants who had pre-existing 
mental health concerns prior to contracting SARS-CoV-2, and six were with people with Long COVID but without pre-
existing mental health concerns. A semi-structured interview guide asked about service experiences and service 
preferences, including mental health and well-being services. Discussions were recorded, transcribed, and analyzed 
using codebook thematic analysis.

Results When accessing services for Long COVID, patients experienced: (1) systemic barriers to accessing care, and 
(2) challenges navigating the unknowns of Long COVID, leading to (3) negative impacts on patient emotional well-
being and recovery. Participants called for improvements in Long COVID care, with a focus on: (1) developing Long 
COVID-specific knowledge and services, (2) enhancing support for financial well-being, daily living, and building 
a Long COVID community, and (3) improving awareness and the public representation of Long COVID.

Conclusions Substantial treatment barriers generate considerable burden for individuals living with Long COVID. 
There is a pressing need to improve treatment, social supports, and the social representation of Long COVID to create 
integrated, accessible, responsive, and ongoing support systems.

Keywords Long COVID, COVID-19, Mental health, Treatments, Service preferences, Patient-oriented research, 
Qualitative research, Lived experience
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Background
SARS-CoV-2 infection is usually associated with a short-
term illness, with recovery within 7–10 days of onset of a 
mild infection and 3–6 weeks for severe or critical illness 
[1]. However, some people experience symptoms over 
an extended period following the acute illness phase [2]. 
This phenomenon is commonly known as Long COVID, 
but is also referred to as post-COVID syndrome, and 
those experiencing Long COVID are sometimes referred 
to as COVID long haulers [3]. Long COVID shows many 
areas of symptomatic overlap with other post-viral syn-
dromes and with myalgic encephalomyelitis/chronic 
fatigue syndrome, although a connection between these 
conditions has not been established [4, 5].

While the prevalence of Long COVID has yet to be 
established definitively, a recent U.S. study suggested that 
approximately 13.9% of adults infected with COVID-19 
manifest some degree of Long COVID symptomatol-
ogy [6]. Meta-analytic data show that the most common 
symptoms of Long COVID are extreme fatigue (58%), 
headache (44%), attentional problems (27%), hair loss 
(25%), and dyspnea (24%) [7]; ‘brain fog’ and neurological 
impacts are also common [8]. The Long COVID symp-
tom profile aligns with that of post-viral syndromes from 
past epidemics such as SARS-CoV-1 and Ebola virus [9]. 
Mental health challenges also arise. For example, severe 
COVID-19 has been associated with a doubling of the 
risk of developing a psychiatric disorder [10], while Long 
COVID is also associated with an increase in mental 
health concerns, such as generalized anxiety, depression, 
sleep disturbance, and post-traumatic stress disorder [11, 
12].

The National Institute for Health and Care Excellence 
(NICE) published clinical practice guidelines that rec-
ommended a holistic, integrated, and inter-disciplinary 
model of care for treatments of Long COVID [2]. How-
ever, established interventions and service infrastruc-
tures for Long COVID are not in place, and patients 
struggle with limited support. Previous studies have 
identified many challenges that Long COVID patients 
face in accessing care, namely the fragmented healthcare 
system, limited services tailored to Long COVID experi-
ences, and stigmatization from service providers [13, 14]. 
Combined with the complexity of Long COVID, a conflu-
ence of treatment-related factors places unique burdens 
upon patients, the effects of which have not yet  been 
determined.

A plethora of research has suggested that negative 
mental health impacts have emerged from the COVID-
19 pandemic [15]. Social interaction and physical activity 
were disrupted during the pandemic, while mental health 
challenges increased and the responding mental health-
care system underwent transformations and disruptions 

[16]. People with Long COVID experience the mental 
health impacts of living with a new chronic condition, 
in addition to any mental health impacts that may be 
directly associated with Long COVID; at the same time, 
they have to navigate a transformed mental health system 
while managing various stages of public health restric-
tions and pandemic-related transformations in public 
and private life [17].

Our team’s systematic review of registered trials on 
Long COVID treatments identified the research under 
way to examine treatments for mental health challenges 
in the context of Long COVID [18]. That review shows 
that the research is limited and disparate, leaving an 
important literature gap and need for research on this 
condition. Notably, for example, the research under way 
is not considering the needs of individuals with pre-exist-
ing mental health concerns and few include lived expe-
rience engagement in their protocols. A related scoping 
review further underlined that the completed research 
on interventions for mental health challenges in Long 
COVID is limited, provisional, and varied, with many 
areas needing improvement [19].

While there is an emerging body of research describ-
ing mental health challenges as sequelae to COVID-19 
infection, there remains a lack of research on treatment 
needs and preferences of individuals whose mental 
health, well-being and quality of life has been impacted 
by Long COVID. Research is needed to understand the 
experiences of this vulnerable population who might 
have unique experiences and healthcare service needs. 
An in-depth understanding of their experiences of Long 
COVID and mental health can best be gained through a 
qualitative approach.

Objective
This study aimed to improve our understanding of the 
Long COVID treatment, service experiences and prefer-
ences of individuals experiencing mental health and qual-
ity of life impacts of Long COVID, including barriers to 
adequate treatment. People with lived experience of Long 
COVID were actively involved throughout  the research 
process to enhance study quality and relevance.

Methods
This qualitative study consisted of focus group discus-
sions, leading to codebook thematic analysis, to under-
stand lived experience perspectives on Long COVID 
treatment experiences and preferences. Findings are pre-
sented from a sample of participants with Long COVID, 
as part of a larger study examining the perspectives of 
patients and service providers across disciplines. The 
study was conducted out of a tertiary care mental health 
hospital, with online recruitment from the community 
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across Canada. This study was conducted in compliance 
with the Canadian Institutes of Health Research Strat-
egy for Patient-Oriented Research [20], with people with 
lived experience of Long COVID advising throughout 
the research processes. It was underpinned by a prag-
matist epistemology, which emphasizes the importance 
of practical implications in shaping our understanding 
of knowledge [21]. Results are reported in accordance 
with the Consolidated criteria for reporting qualitative 
research (COREQ) [22]. The engagement of people with 
lived experience is reported following the GRIPP2 guide-
line for reporting patient and public involvement (see 
Table 1) [23].

