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Abstract 

Since the beginning of the pandemic, there has been an increasing number of people who never 

fully recovered from their COVID-19 infection. Rather they have Post COVID-19 Syndrome, 

more commonly known as ‘Long COVID’. Many Long COVID patients have spoken out about 

negative patient-provider interactions they encountered when seeking care for their symptoms.  

Several reports highlight the frustration many Long COVID patients feel about medical 

professionals who were skeptical and dismissive of their condition. Historically, studies have 

illustrated that a key factor of trust within medical contexts is patient-provider relationships. 

Studies have suggested that medical professionals are viewed as representing medical systems. As 

such, in healthcare, interpersonal trust must be established before there is potential for institutional 

trust. Furthermore, when there is a breach of trust in medical professionals and systems, health-

seeking behaviors and treatment adherence may be jeopardized. Therefore, it is essential to 

examine Long COVID patients’ trust in healthcare to establish a starting point in mitigating the 

risk of further adverse health outcomes in this population, which could foster confidence in 

medical systems and may encourage the population at large to seek care for medical conditions.  

As such, this study aimed to understand how uncertainty around Long COVID impacted patients’ 

trust in medical professionals and to what extent that influenced their perceptions of medical 

systems. As such, 64 Long COVID patients were surveyed on their care experience and 17 semi-

structured interviews were held. The findings suggest participants’ experiences with obtaining 

Long COVID care shaped their trust in medical professionals and systems and influenced future 

health-seeking behaviors. Moreover, governments can rebuild patients’ trust through restructuring, 

prioritizing, and funding Long COVID care and research. 
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CHAPTER 1: INTRODUCTION 

 

For the past six months, I begin almost every conversation when meeting new people with 

an overview of my research topic; I study experiences of obtaining Long COVID care and how 

patient-provider interactions have affected trust in medical professionals and systems. This simple 

and brief description of my research often leads to a more in-depth conversation about Long 

COVID, as many people know someone who still has not recovered from COVID-19. Given that 

the rate of COVID-19 patients who experience long-term side effects is approximately 36% 

(Taquet et al., 2021), it is unsurprising that we all know of at least one person who would identify 

as a ‘Long Hauler’. Ultimately, as the effects of the pandemic continue to grow, so does the 

community of people who experience ‘Long COVID’ or formally recognized as Post-COVID.  

As the pandemic progresses, there is an increasing awareness of the long-term side effects 

of COVID-19. And the more we learn about Long COVID, the more we may hear about 

experiences of fraught patient-provider interactions during the quest to obtain Long COVID care. 

Paradoxically, on the United States of America’s Center for Disease Control and Prevention’s 

Post-COVID website, they issue advice for those experiencing Long COVID on how they can best 

prepare for their healthcare provider appointments because “people with these unexplained 

symptoms may be misunderstood by their healthcare providers, which can result in a long time for 

them to get a diagnosis and receive appropriate care or treatment” (CDC, 2022). Conversely, 

Godlee (2020) quoting Garner noted “One of the most distressing aspects of living with Long 

COVID is the dismissive attitude of some doctors”. Additionally, according to Lokugamage, 

Taylor and Rayner's (2020) review and firsthand experience, this sense of distress has been felt by 

people with long-term COVID-19, and even some medical professionals who identify as Long 

Haulers felt disbelieved and dismissed by attending physicians, several of whom were their peers 

(Yong, 2021a).  

After learning about these experiences and with consideration of my longstanding interest 

in medical (mis)trust, I began to wonder: How do Long COVID patient-provider interactions 

impact patients’ trust in the medical field? This research aims to understand how Long COVID 

care has impacted patients’ trust in medical professionals, influenced their perceptions of medical 

systems, and whether that has altered their health-seeking behaviors. As COVID-19 is a global 
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problem, this research examines the issue from a multinational perspective. Therefore, due to the 

global nature of this topic and fieldwork limitations due to the ongoing pandemic, field research 

was conducted virtually, and the methods utilized included a qualitative survey and semi-

structured interviews.  

Background Of Long COVID 

Several months into the pandemic, and through the growth of virtual COVID-19 support 

groups found on Facebook and other online forums, it became clear that the perception that 

COVID-19 either leads to hospitalization, death, or recovery after fourteen days, was not accurate 

(Atherton, Briggs and Chew-Graham, 2021). Rather, there was a large number of people who were 

continuing to experience persistent symptoms, such as fatigue, shortness of breath, cognitive 

impairment, muscle aches, chest pain, etc. (Rubin, 2020). As Goldberg's (2020) investigation 

found, as the pandemic raged on, numerous patients became irritated by what they perceived as a 

‘lack of action’ by medical professionals, researchers, and healthcare systems. Through social 

media, these patients raised awareness of the persistent symptoms they were experiencing well 

after having COVID-19. From these forms of self-advocacy and in reference to the expression 

‘long haul’; a longstanding journey or experience one must endure, the terms ‘Long COVID’ and 

‘Long Haulers’ were coined (Perego et al., 2020). According to several investigations, Long 

Haulers further voiced their frustration regarding interactions with medical professionals who were 

apprehensive about diagnosing Long COVID as a legitimate illness or who hastily dismissed them 

(Lokugamage, Bowen and Blair, 2020; Yong, 2020; Callard and Perego, 2021; Phillips and 

Williams, 2021).  

While there remains a lack of coherent guidance and biomedical interventions to treat Long 

COVID, there has been an increase in acknowledgment of Long COVID by medical professionals 

and medical systems. In February of 2021, the World Health Organization officially advised 

nations to prioritize recovery for the long-term side effects of COVID-19 and promoted gathering 

data on Long COVID more methodically (World Health Organization, 2021). Since then, multiple 

Long COVID care clinics have been popping up in various countries (Powell, 2021). However, in 

the quest to be referred to a Long COVID clinic some Long Haulers are being misdiagnosed and 

recommended psychological interventions (Kingstone et al., 2020; Alwan, 2021; Phillips and 

Williams, 2021). But for those who had a positive COVID-19 diagnosis and obtained a Long 
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COVID clinic referral, an informal qualitative analysis by Mohabbat (2022) found many 

experienced extensive wait times and other logistical challenges such as insurance coverage, 

transportation, childcare, etc.  

History Of Post Viral Infections & Skepticism  

Long COVID is an illness that is categorizable as a Post-Viral Syndrome and the sense of 

being disbelieved, dismissed, and disrespected is not new to the Post-Viral Syndrome (PVS) 

community (Islam, Cotler and Jason, 2020). Post-Viral Syndromes are described as reactions to a 

virus that did not properly resolve but continued in the form of sustained inflammation (Hickie et 

al., 2006). Various microbial and viral infections trigger PVS, and as viral infections have been 

around since the dawn of time, so have PVS symptoms. The medical community has seen it across 

many viral infections such as Epstein-Barr virus, Lyme’s disease, mononucleosis, MERS, and now 

COVID-19 (Islam, Cotler and Jason, 2020). PVS consist of a vast number of complex conditions, 

such as physical, cognitive, and neurological difficulties that vary in severity over time. Most 

commonly, prolonged and persistent fatigue is one of the main PVS symptoms people suffer from 

(Bannister, 1988). Furthermore, Bannister predicted in 1988 that “the lack of a recognizable 

precipitating cause and the tendency for epidemic fatigue to occur among hospital staff led many 

to believe that PVS may be psychogenic in origin”. 

Though it may be easy to find PVS patients who felt disbelieved and unsupported by 

medical professionals, published details on medical professionals’ initial skepticism of PVS, let 

alone Long COVID, are scant. There are countless hypothetical beliefs as to why a medical 

professional may have been reluctant to acknowledge the severity and authenticity of a PVS. Most 

noted is a lack of an official viral infection diagnosis due to a lack of testing. Subsequently, due to 

the lack of a positive lab viral infection assay, medical professionals may have assumed patients’ 

persistent symptoms have a psychological or different physiological basis (Rubin, 2020). 

Meanwhile, those with a confirmed positive test result may still have experienced physicians’ 

skepticism due to negative subsequent follow-up tests, suggesting the patient completely recovered 

from the viral infection (Altmann and Boyton, 2021). In the context of COVID-19, Rubin, (2020) 

and Yerramilli’s (2020) analyses speculate another contributing factor to healthcare professionals’ 

skepticism may relate to the higher likelihood of women experiencing Long COVID and the 
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historical medical bias against women. However, to date, there is no formal evidence to attribute 

the cause(s) of acknowledgment reluctance or skepticism to.  

Interestingly, according to Mohabbat’s (2022) expert experience, a key social distinction 

concerning past PVS epidemics and the Long COVID epidemic is the rapid pace at which Long 

Haulers built support networks, brought awareness to the issue, sought medical interventions, 

advocated for themselves, researched the topic, etc. than historical PVS epidemics. The cause for 

this is unclear but may be an effect of the progression of social media users and technological 

developments.  

Research Relevance 

Trust is crucial in healthcare because, as several scholars found, patients’ trust in physicians 

increases the likelihood of treatment adherence, disclosure of personal information, utilization of 

health services, positive patient-provider interactions, shared decision making, participation in 

medical research, and continuity of care with a provider and/or medical institution (Thom and 

Campbell, 1997; Hall et al., 2001; Gilson, 2003; Calnan and Rowe, 2008a; Russell et al., 2012). 

Predictably, studies have found patients tend to report trust in healthcare as being substantially 

determined by their assessments of a physician’s communication, understanding, compassion, and 

honesty (Pearson and Raeke, 2000; Hall et al., 2001; Brown, 2008). Moreover, in the context of 

chronic illnesses, Mechanic and Meyer (2000) suggest trust influences one’s overall health-

seeking behaviors. Specifically, health-seeking behaviors are described as the behavior of someone 

with a health condition, such as Long COVID, actively searching for means to improve their health 

status (Poortaghi et al., 2015). Harmoniously, health-seeking behaviors are a social process that 

characterizes one’s desire for control of their health and well-being (Igun, 1979). 

While there is a plethora of research on trust in medical professionals, there is less 

exclusively on trust in medical systems. Most theorists believe trust is operationalized at two 

interconnected points: interpersonal trust and systems-based trust. Giddens (1990) refers to these 

types of trust as facework (interpersonal) commitment and faceless (systems-based) commitment. 

Giddens’s concept of facework and faceless commitments derived from Goffman’s (1974) 

conceptualization of the frontstage and backstage which describes what the public sees and what 

happens behind the curtain that the public does not see. Per Giddens (1990) facework trust depends 

on the demeanor of the expert representative (medical professional). Whereas faceless trust is the 
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perceived competence of the institution (medical system) the expert represents. Moreover, an 

‘access point’ is the meeting point between the medical professional (expert) and the medical 

system (expertise), at which point the expert is seen as the representative of the system. Therefore, 

trust is sustained through facework and is necessary to a certain extent to have faceless trust.  

One can deduce that when levels of trust in experts decrease, so do levels in trust in 

expertise, therefore rates of trust in both should be close to equal. However, Hall et al., (2002) 

found that rates of trust in medical professionals are actually slightly higher than that of medical 

systems. The reason for this remains disputed but some studies have found this may have to do 

with the increase in the spread of medical misinformation and pseudoscience (Jaiswal, 2019; 

Jaiswal and Halkitis, 2019; Jaiswal, LoSchiavo and Perlman, 2020). Moreover, Brown (2008) 

suggests that as health literacy increases, the need for trust becomes more crucial, while 

coincidentally becoming harder to obtain.  Whereas, Armstrong et al., (2006) and Jamison, Quinn 

and Freimuth, (2019) declare that declining rates of trust in medical systems may relate to 

perceived hidden agendas of governments and pharmaceutical companies. Nonetheless, rates of 

trust in medical systems have been steadily decreasing over the last several decades and based on 

the NORC at the University of Chicago’s 2021 survey, it appears trust in medical professionals is 

higher than that of trust in medical systems (See Figure 1). As such, I believe it is imperative to 

examine the effects ambiguity around Long COVID has had on patients’ levels of trust not only 

in medical professionals but in medical systems at large. 

Figure 1: National Trust Survey Results. (Pearson, 2021, p.8) 
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While research on the impact the COVID-19 pandemic has had on the public’s trust in the 

medical field is multidimensional and still forthcoming, in the context of Long COVID, Godlee 

(2020) predicted the marginalized feeling many Long COVID patients felt during interactions with 

medical professionals may lead to a ‘massive breakdown in trust’. However, to date, there have 

not been empirical studies to validate or negate Godlee's (2020) prediction. Should the impacts of 

Long COVID patient-provider interactions not be examined and acted upon there is an increased 

risk of alienating Long COVID sufferers and their loved ones from the systems in place that are 

supposed to improve the health and welfare of those it serves. Consequently, a less effective 

response and a decline in health status could be at stake (Kingstone et al., 2020). Moreover, as Xie 

et al., (2022) found, Long COVID is a catalyst for other illnesses which is worrisome for already 

strained health systems. So, to alleviate the stress the pandemic has already placed on health 

systems, we must address the impacts of Long COVID care experiences to rebuild trust in 

healthcare. By doing so, we may ensure patients are receiving adequate care which will reduce the 

risk of Long COVID amplifying into even more severe health issues. Therefore, I believe it is not 

too late for medical professionals to rebuild the trust Long Haulers may have lost in them. Nor is 

it too late for medical systems to implement policies and practices that may prevent similar 

breaches of trust in the future.  

The primary themes of this research include care experiences, trust, and systemic cohesion. 

These themes will all focus specifically on the experiences of Long COVID patients and Long 

COVID physicians.  

Research Questions 

In relation to my previous elaborations, the main question of my research is: 

1. How have experiences of Long COVID ambiguity impacted patients’ trust in medical 

professionals and medical systems?  

To answer this research question, I distinguish three sub-questions, formulated as 

follows: 

1.1. How did Long Haulers experience medical professionals’ response(s) 

regarding medical possibilities towards their ailment(s)?  
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1.2. How have those experiences influenced perceptions of trust in medical 

professionals and medical systems? 