Participants
The sample consisted of 47 participants who reported 
Long COVID symptoms across 11 focus group discus-
sions. To be eligible, potential participants had to be 
18 years of age or older, able to speak English, and self-
identify as having Long COVID as confirmed in screen-
ing based on the World Health Organization definition, 
i.e., they had to describe ongoing symptoms at least three 
months after the onset of an acute COVID-19 infection 
that continued for at least two months and could not be 
explained by another diagnosis [24]. Approximate quotas 
were targeted across demographic variables to maximize 
participant diversity. A total of 67 potential participants 
were screened for eligibility, of whom 60 were eligible, 52 
consented, and 47 attended a focus group. Reasons for 

exclusion or dropout included no active Long  COVID 
symptoms (n = 1), COVID-19 infection within the pre-
vious 3 months (n = 2), voluntary withdrawal (n = 1), no 
response (n = 9), being unable to attend  a focus group 
(n = 4) or outside of demographic quota (n = 3). Given 
the orientation of the study team around examining men-
tal health factors associated with Long COVID, we pur-
posefully sampled approximately half who self-reported 
having mental health challenges prior to contracting 
COVID-19 to more fully understand this aspect of men-
tal health experiences (n = 23). The goal of this sampling 
was to gain a breadth of information about different 
mental health experiences in the context of Long COVID.

Procedure
Participant recruitment was conducted between June 
and December 2022. Study information was circulated 
via email among the research team’s networks and insti-
tutional research partners, sent to community Long 
COVID clinics and support organizations, posted on 
internal and external institutional websites at the Centre 
for Addiction and Mental Health (CAMH), and adver-
tised on social media. Potential participants contacted 
the research team via email, text, or phone. After a brief 
virtual pre-screening interview to establish inclusion cri-
teria, eligible and interested participants were asked to 
join a virtual meeting in which a research staff reviewed 
the study consent form, described the purposes of the 
study, and explained the procedures. After providing 

Table 1 GRIPP2 reporting checklist for the engagement of people with lived experience in research

GRIPP2 Guidance for Reporting Involvement of Patients and the Public reporting guildeline

Section & topic Description

1: Aim The study team engaged with individuals with Long COVID, with or without pre-existing mental health chal-
lenges, in order to support the quality and relevance of the study.

2: Methods A lived experience advisory group of 6 members was engaged throughout the study; these were individuals 
with Long COVID, with or without pre-existing mental health concerns. They attended a total of 8 meetings 
with the research lead and research staff between study initiation and the current reporting, in addition to regu-
lar email communication. Advisory group members received $30/h in cash compensation for their contribu-
tions.

3: Study results The contributions of the lived experience advisory group included advising on the study procedures, co-editing 
the semi-structured interview guide, advising on recruitment materials, sharing recruitment materials in their 
networks, discussing preliminary codes and themes, and supporting reporting and knowledge translation activi-
ties. Lived experience engagement discussions provided substantial reflections that enhanced the relevance 
of the study procedures. While shifting availability was sometimes a challenge, this was navigated for strong 
engagement, with 4 advisors remaining in the group to the termination of the project.

4: Discussion and conclusions The contributions of the lived experience advisory group substantially improved the relevance of the study 
to the experience of Long COVID. The advisory group’s support with the interview guide development 
and recruitment efforts enhanced the study. Their insights into the data interpretation further enhanced report-
ing. The contributions of the group were fundamental to the success of the study and its reporting.

5: Reflections and critical perspective The lived experience advisory group’s contributions were key to the study’s success. While attrition posed 
a challenge, the recruitment of a large enough group to continue to gain feedback even in the face of attri-
tion was a mitigating strategy. Open and honest communication with the group minimized other challenges 
with regard to negotiating consensus on proposed changes. The overall experience of engagement was highly 
positive.
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their informed consent, participants completed a demo-
graphic survey, hosted on REDCap software [25] on a 
secure server. Participants were then sequentially invited 
to a 90-minute focus group discussion. They received 
a $50 e-gift card for completing a focus group or a $25 
card for partial attendance. Participants did not have a 
relationship with the research team prior to participat-
ing in the study. The study was approved by the CAMH 
Research Ethics Board (#030-2022).

Data collection
The focus groups were conducted between August 
2022 and December 2022, ranging from 61 to 89  min 
(M = 77.4 min, SD = 7.2 min). Six focus groups were con-
ducted with participants without pre-existing mental 
health challenges, and five with individuals who reported 
pre-existing mental health challenges. Present in focus 
groups were two research staff who facilitated the discus-
sion, together with the participants. Clinical support was 
available upon request, although this was not utilized. 
The lead facilitator was a research staff member (ATPN), 
who was supported by either a post-doctoral research 
fellow or a PhD student co-facilitator (NYS). The dis-
cussions were conducted over WebEx videoconferenc-
ing system on a secure server and were video recorded. 
Notes were taken by the lead facilitator to facilitate the 
conversations with participants. The chat function was 
available as a secondary means of adding to the discus-
sion; any comments in the chat were verbalized by the 
facilitators to stimulate discussion and ensure they were 
captured in the transcripts. Recordings were transcribed 
verbatim by research staff or a professional transcription 
service, then verified by a separate research staff member 
and uploaded into NVivo (Ver 12) [26]. Transcripts were 
not reviewed by participants for comments or correc-
tions, but representative quotes were taken to the lived 
experience advisory group for feedback.