 

1.3. How have those experiences and perceptions influenced health-seeking 

behaviors? 

In the following sections, I explore the theoretical frameworks of trust and cohesion 

through the context of Long COVID care and medical systems. I will weave these guiding 

structures throughout each section of this thesis, and I aim to put forth a theoretical and conceptual 

framework that will be continuous throughout this research.  In the next chapter, I will outline the 

methods and ethical considerations relevant to my research. Following the chapter on methods and 

considerations, chapter three is devoted to patients’ experiences. As the data collection methods 

used for this research included surveys and in-depth interviewing, data gathered will be presented 

in a mixed-methods approach by way of descriptive quantitative survey results and qualitative 

interview data. The fourth chapter focuses on trust, namely in systems. I will elaborate on what 

trust means in the context of Long COVID and how the root of medical (dis)trust is governmental 

action, which will provide the foundation for understanding the modernity of trust in the times of 

COVID-19 and its effects on future-care seeking behaviors. In chapter five I will discuss the 

consequences of ineffective or obsolete medical cohesion. I will also conceptualize Long COVID 

cohesion and present a case for its need. Lastly, the sixth and final chapter will bring the empirical 

data together and will discuss the limitations of this research’s findings, provide relevant 

recommendations, and outline further research avenues.   
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CHAPTER 2: METHODS 

 

This study followed a grounded-theory approach put forth in Glaser and Strauss’ work, The 

Discovery of Grounded Theory: Strategies for Qualitative Research (1967). This entailed 

conducting a substantial literature review, from which I drew my research question based on what 

areas warranted further review which was utilized to direct the subsequent data collection.  

Trust is a complex concept linked with uncertainty and vulnerability (Gille, Smith and 

Mays, 2015). Therefore, it was essential to allow participants to speak freely and openly about 

their experiences of obtaining care for Long COVID (Mechanic and Meyer, 2000). Qualitative 

semi-structured interviews allowed participants to narrate their stories, provide context, reflect on 

changes in their views of medical professionals and systems, and interpret how their lived 

experiences have and will shape their future health-seeking behaviors. Within the first few 

interviews conducted it became undeniably clear that Long Haulers need an outlet to share their 

Long COVID experiences without judgment or unsolicited advice (Gorna et al., 2021). Upon 

making this realization, my narrative-oriented interview questions were restructured in a way that 

allowed for open-ended discourse so participants could freely describe their lived experiences. 

Through the dialogue this helped build rapport and trust with interviewees (Möllering, 2006) 

which is essential in obtaining quality data and also allowed for some of my interview questions 

to be answered without directly asking said questions. Moreover, this approach was essential to 

provide participants the space to talk about their social identity as a Long Hauler and consider the 

impact on medical trust. Consequently, this approach provided a detailed understanding of 

participants’ lived experiences and their views on trust in medical systems and their complexity 

(Mechanic and Meyer, 2000). 

Study Participants 

In order to recruit participants for qualitative interviews a survey was devised and deployed 

(Appendix 1), via Qualtrix, which yielded 64 responses from individuals internationally. The 

survey was disseminated to twenty-four Long COVID Facebook support groups. Additionally, 

personal and extended contacts were tapped to increase the survey pool. Survey respondents were 

presented with an overview of the project being conducted, the ethical standards of the study and, 
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whether or not they would be interested in taking part in semi-structured interviews. Following the 

consent and information page, the survey began by asking participants if they received an official 

diagnosis for COVID-19 and whether they received medical care to treat COVID-19. Participants 

were also asked how long they have experienced Long COVID symptoms, when and how they 

first sought care for Long COVID, how many medical providers they sought care from, and the 

types/specialties of medical professionals they received care from. Survey participants were 

similarly asked to measure the levels of support and/or skepticism they experienced per medical 

professional and medical system. Additionally, a Likert scale was employed for participants to 

help assess how much they felt taken seriously by general practitioners (GPs), specialists, medical 

systems, etc. As well as, how they would rate the quality of care they received. The survey 

concluded with a question pertaining to whether they sought alternative forms of care for Long 

COVID and the type of each alternative method. The survey took five to ten minutes for 

participants to fill out. As women see higher rates of Long COVID (Gille, Smith and Mays, 2015), 

it is not surprising that the majority of survey respondents were female. Of the 64 responses, only 

eight were male and one identified as non-binary (Figure 2).  

 

Based on the survey’s initial demographic questionnaires, the average age of survey 

respondents was approximately 47 years old. Originally, only participants with an official COVID-

19 diagnosis were going to be interviewed but after further consideration, the original criterion 

was discarded. As I realized that many of those who were unable to get tested at the start of the 

pandemic and therefore did not receive an official COVID-19 diagnosis have already been 

marginalized by other studies and access to care. As such, it was unethical to deny participation 

from individuals without an official diagnosis.   

 

Figure 2: Survey Respondents' 
Genders

Male Female Non-Binary
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Based on survey responses, there were eleven different nationalities represented, 

predominately situated in the anglophone north (Figures 3 & 4). Nations where survey respondents 

sought care include and are ranked in accordance with the highest amount of survey respondents 

to the least: 

 

Based on interest from survey responses, participants who were willing to be interviewed 

about their experience of obtaining care were contacted for semi-structured interviews. In total 18 

interviews were conducted. Seventeen Long COVID patients were interviewed and one Long 

COVID doctor was interviewed. Interviews lasted approximately 60 minutes but given the nature 

of Long COVID and the debilitating side effect of chronic fatigue, some interviewees expressed 

fatigue and a need to rest after 30 minutes, whereas others were eager to share their lived 

experiences and as such interviews lasted 90 minutes. Four of the 17 patients interviewed were 

males, twelve were women, and one identified as non-binary. Interviewees were asked to describe 

their experiences obtaining care and for what. They were also asked how they felt each time they 

sought care and the outcomes of those appointments. As well as, if they received any contradictory 

advice. The main questions included how interviewees viewed medical professionals and systems 

prior to Long COVID and how they view medical professionals and medical systems now. As well 

as, if and how their trust in medical professionals and/or medical systems has changed since Long 

COVID and why. Participants were also asked about how their health-seeking behaviors have 

changed or will change as a result of the care they received. The final questions in each interview 

were how they feel medical systems could prioritize Long COVID better and how they perceived 

Fig. 4: Nationalities 
of Survey 
Respondents Count 

USA 24 
UK 18 
Scotland 8 
Canada  3 
Netherlands 3 
New Zealand 2 
Ireland 2 
South Africa 1 
Bulgaria 1 
Germany 1 
Australia 1 
Grand Total 64 

Powered by Bing

Figure 3: Countries Represented in 
Study's Survey

1

24

Amount of 
Survey 

Responses by 
Nation
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the research community’s ability to find a treatment for Long COVID in all of its forms. 

Participants interviewed represented seven nations (Fig. 5): 

 

 

 

 

 

 

 

 

Additionally, through personal networking Dr. Kent, who specializes in Post Viral 

Syndromes at a top tier hospital in the U.S, was contacted. He is a renowned researcher and 

physician and, has a very developed bedside manner. He brings a humanistic and personable 

dogma to his line of work. Topics discussed with him include how he would describe his patient-

provider interactions prior to the pandemic, how interactions have since changed, whether he has 

observed an increase in patient advocacy and his views on that, if he has noticed a change in 

patients’ health-seeking behaviors and what those transformations may look like. As well as, why 

he believes some providers may be dubious of Long COVID and what medical systems could do 

to mitigate the risk of Long COVID patients, who faced skepticism from medical professionals, 

experiencing a decrease in medical trust and health-seeking behaviors.  

Study Location 

Originally, a portion of fieldwork was to be conducted at the Mayo Clinic in the U.S. 

However, due to the ongoing COVID-19 crisis and the high surge in cases in Minnesota during 

the winter and early spring, data collection methods had to be modified throughout the fieldwork 

period as in-person activities were extremely difficult to be granted access to. Therefore, alongside 

putting my participants’ safety and my own above all, I conducted interviews exclusively online. 

I conducted all interviews virtually via Zoom, WhatsApp, or Microsoft Teams. These are secure 

video-calling services that don’t require digital software installation. To ensure the participants’ 

Fig. 5: Nationalities of Interview 
Respondents Count 

USA 5 
UK 5 
Scotland 3 
New Zealand 2 
Netherlands 1 
Canada 1 
Bulgaria 1 
Grand Total 18 
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privacy, I made sure my environment was private and asked participants to seek a location where 

they felt comfortable speaking freely. 

Analysis 

Through the use of a thematic analysis method, themes were identified through the research 

by analytically applying codes to classify data accordingly (Green and Thorogood, 2018). With a 

thematic framework, methods were adapted and identified patterns were refined based on codes 

and themes that arose throughout the data collection period. As the goal for my use of this 

framework in my exploratory approach was to uncover patterns, determine meanings, and 

construct theory grounded in empirical evidence, I analyzed data while concurrently collecting it.   

After the data was collected, each interview was transcribed based on the audio recording 

and compiled notes taken during each interview. Collected data was holistically analyzed through 

Atlas.ti. The Atlas.ti program allowed me to code and structure the comprehensive and diverse 

data collected. Furthermore, applying an inductive approach through thematic analysis ensured 

that the aim to understand the impact of Long COVID on Long Haulers’ trust in medical 

professionals and medical systems was achievable. 

Ethical Considerations 

Main ethical issues the research raised pertained to the psychological effects recanting of 

stories of distress. Despite it being an emotional topic that can resurface some traumatic 

experiences, participants were very open. Many expressed gratitude for being able to share their 

experience with someone who gave them the platform to speak about anything they desired. While 

at times this yielded unusable data, it also offered a therapeutic service for participants to speak 

about their experiences obtaining care that they may not have been able to share before. However, 

I am not a licensed therapist nor was that the intention of my research, I abstained from offering 

advice to participants and just simply listened to them without judgment.  

As standard practice, informed consent was sought via a soft copy form prior to each 

activity. Additionally, ethical consent was reviewed prior to each activity to ensure participants 

understood and had an opportunity to ask questions before consenting. When participants were not 

able to provide informed consent electronically, oral consent was requested. At the start of each 
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interview, participants were also asked to verbally consent to be audio recorded, and all of which 

obliged. Participants’ names have been anonymized with a pseudonym; only gender, age, country 

of residence, date of illness, and the date of interview was noted in the results. Throughout the 

entirety of this thesis, the pseudonym for each interviewee is used in conjunction with the 

participant’s age, nationality, and when they first sought care for Long COVID. Furthermore, 

recordings of activities were properly deleted from the device within seven days following the 

activity. All data (incl. participant information and transcripts) is stored on an encrypted cloud 

service that is protected by a password. Additionally, data is only accessible to me but, at their 

request, participants can access their personal data. 

Reflexivity And Positionality  

Care experiences and chronic illness can be heavily emotional subjects. Unsurprisingly, at 

times the stories interviewees shared had an emotional impact. However, after the first few 

interviews, I was able to build up a numbness to some of the emotion-provoking experiences they 

shared and learned to not let it impact my emotional state both inside and outside of the interview. 

When a story would provoke a strong emotion, I would write about it in my personal journal to 

reflect on how and why it made me feel the way it did. This was a cathartic practice that allowed 

me to refrain from carrying those feelings into my personal life nor further into my data collection 

and analysis. 

As this research focuses on medical trust in Long COVID patients, the fact that I do not 

suffer from Long COVID may have been a shortcoming. While I have had COVID-19 twice in 

the past, I do not have lingering symptoms or other ailments because of it and cannot relate to the 

experiences of those with chronic illnesses. This may have limited the extent to which I can 

empathize with my informants. Furthermore, I acknowledge the fact that I am in the privileged 

position of being a healthy master’s student, in an E.U. member state. I have not experienced some 

of the burdens or loss of opportunities as some of my informants have.  

An ethical and reflexive concern I experienced was that of my own skepticism of one 

participant’s experiences. As a researcher studying skepticism, it was concerning to also be 

skeptical of this individual’s experience. While I did not doubt any of the other participants I 

interviewed, within ten minutes of interviewing this one individual, I could not shake the feeling 

of doubt in the stories she was sharing. Although I do believe she experienced several of the 
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symptoms she described, I did feel that the symptoms were heavily exaggerated and that the root 

cause may indeed be more psychosocial than biological. However, that feeling may be problematic 

as I should always maintain a neutral outlook on patients’ experiences and refrain from judging 

them. That said, I maintained the same rapport with her as I did with every other participant despite 

being skeptical for most of the interview. I also managed to suppress my judgment, so the 

participant was unaware of what I was feeling during the interview. Furthermore, I set aside my 

skepticism and analyzed her data as I did with every respondent and did not withhold the use of 

the data collected from the said interview in the process of writing this thesis. I often reflected on 

this instance and still wonder as a researcher studying skepticism, how does one abstain from 

leaning towards the same skepticism the participant experienced at the hands of medical 

professionals and thus resulting in her withdrawal from western medicine completely? She was a 

“victim” of skeptic doctors and yet I felt as though she inhabited that role eagerly and in many 

facets of her life. Ultimately though, it is not my place nor role to make such judgment predictions.  

Additionally, even though I am not medically trained nor identify as a medical professional, 

I do have a healthcare background in a hospital setting where I had close relationships with medical 

professionals. This was advantageous as medical professionals viewed me as a comrade with 

whom they found it easy to share experiences. However, in the few instances where participants 

inquired about my work history, they may have felt I am not a ‘fellow’ layperson and could have 

been disheartened by my alignment with medical personnel and systems. This could then have 

limited the amount of information they shared with me. In each instance, I reassured participants 

that I do not identify as a healthcare professional, nor do I hold an affinity to them. Rather, I am in 

a training program for medical anthropology, which is a social science. 
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CHAPTER 3: “BEING TOLD ITS ANXIETY IS WHAT 
GIVES ME ANXIETY”  

 

To start will you describe your experience obtaining care for Long COVID? You can 

describe anything from your first onset of COVID-19 symptoms to the various Long COVID 

symptoms you’ve experienced to where your healthcare stands now. It is up to you what you would 

like to disclose. I just want to better understand what you’ve experienced and how it’s made you 

feel. 