The facilitators used a semi-structured interview guide 
that was developed in collaboration with the full study 
team, including lived experience partners. The interview 
guide consisted of 20 questions divided into three sec-
tions: (1) experiences of Long COVID, including mental 
health, coping, and service experiences, (2) service pref-
erences, including a brainstorming of optimal services, 
(3) equity, diversity, and inclusion factors affecting Long 
COVID experiences and service preferences. Each sec-
tion included suggested prompts to stimulate discussion. 
For participants with pre-existing mental health chal-
lenges, additional questions were added to understand 
the relationship between pre-existing mental health 
challenges and Long COVID experiences. The interview 
guide was pilot tested with members of a research team 
at CAMH.

Data analyses
Data were coded and analyzed with NVivo by a research 
team member (ATPN) using a ‘codebook thematic 
analysis’ approach [27]. It was determined at the initial 
data familiarization stage that separating the subgroups 
of participants with and without pre-existing mental 
health challenges would not lead to differential findings 
as the discussions were highly consistent; data from 
these two subgroups were therefore analyzed together. 
The lead analyst, together with the research lead (LDH), 
inductively developed a codebook after the comple-
tion of data collection, transcription, and familiariza-
tion with the data. The codebook was then entered 
in NVivo  12. Transcripts were coded using the devel-
oped codebook and codes were iteratively refined into 
themes in collaboration with the research lead through 
semi-weekly meetings. Our team of lived experience 
partners also reviewed the preliminary codes and ten-
tative themes for further refinement. Trustworthiness 
was supported by steps such as prolonged engagement 
with the transcripts, keeping of audit trails, a com-
mitment to reflexivity, holding team discussions with 
scientists and lived experience partners, ongoing docu-
mentation of team discussions, and reporting on meth-
odological decisions [28]. Results are reported with 
representative quotes to illustrate the themes generated 
from the data. Quotes from individuals with pre-exist-
ing mental health challenges are indicated as ‘pre-MH,’ 
and those from individuals without pre-existing mental 
health challenges are indicated with ‘no pre-MH.’

Research team positionality
The focus group facilitator and lead analyst is a Viet-
namese female who immigrated to Canada. She has 
completed post-secondary education in psychology and 
currently holds the position of Research Analyst. Even 
though she does not experience Long COVID, she has a 
family member who survived a severe COVID-19 infec-
tion that resulted in long-term cognitive and emotional 
complications. Driven by her personal experience with 
the family member, she hopes to understand the lived 
experiences of Long COVID and explore appropri-
ate service pathways for the condition. The research 
lead is a White female Canadian with a background in 
psychology, and a research focus on lived experience-
engaged mental health and substance use research; she 
has direct experience of COVID-19 infection, but not 
Long COVID. Both have experiences navigating the 
Canadian healthcare system for other conditions from 
their social positions and reflected on their experiences 
as part of the analytical process.
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Results
Participant characteristics are presented in Table  2. 
Participants averaged 44.9 years old (SD = 13.0, range 
24 to 69). The majority of participants were women 
(59.6%). The majority were also White (57.4%), from 
Ontario (53.2%), and employed (59.6%). However, only 
4 (8.5%) participants met this multivariate sociodemo-
graphic profile, demonstrating intersectionality in the 
sample. All participants reported currently experienc-
ing Long COVID symptoms, although only 23 (48.9%) 
reported receiving an official diagnosis.

We present the themes derived for two research top-
ics: (1) experiences with healthcare services for Long 
COVID and (2) service and support preferences among 

patients with Long COVID. Each topic consists of three 
themes and several subthemes, illustrated in Table 3.

Experiences with healthcare services for Long COVID
Participants’ experiences with healthcare services for 
Long COVID are represented by three themes: (1) sys-
temic barriers to accessing care, (2) challenges navigating 
the unknowns of Long COVID, and (3) negative impacts 
on patient emotional well-being and recovery.

Systemic barriers to accessing care
Several systemic barriers, which are typical of the health-
care system, were reported during the focus groups; nota-
bly difficulties in accessing family physicians, long waits, 
and equity and social inclusion barriers  were reported. 
Many participants faced struggles accessing primary care 
as a first point of contact. Not having a family physician 
with knowledge of their health history created a funda-
mental challenge for patients in understanding their 
Long COVID symptoms, as well as in accessing assess-
ments and navigating treatments.

It’s been hard to find a doctor. I currently don’t have 
a family doctor, and due to the pandemic there’s 
been an issue with finding doctors who are accepting 
patients. I’m going to see one now finally after a few 
months of waiting, and luckily because of a referral 
from a friend. But in general it does seem like prior 
to this friend referring me to the doctor, I don’t know 
where I would have gone. Nearby walk-in clinics shut 
down. So, I really don’t know where I would even go 
to have these Long COVID symptoms addressed. 
(Focus group 1, no pre-MH)

Furthermore, participants reported lengthy delays in 
obtaining medical care, such as long waits in emergency 
departments and for Long COVID-specific treatments.

When I got accepted into the Long COVID cen-
tre, the wait time was any  time from four to nine 
months—and that was three months ago. I don’t 
anticipate hearing from them for quite a while. 
(Focus group 2, no pre-MH)

Participants also discussed other geographical, social, 
and economic factors that hindered their access to care 
for Long COVID. Reported barriers included living in 
rural areas, having more financial burden, not being per-
manently employed, or being from a minority group.