This was the leading question each interview began with. The intention was to give 

participants to space to share their experience in their own way and at their own pace. More or less, 

the goal was to elicit a narrative about lived experiences regarding obtaining medical care for Long 

COVID. When researching trust in medical systems, life experiences and patient-provider 

interactions need to be considered and paid special attention to, for these can shape how and where 

patients place trust (Calnan and Rowe, 2008b). Therefore, this chapter is devoted to exploring 

participants experiences navigating Long COVID through medical care.  

“Why Do You Want This to Be Covid?” 

During several interviews, participants expressed that they hadn’t shared some of the 

experiences they were telling me with anyone before. As Kat, a fifty-year-old American who had 

Long COVID since March 2020 and first sought care shortly after, stated at the end of our 

interview: 

 

“I should be the one thanking you. This has been great. I haven’t had anyone ask me to 

share my entire Long Haul experience, so this interview was really nice for me.” – Kat  

 

Although honored by statements like this, they were also alarming. As some of these 

interviewees had been suffering from Long COVID since the start of the pandemic, this meant 

they had not openly shared their entire experience with anyone for over two years. Why weren’t 

these patients able to speak with someone in the medical field who has followed their journey from 
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day one and has been there with them every step of the way? And if not someone in the medical 

field, why not a family member or friend?  

One may assume that a patient advocate or medical social worker may provide the listening 

ear patients need, however, while medical social workers or patient advocates do exist, it is not in 

their job scope to be a listening ear to patients suffering from PVS. Oftentimes, medical social 

workers and patient advocates work with patients to schedule appointments, sort out transportation, 

negotiate medical bills, obtain medical records, provide resources for mental health care, and offer 

lifestyle coaching (Tadic et al., 2020). Even if they wanted to open-endedly listen to patients’ 

experiences, medical social workers and patient advocates often are overworked and underpaid 

(Tadic et al., 2020). They often lack the proper resources needed to provide all the roles patients 

need them to be. They are meant to bridge the gap between providers and patients, but that gap 

can be much too vast for a bridge to built by one individual. This is unfortunate, as throughout the 

interview process, the most common theme noted was that of patients having to be their own 

advocate.  

Depending where one lives and the national medical system, self-advocacy in healthcare 

in high-income countries may be a foreign concept. Therefore, the majority of interviewees have 

not had to be their own patient advocate before. They trusted the experts caring for them and the 

systems in place that provided the care. However, Long COVID has led every individual 

interviewed to take on a new role: that of a self-advocate. Interviewees explained how they have 

had to advocate to obtain a variety of testing, receive referrals to other specialists, obtain care at 

Long COVID clinics without having an official COVID-19 diagnosis, etc. The list is endless in 

the ways they had to advocate for themselves. While this may be a good skill to have, we mustn’t 

forget that these patients were and are experiencing an array of debilitating symptoms while 

practicing self-advocacy in an attempt to be taken seriously by medical professionals and systems 

during their quest to obtain the proper care they need. As participants stated: 

 

I didn’t fight for myself; I’m still learning how to do that self-advocacy because that wasn’t 

the person I was. I was the person who trusts. – Kat  

 

It’s a lot of work to be your own advocate when you have Long COVID. You know, most 

of us have brain fog so when we get to see a doctor, we only have like ten minutes to 
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describe everything we are experiencing. Heaven forbid that doctor wants to debate 

whether or not we really are experiencing the symptoms we say we are; you know that’s 

something we often face right? We have to waste time debating if we actually feel what we 

are feeling. But then when those 10 minutes are up, and the appointment is over we go 

home and remember some crucial detail we forgot to mention in those 10 minutes. But 

there is no one to contact about it. We just have to wait another three or so months before 

we can get seen again to mention that detail. We just feel abandoned and left to fend for 

ourselves. – Michael, 62, Scottish, first sought care in January 2021 

 

Though many interviewees spoke about their spouses or family members being there 

throughout their entire journey, many also mentioned that friends and family members can’t relate 

to what they are going through. As Ivan, a forty-four-year-old Bulgarian man who has been battling 

Long COVID since September of 2020 stated: 

 

There is only so much you can vent to your family members about; you already feel like a 

burden having your loved ones adapt their lives to accommodate to your new state of well-

being. So yeah, you don’t want to keep burdening them will all the other nonphysical stuff. 

So, you limit how much you share because you know they won’t be able to fully understand 

and that’ll make them feel bad. Or worse, they also won’t believe you. – Ivan    

 

Sarah, a 39-year-old medical professional from the UK who has had Long COVID for two+ 

years, experienced a similar experience with her group of friends. When she would attempt to build 

up the physical strength to get together with her friends she would be exhausted and need to sit 

down upon entering the building they were meeting at. On several occasions friends would make 

remarks such as “oh yeah I get tired too sometimes” or they would roll their eyes and walk right 

past her. While these reactions may seem patronizing, Parsons (1975) has argued in his Sick Role 

Theory that while a sick individual is exempt from normal social roles, society still expects them 

to try to get better. Delving deeper into this theory implies society only allows a person to be sick 

for a certain amount of time. After that period has lapsed so has the empathy. While this theory 

has faced much criticism for insinuating the sick individual is deviant, this illustration of friends, 
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family, colleagues, etc., not fully understanding or wholeheartedly empathizing with Long Haulers 

may very well be attributed to Parsons’ sick role theory.  

Through interviews, I learned that while a majority of interviewees’ family members were 

sympathetic and supportive of Long Haulers, many stated that their friends and peers tended to 

lack recognition of the hardship Long Haulers face. This sentiment was summed up nicely by Scott, 

a 56-year-old American male who first got COVID-19 in March of 2020 and has had several 

debilitating strokes as a result of Long COVID:   

 

I guess one of the things with chronic illness is people aren’t on edge that you’re dying 

which is good. But they also aren’t really tuned into what a struggle it is on a daily basis. 

They don’t understand why you aren’t improving and grow impatient. – Scott  

Loss Of Control 

When asked whether survey respondents experienced skepticism or support from most of 

the medical professionals they sought care from, the majority stated they faced skepticism. 

Whereas 25 respondents experienced both skepticism and support. While just 10 experienced 

support (Figure 6). 

 

 

 

 

 

 

 

Sarah was one of those individuals who experienced both skepticism and support, as some 

doctors were skeptical while others were supportive and understanding. In early March 2020, a 

doctor for the NHS – Sarah was working tirelessly in the hospital she had worked in for several 

years. Since she was a child, she had always dreamt of becoming a doctor and took the utmost 

pride in being one, as medicine was her passion. So, when she fell ill with COVID-19 she was 

confident that her peers and her beloved medical system, the NHS, would provide her with the 

same high-quality care she provided her patients. Despite her medical background and her well-

Figure 6:  
Did You Experience Skepticism 
or Support from The Medical 
Professionals You Sought Care 
from For Long COVID?  Count 

Skepticism 29 
Both 25 
Support 10 
Grand Total     64 
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known work-hard mentality, Sarah faced the same skepticism and medical gaslighting that many 

Long Haulers have come to be accustomed to. Medical gaslighting can be described as when a 

person in power, namely a medical professional, uses manipulation to make the patient doubt his 

or her own judgment or even sanity (Sebring, 2021). However, unlike lay Long Haulers, Sarah’s 

colleagues whom she’s worked with and formed bonds with were the ones dishing out the 

skepticism and gaslighting. Interestingly, when Sarah presented visible symptoms, she received 

more support and sympathy rather than skepticism. But the symptoms that are unseen and aren’t 

caught in standard medical tests were treated as though she was making them up or caused by 

stress. In her own words, Sarah states:  

 

I thought the NHS was outstanding. I thought all the people working within it were 

incredible and I thought the service of it was something to be so incredibly proud of and 

that’s been really hard actually because how I feel about it now is pretty much the polar 

opposite. It’s hard work within the NHS. I always felt that myself and the people I worked 

with, listened to patients, and didn’t make assumptions. And you know, we’d admit if we 

didn’t know something or at least we would try to find out. But there’s just been so little of 

that. There’s just been this arrogance of ‘you don’t fit into the box of what we usually see 

so there is something wrong with you, not the box”. That has been very offensive really. – 

Sarah  

 

While Sarah may have been just one of the four individuals with Long COVID interviewed 

who identified as medical professionals, this concept of “fitting into a box” was raised by several 

participants of all occupations. The problem with “fitting into a box” is the surplus of perplexing 

symptoms that fall outside of the box’s parameter per se. As many Long Haulers experienced a 

vast range of symptoms and the World Health Organization’s Post-COVID symptom list has over 

200 ailments, one cannot simply make a large enough box for Long COVID to fit in. And when 

one does not ‘fit into a box’ the medical community is stumped. During Dr. Kent’s interview he 

spoke of the need for medical institutions to do away with the concept of box filling as this then 

turns patients away who do not fall under the standard idea of illnesses and further marginalizes 

these individuals who are thus cast as enigmas.  
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Furthermore, if one doesn’t feel that doctors are being curious enough or exhausting every 

avenue to alleviate a patient’s pain, they may be keen to seek alternative forms of care (Pescosolido, 

1992). This notion can be seen through the number of participants who sought alternative forms 

of care. Figure 7 displays the survey results pertaining to how many respondents sought alternative 

forms of care and some context as to what types of care were most sought.  

 
 
 

 

 

 

Throughout all this research it was undeniably common for patients to try alternative 

methods to treat or even just reduce their severity of symptoms. Referring to Figure 7: two-thirds 

of survey respondents sought alternative methods of care during their Long COVID illness. It’s 

unclear if this amount is larger than other chronic illnesses, as the data on rates of complementary 

and alternative medicine users is outdated and geographically limited. Nonetheless, the main form 

of complementary and alternative medicine respondents tried was acupuncture. Other common 

types of alternative medicines respondents utilized are Botox, functional medicine, homeopathy, 

osteopathy, oxygen specialists, herbs & tinctures, and Freuidkris alternative medicine. In sum, Dr. 

Kent stated, “when you are desperate, you will try anything, and Long Haulers are increasingly 

desperate”. This rings true for many ailments that have no western medical cure.  

 

When my father saw how many herbs I was buying he asked, ‘what are you expecting from 

experimenting on yourself?’. I said ‘I don’t have a choice, nobody will experiment on me 

so I must do it myself… if I don’t try to make myself better, who will? – Ivan  

 

Most commonly, the participants who cited trying acupuncture were temporarily relieved 

of some symptoms but were not absolved of their ailments. While Dr. Kent’s statement may be 

true, to investigate deeper into this occurrence its likely one would find that the loss of control 

people suffering with long-term diseases experience is inevitable. Not only can the disease take 

control of one’s body, but evidence suggests that medical systems and professionals also often 

have autonomy over the outcome of a patient’s health, as GPs tend to act as medical gatekeepers 

Figure 7: Did You Seek 
Alternative Methods of Care for 
Long Covid? (i.e., Acupuncture, 
Herbal Medicine, Etc.) Count 

Yes 42 
No 22 
Grand Total 64 
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and medical systems control and regulate the services they offer (Farzadnia and Giles, 2015). 

Furthermore, in the biomedical realm, medical professionals can decide everything from your 

treatment plan to the initial tests done to diagnosis. While there is a push to include patients in the 

treatment planning process, the road to that point is often dictated by what the medical 

professionals suspect is the cause and how they want to go about examining it (Flugelman, 2021). 

Furthermore, medical systems are in control of the timeline and in certain nations, whether they 

can provide services that will be accepted by your health insurer (Astin, 1998). While it may have 

been frustrating for individuals to take on the role of their own patient advocate, through 

investigations it was found that it provides patients with a sense of control. They are attempting to 

take control of their health as much as the medical systems and personnel allow and cooperate 

with. Therefore, when it feels they have exhausted all their efforts to take control of their health 

through western medicine or maybe during the extended waiting period before they can get in to 

see a medical specialist, they may decide to try an alternative path to care. This act is not just out 

of desperation but may be out of a need to take back autonomy over their wellbeing.  

Zinn (2008) argues that trust can be shaped through a combination of experiences, intuition, 

and emotion. Moreover, when examining risks during the decision-making process, trust is the ‘in 

between’ strategy for rational and non-rational strategies. Therefore, trust is an unclassified 

judgment that is embedded in specific social relations and can be seen as the underlying logic one 

uses to determine risks that are worthy to take. Applying Zinn's (2016) ‘in between’ approach to 

examine the effects the ambiguity of Long COVID has on patients’ willingness to try alternative 

methods suggests trust can then be utilized as a tactic to decipher between the uncertainty of 

conventional Long COVID care and the risks associated with alternative and complementary care. 

Moreover, this notion is valuable to study Long COVID patients’ trust in healthcare systems 

because it presents the opportunity to inspect both implicit and explicit knowledge of Long 

COVID’s psychosocial effects and how patients determine risks and subsequently make decisions 

based on their healthcare (Möllering, 2001). 