I feel like because I’m up in Northern Ontario, that 
there’s not as much, and the hospitals have longer 
wait times, and there’s not as many doctors. […] So, 
like, the fact that where I’m at like geographically, 
there’s not as many resources available out here. So, 

Table 2 Demographic characteristics of study participants

Demographic characteristic (N = 47) n %

Age < 35 9 19.1

35–54 20 42.6

55+ 11 23.4

Missing 7 14.9

Gender Man 18 38.3

Woman 28 59.6

Transgender or non-binary 1 2.1

Ethnicity White 27 57.4

Indigenous 6 12.8

South Asian 4 8.5

East/Southeast Asian 2 4.3

Multiple ethnicities 3 6.4

Another ethnicity 3 6.4

Missing 2 4.3

Location Western/Central Canada 14 29.8

Ontario 25 53.2

Quebec 4 8.5

Eastern Canada 3 6.4

Missing 1 2.1

Employment status Employed 28 59.6

On disability/sick leave 9 19.1

Unemployed 4 8.5

Retired 4 8.5

Other 2 4.3

Time since COVID-19 diagnosis 3–6 months 9 19.1

7–12 months 15 31.9

> 12 months 17 36.2

Missing 6 12.8

Self-rated mental health Good to excellent 14 29.8

Fair or poor 33 70.2

Self-rated physical health Good to excellent 22 46.8

Fair or poor 25 53.2
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it’s not as easy to have someone validate how you 
feel, or tell you like this is actually what’s going on. 
(Focus group 3, pre-MH)

Challenges navigating the unknowns of Long COVID
Participants encountered Long COVID-specific chal-
lenges in accessing care as they navigated the unknowns 
of Long COVID. These included: (1) knowledge gaps 
about Long COVID, (2) inadequate services for Long 
COVID, and (3) illness invalidation from service provid-
ers who do not understand the condition.

Participants described major knowledge gaps about 
Long COVID among both patients and service provid-
ers. This encompassed a lack of accurate understanding 
of Long COVID as an emerging syndrome and the lack 
of a systematic approach to investigating this condition. 
Specifically, participants noted that service providers 
were often ill-informed about the clinical manifestation 
of Long COVID and were thus unable to provide or refer 
for effective assessment and treatment.

The lack of information for the general practitioners 
is really stunning, especially at this point after two 
and a half years of pandemic. I just find it so frus-
trating that more info has not come to their hands or 
they have not been able to be given time to study it. 
(Focus group 2, no pre-MH)

Participants also acknowledged that they, themselves, 
were unfamiliar with Long COVID and therefore were 
unsure of how to obtain help for their symptoms. Some 
opted for online searches, but found the information 

available about Long COVID disorganized, inconsist-
ent, and untrustworthy.

I’m on Facebook, but it’s kind of all over the map 
and I’m not sure if a lot of the time that’s totally 
applicable. I find, sometimes, it’s way too much 
information and it’s not a regulated source of 
information. So, you don’t know what’s good, and 
what’s bad with the information. (Focus group 4, 
no pre-MH)

Furthermore, it was clear from participants’ descrip-
tions of their experiences that both they and healthcare 
providers did not understand the multi-systemic nature 
of the condition. Both groups tended to overlook the 
interconnection between physical health and mental 
health, and the impacts of physical health aspects of 
Long COVID on mental well-being.

The absence of services tailored to Long COVID 
was highlighted, as participants discussed the lack of 
appropriate assessments, official diagnosis, and applica-
ble treatments that constituted a navigational burden. 
Although a few participants suggested that some ser-
vices were available, these were often underdeveloped 
or short term, despite long-lasting symptoms.

My Long COVID clinic stopped trying to do 
rehab because we all have these secondary condi-
tions. We couldn’t get diagnosed or treated. I did 
my intake, and then they abruptly cut the actual 
rehab and shifted on to an educational model. I’ve 
heard people have similar experiences with others. 
I haven’t had the energy to try again. (Focus group 
5, pre-MH)

Table 3 Topics, themes and subthemes generated through the analytical process

Topics Themes Subthemes

Experiences 
with health-
care services

Systemic barriers to care Difficulty accessing family doctors

Long waits

Equity and social inclusion barriers

Challenges navigating the unknowns of Long COVID Knowledge gap about Long COVID

Inadequate services for Long COVID

Illness invalidation by providers

Negative impacts on patient emotional well-being and recovery Feeling of abandonment as they navigate the system on their own

A myriad of emotional repercussions

Self-stigma as a barrier to accessing care

Service 
and support 
preferences

Developing Long COVID-specific knowledge and services Improving the Long COVID knowledge gap

Building treatments and services for Long COVID

Enhancing support for financial well-being, daily living, and build-
ing a Long COVID community

Financial support

Support for daily living & coping

Community building support

Improving awareness and the public representation of Long COVID Education and training

Building an accurate public representation of Long COVID
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Some participants detailed their experiences as a per-
plexing cycle of testing and consultation which involved 
referrals to multiple providers without receiving conclu-
sive answers. The logistics involved in completing these 
appointments, such as time and transportation, as well 
as a  lack of clarity about their health status, could deter 
patients from accessing services.

Especially if you have multiple symptoms, and you 
have to see all the different specialists—just wrap-
ping your head around how to go about that, and 
you know getting all the appointments and all the 
tests on this. It is a daunting task sometimes. It feels 
like, will we ever succeed or get to the bottom of our 
symptoms? Will our doctors help us? Or overall will 
the general medical community ever find a solution? 
(Focus group 6, no pre-MH)

As the implementation of Long COVID interventions 
is in its early stages, participants also reported experienc-
ing trial and error with treatments. They received a wide 
range of recommendations that they considered to be 
futile or even harmful, which potentially put their health 
at risk.

I have had depression before that also, with my anx-
iety. I found that it was getting worse and my doc-
tor was doing nothing but increasing my SSRIs to the 
point where I ended up in the ER for toxicity. […] She 
still refuses to acknowledge the fact that it might be 
long-term COVID. (Focus group 7, pre-MH)

A prominent theme in the data was that service pro-
viders did not believe in Long COVID symptoms; many 
participants recounted skepticism or even dismissal from 
service providers. The lack of conclusive medical evi-
dence through testing, combined with knowledge gaps 
about Long COVID, seemed to lead doctors to question 
the authenticity of the condition and the veracity of the 
patient’s symptoms. Participants reported being trivial-
ized and dismissed as providers undermined the signifi-
cance of their symptoms, mislabeled their condition, and 
misdirected treatments. This could result in further ser-
vice delays and symptom exacerbation.