Identity Loss and Formation 

Coupled with this sense of loss of control over one’s well-being there is a sense of a loss 

of identity. In every interview, participants, unprovoked, described how capable and fit they were 

before Long COVID. At no point in the interview process were participants asked to elaborate on 
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their life prior to Long COVID and yet each one did. This struck me as an attempt to assert their 

previously held identity to how they perceive their current identity. They’ve come to embody the 

sick role identity as Long COVID has ripped away the bits of their identity that defined them, 

whether that was as a marathon runner, a politician, a business owner, etc. Not only did Long 

COVID take away their ability to maintain these physical bodily attributes, but by doing so it took 

away bits of their identity by forcing them to quit their jobs, sell their businesses or give up their 

hobbies that are now too strenuous. As bleak as this may seem, this sense of loss of identity could 

be an underlying and forefront cause for mental health concerns. However, despite this sense of 

grief over some degree of identity loss, there is the formation of a new identity. Moreover, social 

identity theory emphasizes how we hold several identities that collectively form our feelings, 

views, and manners (Pescosolido, 1992). Vyver, Leite and Alwan, (2021) corroborate this notion 

with their research on the social identity of Long COVID. Through the use of the social identity 

theory, they suggest identities stem from the groups we belong to (i.e., Long Haulers) and this 

group can provide a ‘social cure’ against Long COVID, by boosting a sense of belonging, 

autonomy, self-affirmation, significance and tenacity, and shared self-efficacy and encouragement.  

So, while their sense of identity pertaining to able-bodied group memberships may have 

declined as Long COVID embedded itself in their organs, they gained a new identity. Rather, 

through support groups and networks of Long Haulers, patients gained the identity of a Long 

Hauler. And while many have expressed resentment toward the sick role identity, there is much to 

be said about an identity that derives from the Long COVID community. As Dr. Kent stated: 

 

Historically, PVS may have felt isolating to individuals who succumb to them, and while 

Long COVID still can be isolating, the vast number of resources and support groups out 

there has shown that there is a collective sense of identity amongst Long Haulers. – Dr. 

Kent  

 

 Overall, this chapter demonstrated that Long Haulers gained a new identity through their 

battle with Long COVID. That identity was further defined through their self-advocacy for 

adequate medical care, as well as, through their embrace of and affiliation with the Long Hauler 

community. Moreover, through analyzing respondents’ experiences it is strikingly apparent that 

there is a need for patients to be able to share their experiences with a nonjudgmental person who 
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then can serve as their designated advocate in the medical system. Furthermore, by embodying the 

role of a self-advocate patients attempted to take back control of their health and were further able 

to expand this autonomy over their wellbeing by trying complementary and alternative medicine.   
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CHAPTER 4: “IT’S BEEN A REALLY STRANGE BAG OF 
WHO HAS BELIEVED AND WHO HASN’T” 

 

Trust is a multifaceted process and therefore, there are many different definitions of trust 

that appear in literature to date. Trust implies the assumption and hope that the trustee will act in 

favor of the trustor (Möllering, 2001a;). Furthermore, trust indicates a delegation of power as the 

trustor is dependent on the goodwill and ability of the trustee. Thus, making the trustor vulnerable, 

unsure, and at risk of betrayal (Quere, 2001). Möllering (2001) describes the development of trust 

as beginning with the understanding of our lifeworld and concludes with a certain anticipation. 

Based on our knowledge and ambiguities our interpretations are formulated. To achieve a positive 

outcome, one must ‘bracket’ off the unknown, making interpretative knowledge temporarily 

absolute. Bracketing off allows for the ability to suspend the indefinite (Brown and Calnan, 2012).  

In the context of healthcare, trust is a crucial part of positive patient-provider relationships. 

When a patient trusts their medical provider they are more open to disclosing profound personal 

information, accept medical suggestions, comply with treatment recommendations, and have an 

enhanced motivation to seek medical help (Brown and Calnan, 2012).  To achieve trust, medical 

professionals and medical systems must, above all, convince people that they put patients’ best 

interests above any financial or nonfinancial interest (Möllering, 2006). To demonstrate this, 

medical professionals must ask patients questions rather than immediately try to diagnose and treat. 

As many medical trust theorists have found, trust must be earned by respecting patients’ 

knowledge, perspectives, and lived experience and inviting them into a conversation (Gille, Smith 

and Mays, 2015; Gilson, 2003).  

But what happens when a patient’s lived experience is not respected? What happens when 

a patient has no say in their treatment plan? What happens when this is the case, but a patient is 

suffering from a chronic illness that still requires them to be reliant on the medical system? This 

chapter aims to address these questions by way of exploring participants’ trust in medical 

professionals and medical systems following instances of obtaining Long COVID care. 
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Survey Responses 

Of the 64 survey respondents, 22 signified that during their experience of obtaining care 

for Long COVID, they did not feel taken seriously by their GPs. Whereas 18 participants did feel 

taken seriously by their GPs. Nine respondents did not disagree or agree with the statement posed 

in the question. While the remaining 15 somewhat agreed or disagreed with the statement. In total 

30 respondents did not feel completely taken seriously by their GPs while 25 respondents felt their 

GPs did take their condition seriously (See Figure 8). 

 
 

 

 

 

 

 

 

 

 

In contrast to Figure 8; respondents’ perception of their GPs level of concern when they 

were obtaining care for Long COVID, 34 respondents did not feel taken seriously by the medical 

specialists they were referred to. Whereas 23 respondents felt that the medical specialists they 

sought advanced care from did take them seriously (Figure 9).   

 

 

 

 

 

 

 

 

 

   
Figure 8: 
“Regarding Long COVID, I Felt 
Taken Seriously by my GP/PCP” 

  
Count 

   
Strongly disagree 12  
Strongly agree 10  
Disagree 10  
Neither agree nor disagree 9  
Agree 8  
Somewhat disagree 8  
Somewhat agree 7  
Grand Total 64  

Fig. 9 
“Regarding Long COVID, I Felt Taken 
Seriously by Medical Specialists” 
  

 
 
 

Count 
  

Disagree 14 
Strongly disagree 12 
Somewhat agree 11 
Agree 8 
Somewhat disagree 8 
Neither agree nor disagree 7 
Strongly agree 4 
Grand Total 64 
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When asked whether respondents felt taken seriously by medical systems (Fig. 10) the 

overwhelming majority did not. 45 respondents disagreed with the statement. Whereas, just 12 

respondents agreed with the statement. Seven did not disagree or agree. Additionally, when asked 

to rate the quality-of-care survey respondents received when obtaining care for Long COVID (fig. 

11), the majority felt the quality of care they received was far below average. 18 of 64 respondents 

felt the care was somewhat below average while congruently another 28% of respondents felt the 

quality of care, they received was average or above average.  

 

 

 

  

 
 

Fig. 10 
“Regarding Long COVID, I Felt 
Taken Seriously by Medical 
Systems as a Whole” 

  
Count 
  

Strongly disagree 24 
Disagree 12 
Somewhat disagree 9 
Neither agree nor disagree 7 
Somewhat agree 6 
Agree 4 
Strongly agree 2 
Grand Total 64 

 
Fig. 11 
“The Quality of Care I Receive(d) 
is…” 
  

Count 
  

Far below average 28 
Somewhat below average 18 
Average 12 
Somewhat above average 4 
Far above average 2 
Grand Total 64 
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Breaches Of Trust 

In the context of healthcare, both interpersonal and institutional trust are shaped by 

interaction dynamics such as sociability, communication, and facial expressions (Hall et al., 2001), 

as well as comprehension of the medical system (Brown and Calnan, 2012), the vulnerability of 

the patient, power imbalance, information irregularity and the societal position of the medical 

provider (Calnan and Rowe, 2008a). Nonetheless, when lay agents realize experts may hold the 

same ignorance as them there is a tendency for deterioration of trust. With these considerations in 

mind, I will present ways in which participants detailed instances that went against the factors that 

shape trust in the medical field.  