We just have rotating nurse practitioners that come 
into our local health unit. […] And the first one that 
I saw, she just totally dismissed COVID and Long 
COVID. Then she just said, ‘Are you sure it’s not just 
mental health?’ And she just wouldn’t believe that 
it was Long COVID. She was trying to convince me 
that I was just depressed. She wanted to offer me 
some antidepressants and I know the difference. I 
know what this is and it’s nothing like that. (Focus 
group 4, no pre-MH)

Negative impacts on patient emotional well‑being 
and recovery
The various service access barriers produced adverse 
impacts on patient emotional well-being and recovery. 
Notably, participants expressed (1) a feeling of abandon-
ment as they navigated the system on their own, (2) a 
myriad of emotional repercussions, and (3) self-stigma as 
a barrier to accessing care.

Encountering a lack of information and resources, par-
ticipants found themselves neglected by the healthcare 
system and were forced take on the roles of researcher, 
navigator, and self-advocate. They described educating 
themselves and doctors about Long COVID, inquiring 
broadly for possible interventions, and advocating for 
themselves during healthcare visits. Participants believed 
they had to ‘fight the Long COVID battle’ without proper 
assistance from the healthcare system.

I feel like I am doing the research myself, going back 
to my doctor and saying ‘Okay, I am starting to feel 
like a hypochondriac here. This is now what’s going 
on. Can we look into this? Can we look into that?’ 
[…] It feels like I am the one trying to educate her 
and saying can we try this or should we look into 
this. I don’t feel like they are prepared at all, even 
after this length of time. (Focus group 2, no pre-MH)

Through negative experiences with healthcare, par-
ticipants described a  myriad of  emotional repercus-
sions, which include frustration, anxiety, stress, and 
hopelessness. Frustration would arise from participants’ 
communication with service providers, to whom they 
had to repeatedly explain their symptoms and plead for 
help, without reciprocal validation from providers. Par-
ticipants also felt frustrated with the lack of conclusive 
testing results, effective interventions, and definitive 
answers.

Unfortunately, it just comes down to, they just tell 
me to get some rest. And take some vitamins and the 
time. It’s frustrating, because it doesn’t seem to help 
some days. (Focus group 8, pre-MH)

Anxiety and stress were also common emotional out-
comes. Participants were fearful of the future and won-
dered whether they would ever receive appropriate help. 
They were overwhelmed by the pressure of having to jus-
tify the legitimacy of their illness to gain access to ser-
vices and assistance.

Yeah, as they say, I have often felt that I am on trial 
with WCB [workers compensation board]. I under-
stand that a lot of people, if they are on an insur-
ance company—again, you feel like they think you 
are faking it or something, when that’s not true. But 
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when the traditional medical test say ‘Yup, heart’s 
good, chest good,’ why do you have burning chest 
pain for a year and a half? You know, it is unbeliev-
ably stressful—really, really stressful. (Focus group 2, 
no pre-MH)

Ultimately, this led to a sense of hopeless about the 
possibility of receiving treatments and recovering.

I’m not going to get anything out of this. I’ll be dead 
long before they fix Long  COVID, but hopefully we 
can…fix it for the next group who get it. (Focus group 
9, pre-MH)

After disappointing experiences with services, many 
participants considered themselves a burden to the 
healthcare system and an obstacle to their own healing. 
A sense of guilt emerged, as participants believed they 
were initiating a new problem for medicine, taking away 
care from others, and being not “sick enough” to merit 
services.

I know that our healthcare system is underwhelmed 
you know, or you know, overwhelmed and under-
funded right now. And you know what? I have that 
guilty feeling is that here we are bringing something 
else up that they have to deal with. (Focus group 2, 
no pre-MH)

Participants also questioned the severity of their illness 
and blamed their pre-existing physical and mental health 
conditions for the ongoing Long COVID symptoms.

It is very hard to find people who validate that your 
experiences are actually real. I actually thought I 
was going crazy the first year. (Focus group 9, pre-
MH)

Due to the complicated process of obtaining treat-
ments, disbelief from providers, and self-stigma, many 
participants were hesitant to discuss their Long COVID 
symptoms with health professionals or access medical 
services. Some chose to address the illness using informal 
approaches, while others tried to ignore the symptoms 
and simply wait for improvement. Participants admitted 
that the tendency to avoid medical care for Long COVID 
further delayed important treatments and potentially 
resulted in symptom persistence.

And then I find, you get more frustrated with the 
whole process. Because you are not really getting any 
help, so then you don’t want to even look for help. 
(Focus group 10, no pre-MH)

While challenges with services and providers were 
widely discussed during the focus groups, a few partici-
pants conveyed their gratitude for their experiences with 

understanding healthcare professionals and effective sup-
port programs. Patients felt valued when their providers 
expressed validation of their condition, showed patience 
with the ongoing learning gap, and suggested incremen-
tal rehabilitation for their symptoms.

So, my insurance case worker, she has been wonder-
ful. She gets, she is the one who helps me the most to 
get me to stick to a bit of a schedule and you know 
let’s see how much you can do three days a week. Try 
and focus on like an online course or something, two 
hours three days a week just so that to see what I am 
capable of. (Focus group 8, pre-MH)

Service and support preferences among individuals 
with Long COVID
The second area of inquiry was participants’ service and 
support preferences for Long COVID. Three themes were 
constructed: (1) developing Long COVID-specific knowl-
edge and services, (2) enhancing supports for financial 
well-being, daily living, and building a Long COVID 
community, and (3) improving awareness and public rep-
resentation of Long COVID.

Developing Long COVID‑specific knowledge and services
Participants called for more Long COVID-specific sup-
ports, which they believed requires the development 
of knowledge, together with services that should be 
holistic, integrated, multidisciplinary, accessible and 
well-informed.

Participants described how knowledge about Long 
COVID  should be built upon scientific investigation, 
which may lead to applicable testing approaches and 
official diagnoses. To close the learning gap, participants 
felt that more inquiry into risk factors, clinical mani-
festations, and possible interventions for Long COVID 
should be prioritized. As patients sought explanations for 
their illness, they felt that research is needed to inform 
physicians of more deliberate assessment strategies and 
legitimize the Long COVID diagnosis in the absence of 
alternative causes.

In addition, participants described a need for a sin-
gle source of accurate and up-to-date information 
about Long COVID, to keep patients and families 
well-informed and guide them in accessing healthcare 
services. Participants suggested that centralized infor-
mation, potentially in digital format, could alleviate their 
confusion and anxiety, and potentially allow for knowl-
edge exchange among patients.

It would be helpful to have it, like, in person but also 
in a digital ways like an app or computer website. 
It’s all, like, a one-stop shop for like information, 
coping mechanisms, people experiencing different 



Page 9 of 14Hawke et al. BMC Health Services Research         (2023) 23:1088  

symptoms. Because it’s so new, not a lot of people 
really know much about it or what the symptoms are 
and what people are going through. To have a one-
stop shop with all different types of information and 
resources and all of that. (Focus group 8, pre-MH)

Participants suggested that Long COVID-specific 
healthcare services be holistic, integrated and multi-dis-
ciplinary, while remaining accessible and well-informed. 
Emphasizing the complexity of Long COVID, partici-
pants recommended that future assessments and inter-
ventions leverage the diverse expertise of multiple types 
of providers to offer more coordinated and comprehen-
sive care. In addition to medical professionals such as 
family physicians, nurse practitioners, and medical spe-
cialists, other types of healthcare professionals should 
also be involved, notably physiotherapists, occupational 
therapists, and social workers. The integration of person-
alized, long-term rehabilitation services was also high-
lighted to help patients regain independent living.

I have been getting quite a few supports that I found 
helpful. That if I were to create my own model, I 
would carry them into it. And the ones that have 
been the most helpful are physiotherapy, occupa-
tional therapy, and psychotherapy for all reasons 
that we’ve already touched on. I think we all have 
had challenges with our mental health before. (Focus 
group 5, pre-MH)

For Long COVID, I would like support for both men-
tal and physical symptoms. I would like a multidis-
ciplinary approach with doctors, nurses available, 
as well as physical therapists, social workers, psy-
chotherapist who can help support Long COVID. 
(Focus group 10, no pre-MH)

Participants wished for a holistic approach in which 
physical, mental, and emotional well-being are equally 
prioritized. They wanted service providers to acknowl-
edge the interconnection between different components 
of health and understand that neglecting one component 
can affect others.

The other thing, and I think [Participant 4] said, it 
is just this whole notion of integrating services. So, 
there are aspects there are psychosocial or physical 
or psychological. Or, it’s all of those things, the whole 
sort of mind-body-spirit connection. If you’re not 
feeling well in one of those areas, it’s going to have 
impact on the others. That’s a given, especially for 
something that’s so overwhelming as COVID. (Focus 
group 5, pre-MH)

Participants emphasized that mental health support for 
Long COVID, through psychologists or psychotherapists, 
should be considered equally important as services for 
physical and cognitive health.

The reality is we all need counselling of some sort to 
support us. (Focus group 2, no pre-MH)

In addition, service affordability, accessibility, and avail-
ability were highlighted. Participants expressed their 
need for  the immediate implementation of accessible 
Long COVID-specific healthcare services, with walk-
in services and regular follow-up. Participants wanted 
flexibility, including virtual, in-person, and hybrid deliv-
ery. They also wanted culturally sensitive and trauma-
informed services that acknowledge systemic and 
personal barriers to accessing healthcare.

Balance between medical support, holistic support 
and mental wellness support. And again, it has to 
be culturally safe and supported (Focus group 10, no 
pre-MH).

I think it is much easier to do virtually than in-per-
son, just because of the social anxiety. I don’t wanna 
have to be physically—just the fear of leaving the 
house to go and grasp what’s that gonna feel like in-
person. It’s just easier to pop in an out virtually and 
not. I don’t know, it helps. I can’t explain why but it 
does. (Focus group 7, pre-MH)

Enhancing support for financial well‑being, daily living, 
and building a Long COVID community
In addition to formal services, participants also reported 
seeking informal and instrumental supports, including 
(1) financial support, (2) support for wellness, daily living 
and coping, and (3) building a Long COVID community.

Participants reported that Long COVID imposed sig-
nificant financial burdens, impeding the ability to main-
tain a stable income and incurring substantial healthcare 
costs. Financial pressure and associated health anxiety 
elicited concerns among patients about their future and 
that of their family. As a result, many participants called 
for increased financial assistance from the government 
to help them manage daily expenses and access medical 
services.

That’s a big piece of it, the financial support, because 
this entire time, I’ve also just been worried about 
how I’m going to pay my rent, how I’m going to eat 
and trying to figure out ways to make money, if this 
is a new normal. How am I going to survive this? 
(Focus group 5, pre-MH)
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Participants also identified a need for assistance with 
performing the activities of daily living (e.g., cooking, 
cleaning), obtaining assistive devices (e.g., wheelchair, 
cane), and maintaining daily well-being. They wanted 
support in adopting physical exercises tailored to their 
fatigue and brain fog, acquiring knowledge about nutri-
tion and sleep hygiene, and practicing coping strategies 
for mental health, like meditation and breathing.

But the biggest thing that I’m finding is there isn’t 
any support for us chronic fatigue people to be able 
to help with our daily living tasks. That is so hard. 
For me, showering is hard. [Participant 3], I think 
you were saying earlier about cleaning around your 
place and stuff like that. It is really difficult… (Focus 
group 9, pre-MH).

I think the holistic piece is really important. I would 
love to have somebody to work out a wellness plan 
with me, you know? And hold me accountable 
to that—that would be something that would be 
super helpful. With people who understand it and 
acknowledge long- term COVID and get some of the 
struggles that come with it. (Focus group 10, no pre-
MH)

Participants expressed a desire to connect with other 
people who are experiencing Long COVID symptoms 
through workshops, discussions, or support groups. This 
would give them a forum to share their stories, exchange 
support and knowledge, and build an understanding 
community.

For me, I think support groups would be beneficial. 
And in that way, you can bounce ideas off each 
other. You can say somebody’s same symptoms as 
you do and maybe figure out again, get more ideas 
from them and what they are doing with their symp-
toms. And just having to be able to move forward 
with what’s happening. (Focus group 6, no pre-MH)

Group activities like these would allow for an open and 
safe environment for individuals with Long COVID to 
normalize their illness, alleviate social isolation, experi-
ence empathy from others, and increase their mental 
resilience.

Improving awareness and the public representation of Long 
COVID
Lastly, participants emphasized that greater awareness 
of Long COVID is an essential component of recovery, 
which can be achieved through education, training, and 
an accurate public representation.

Participants highlighted the need to enhance the 
understanding of Long COVID through education and 

training for service providers, patients, families, and 
employers. To improve service experiences, participants 
considered it imperative that physicians receive up-to-
date training about Long COVID, show compassion and 
listen actively to their patients, while recognizing the 
reality of the condition. Participants suggested informa-
tion sessions for providers and patients to help recognize 
Long COVID symptoms, understand the relationship 
between physical and mental health, and guide treatment 
seeking. Additionally, they felt that education for family 
members and employers should aim at supporting daily 
living and providing appropriate work accommodations.

But making sure people like caregivers, that they 
have the resources and the information and the… 
Yeah, if they were able to access an app with all the 
information and resources to help me when I was 
not able to help myself, then that would be incred-
ible. (Focus group 8, pre-MH)

I thought, why aren’t they teaching the people in the 
hospitals about COVID and Long COVID so they 
have some understanding? […] I just feel like there 
should have been informational sessions at hospitals 
with some semblances of understanding of what we 
were going through. (Focus group 2, no pre-MH)

Participants advocated for building an accurate pub-
lic representation of Long COVID, to reduce stigma and 
generate public support for patients.

So, it is unbelievably stressful and it is disturbing 
to me that we are kind of swept under the carpet. I 
used to get so frustrated when I watched the daily 
numbers, you know, they put at the bottom of the 
newscast—how many people have recovered from 
COVID, how many people had died, no mention 
about Long COVID. It’s like it doesn’t even exist. So, 
when it doesn’t exist, and you say you have it, people 
kind of shake their head a little bit (Focus group 2, 
no pre-MH).

Participants expressed the wish that the government 
and the media would inform the public of the existence 
and prevalence of Long COVID. Raising awareness of the 
impairing chronicity and indiscriminate nature of Long 
COVID, in addition to shifting the blame away from 
patients, would encourage them to accept the condition, 
access healthcare services, and reach out to supportive 
communities.

Discussion
This study examined patient perspectives on services 
and treatment needs for mental health and recovery in 
the context of Long COVID. Combining the experiences 
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of patients with and without pre-existing mental health 
challenges as no group differences were identified, the 
results revealed three key themes about patient expe-
riences when accessing services for Long COVID: (1) 
systemic barriers to care, (2) challenges navigating the 
unknowns of Long COVID, and (3) negative impacts on 
emotional well-being and recovery. In addition to a pau-
city of informed providers and other barriers in health-
care, participants struggled with insufficient knowledge 
and services for Long COVID, as well as experiencing 
invalidation from service providers. The unknowns of 
Long COVID causes emotional distress among patients 
and provokes self-stigma, resulting in further hesita-
tion to access care. Participants called for substantial 
improvements in Long COVID care and pinpointed three 
areas of focus for service implementation: (1) develop-
ing Long COVID-specific knowledge and services, (2) 
enhancing support for financial well-being, daily living, 
and building a long COVID community, and (3) improv-
ing awareness and the public representation of Long 
COVID.

The current literature on lived experiences of Long 
COVID and healthcare services in European countries 
has revealed the absence of a well-defined care pathway 
for Long COVID; reflected in inadequate services and 
supports from service providers, this has  led to consid-
erable emotional turmoil and service mistrust among 
patients [13, 14, 29, 30]. Furthermore, patients living 
with Long COVID can be deterred from accessing ser-
vices for Long COVID due to numerous institutional 
burdens, such as the provider shortage and bureaucratic 
hurdles [31]. Consistent with international research, 
our study identified similar challenges for patients with 
Long COVID within the Canadian healthcare context, 
highlighting the inconsistency in service availability and 
quality in different settings. Participants identified a Long 
COVID knowledge gap among both professionals and 
patients as a treatment barrier, along with social determi-
nants of health and systemic healthcare system barriers 
that make the management of this condition a matter of 
navigating the unknown and generating further negative 
emotional impacts.

To address service gaps and access barriers, partici-
pants called for an accessible offering of holistic, inte-
grated, multidisciplinary services specific to Long 
COVID, alongside accurate and accessible informa-
tional resources for clinicians and patients. Indeed, Long 
COVID clinical practice guidelines, which were devel-
oped with people with lived experience, recommend inte-
grated and multi-disciplinary care [2]. This is reflected in 
a scoping review of Long COVID management, which 
highlighted the need for a multileveled and collaborative 
healthcare pathway consisting of coordinated support 

from primary care, specialists, specialized clinics, non-
medical professionals, and community networks [32]. 
This might include treatments and services for both the 
physical and mental health components of the Long 
COVID experiences, using evidence-based therapeutic 
approaches that have been developed ideally for Long 
COVID, or that can be generalized to Long COVID from 
conditions with similar presentations. Attention should 
also be paid to the systemic challenges typical of the 
healthcare system, which compound Long COVID-spe-
cific challenges. Likewise, patient-engaged service quality 
principles for Long COVID emerging from the United 
Kingdom [30] emphasize that providers should set clear 
clinical responsibilities, provide continuity of care, and 
lessen the navigational burden for patients. Consistent 
with these recommendations, our findings support the 
need for integrated care pathways that include assess-
ment, diagnosis, rehabilitation, and mental health sup-
ports while upholding the highest level of standards 
for inclusivity and accessibility for diverse populations. 
While developing Long COVID-specific treatments and 
services, the importance of providing supports for daily 
living should not be overlooked.

Importantly, patients described invalidation and dis-
crimination during encounters with healthcare profes-
sionals, reporting a sense of stigma that compounded 
the negative emotional impacts of Long COVID. In the 
healthcare context, epistemic injustice refers to the unfair 
dismissal of patient experiences and undermining patient 
credibility as an illness informant [33]. Long COVID 
symptoms such as brain fog, fatigue, and anxiety rely 
heavily on patient testimony and are therefore often trivi-
alized or discredited during medical consultations [29, 
34]. This is resonant with patient experiences of other 
‘invisible’ chronic illnesses like fibromyalgia or myalgic 
encephalomyelitis/chronic fatigue syndrome (ME/CFS) 
[35]. Previous research  has demonstrated various lev-
els of stigmatization against Long COVID, from direct 
rejection by healthcare professionals to the anticipation 
of service discrimination among patients [14, 36]. Ill-
ness invalidation leaves Long COVID patients struggling 
with service navigation and symptom management, while 
eliciting distress and internalized stigma, and ultimately 
hindering healthcare service utilization [13, 14, 31]. Expe-
riences of stigma may be particularly strong in the Long 
COVID sphere, given a degree of societal unrest around 
COVID-19 and Long COVID, including widespread mis-
information and lingering COVID denial [36–38]. This 
reflects the expressed need to improve the representation 
of Long COVID among the general public and within 
the  healthcare  system. Clinician and public education 
may be particularly important in this context. Service 
providers are encouraged to adopt a person-centered, 
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empathetic approach, while providing more active listen-
ing and validation of patient experiences despite the lack 
of medical evidence [13, 29, 39]. However, to achieve this 
goal, the knowledge gap among clinicians must first be 
addressed to ensure that they believe in and understand 
the manifestations of this complex condition.

As the COVID-19 pandemic is on a downturn, interest 
in the virus and its aftermath appear to be on the decline. 
However, for the people living with Long COVID, con-
tinuing impacts require ongoing investigation and treat-
ment. Patient treatment preferences align with some, but 
not all, of the research currently under way for mental 
health and Long COVID [18]. It is therefore critical to 
expand research addressing appropriate and timely treat-
ments for this condition. While Long COVID-specific 
treatments and services are required, gains made in this 
area  may find applications beyond the COVID-19 pan-
demic. Integrated care has been called for to address 
Long COVID and other conditions with similar mani-
festations [40, 41]. Needs-based self-management inter-
ventions have also been recommended [42], which might 
align with participants’ expressed need for support in 
managing their condition and everyday activities. There 
is therefore a need for improved integrated treatment and 
care models that emphasize sustainability and generaliz-
ability. Rapid knowledge synthesis and novel knowledge 
translation activities will be required to move findings 
into practice [43, 44]. Lived experience engagement in 
these efforts should also be prioritized [45].

The results of this study should be interpreted in 
the context of its strengths and limitations. Firstly, 
we adopted a patient-oriented research approach and 
worked closely with lived experience advisors through-
out different stages of the project [20], which enhanced 
the credibility of the findings and the relevance of study 
to the experiences of individuals with Long COVID. In 
addition, focus groups as a  data collection method fos-
tered a secure and welcoming environment in which 
participants could share their stories and connect with 
others. We also applied a group brainstorm approach for 
eliciting service preferences, which allowed participants 
to build an applicable intervention model based on their 
needs and others’ ideas. Lastly, we assembled a large and 
relatively diverse sample of participants with and without 
pre-existing mental health conditions, from heterogene-
ous backgrounds and geographic areas, thus capturing a 
broad picture of Long COVID experiences.

However, there are a number of limitations to keep in 
mind. While the sample size was sufficient for qualitative 
research, due to the range of symptoms and experiences 
of Long COVID by individuals, it is possible that some 
patient experiences may have been missed. There was 
diversity in the sample across a range of characteristics; 

however, greater diversity in sociodemographic status 
and mental health experiences might have generated dif-
ferent findings, with a particular emphasis on minority 
populations such as Indigenous peoples, LGBTQ + indi-
viduals, and newcomer/immigrant populations, among 
others. It is also possible that those most severely affected 
by Long COVID were not reached. While discussions 
revealed that there were at least some participants who 
may have been influenced by service scarcity specific to 
living in rural areas as opposed to urban areas, we cannot 
describe this in detail since we did not collect this demo-
graphic variable. It is also of note that the COVID-19 
pandemic has been a rapidly evolving phenomenon; the 
experiences of individuals living with Long COVID ear-
lier in the pandemic may differ from those contracting it 
more recently.

Conclusions
Our findings show that individuals living with Long 
COVID are experiencing substantial barriers to treat-
ment and support, including general healthcare system 
barriers and additional barriers specific to the condition. 
Negative experiences of treatment and care are generat-
ing considerable burden for this population, which com-
plicate an already complex health experience. There is a 
pressing need to improve treatment, social supports, and 
the social representation of Long COVID to create inte-
grated, accessible, continuous, and responsive support 
systems, with potential application to other conditions 
with similar manifestations. People with Long COVID 
should be engaged in research and service development 
initiatives to create patient-centered service pathways.
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