As one can imagine, instances of medical gaslighting are distressing and frustrating. 

Naturally, these negative experiences can shape how one views doctors and the systems they 

embody (Meyer et al., 2008). Take, for instance, Sarah the medical professional who experienced 

medical gaslighting from her GP:   

 

There was a lot of medical gaslighting. My GP had been caring for me for months and 

telling me that he was referring me to Respiratory Medicine, Cardiology, and 

Rheumatology for all the pain I was experiencing. But he just didn’t, and I never realized 

that he wasn’t doing so until three months down the line when I said, ‘hey I know it’s going 

to be a long wait because we are in the middle of a pandemic but do you think I might ever 

get seen by those specialists?’ then it came to light that he had never even put those 

referrals in. I mean he obviously thought I was losing it. – Sarah  

 

When participants were asked whether they received conflicting advice from medical 

professionals, many spoke of the tendency of medical professionals to shift responsibility for the 

patient’s care to another medical professional. Whether this is an act of dismissal of responsibility 

or whether it is a consequence of a lack of cohesion between medical specialties and the nuance 

of Long COVID care, remains indistinguishable. As Grace, a 30-year-old British academic 

researcher, who first sought care for Long COVID in July of 2021, described:  

 

The only conflicting advice I received was about whose responsibility it was to do things… 

I wanted a diagnosis, stuff like that and the GP was like “oh, you get all that from the Long 
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COVID clinic… then I waited for ages to be seen at the Long COVID clinic and the 

clinician there was like “oh well day-to-day management of your symptoms is up to your 

GP and your GP has to diagnose you.” Then when I reported back to my GP, she was 

actually really irritated by the Long COVID clinic clinicians’ dismissal. – Grace  

 

Alarmingly, rather than attributing a patient’s presenting symptoms as a result of PVS, 

patients were often misdiagnosed with a certain illness, most commonly: anxiety disorder; 

psychologically causing their condition. As such, another cause of a breach of trust is misdiagnosis. 

The harm done by misdiagnosing an individual goes beyond just that of a breach of trust. But for 

the purpose of this study, highlighted below are just some instances of misdiagnosis and its effects 

on patients’ trust in medical professionals and systems:  

 

I collapsed outside of the ER because my body just couldn’t stand or walk anymore then I 

saw a physician’s assistant who refused to give me a seizure workup. She told me ‘I’m not 

giving another workup; this is caused by trauma.’ … Eventually, I did start seeing a 

physical therapist and she told me I had a Functional Neurological Disorder. She said 

‘there is nothing wrong with your legs, you have sensation, you have the ability to stand, 

it’s just trauma causing your inability to stand and walk’... Functional Neurological 

Disorder is just what doctors diagnose you with when they can’t figure out what the hell is 

wrong with you. – Abby, 41, American, first sought care for Long COVID in August 2020 

 

I don’t feel like she listened to me at all. I was trying to tell her what was going on and she 

cut me off a said “it’s just allergies, springtime allergies”. – Kat 

 

It felt like I had walking pneumonia, so I went in again because I was so weak and tired. 

And then they said, “Oh you Have Post-Viral Fatigue Syndrome but there is nothing you 

can do for it.” But then I went home and did my own research and that’s not true at all. 

There are things you can do or at least try. It’s concerning because when doctors say this 

type of stuff it’s like they are so nonchalantly making a decision on my health and well-

being without the full information. – Jenny, 70, NZ Kiwi, first sought care in May of 2020 
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The most alarming instance of misdiagnosis reported came from Claire. Upon first 

obtaining care in October of 2020, Claire, a seemingly healthy 53-year-old academic researcher in 

New Zealand, was diagnosed with Early-Onset Dementia and spent three months under the belief 

she had Dementia rather than Long COVID:  

 

So, he told me to get a scan and I did. Then for three months, it said in the cloud [online 

medical records] that I had dementia. But they didn’t follow up with me during that time. 

Then eventually when I did go back and see him, he said the scan was clear and told me I 

have Functional Neurological Disorder then gave a whole explanation about…I don’t 

know even know what he was saying, something about the brain being like a computer. I 

told him ‘I don’t know computers, I am not technology savvy, I don’t understand the 

analogy’. But he didn’t give another one. – Claire 

 

While it is startling that a misdiagnosis of such gravity can be maintained for several 

months, Claire’s commentary also highlights a lack of adequate communication and transparency. 

As noted, communication is key in the formation of trust in patient-provider relationships 

(Markides, 2011). As such, another trend arising from the data collected was that of patients 

reflecting on how medical providers never explained what Post-Viral Syndromes are, let alone, 

what Long COVID is. Despite, PVS being around for ages, early in the pandemic there was 

minimal awareness or information pertaining to the long-term side effects of COVID-19. However, 

as time progressed so did awareness of Long COVID. Nonetheless, many patients were forced to 

do their research as medical professionals often failed to explain what was happening to their 

bodies.  

 

One of the things that no medical professional ever did to me was to explain what Long 

COVID was. I mean I only found that out from reading a very good article in a magazine 

about Post Viral Syndromes and how actually they are a well-known thing. It’s not unique 

to COVID-19. There’s a long history of people developing illnesses after a virus and no 

GP ever explained that to me. Which I think, if I am honest with you, is a standard thing in 

our healthcare system. It’s, you know, it’s like ‘doctor knows best’ and you get the 

information that you need to know but it’s not an equal partnership. – Grace 
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Having a pamphlet or something that you could give to people to explain it would be helpful. 

Because obviously, they don’t really know because you can find a dozen possible causes 

for Long COVID, right? But if they had something that just said, “we don’t really know 

what’s causing Long COVID but this is the latest research or what we do know for certain’ 

and to present that to patients would be immensely helpful... because basically, doctors 

think you’re crazy but so does most of the population and when the doctors can’t explain 

what’s wrong with you, everyone assumes it must be psychological. – Claire  

 

When this issue was discussed with Dr. Kent he spoke about the merit, from his lived experience, 

of explaining PVS to patients and how those explanations affect future health-seeking behaviors 

and trust: 

  

Yes, I have noticed a change in care-seeking behaviors because of patient-provider 

interactions. What I’ve seen not just with COVID but over the long run is if you can explain 

something to a patient, if you can name their enemy, that no one’s been able to name before 

and you can actually come up with a strategy on how to fight that enemy, the patient will 

latch onto you forever and not in a bad way! Like they are the people who will say “I’m 

going to say prayers for you every night doc, thank you”. It’s not that they are calling me 

forever but if you actually build that trust and empower them then very little of what they 

need to do has anything to do with medical professionals, it has a lot to do with them 

enacting a plan. – Dr. Kent  

 

Through examination, it is apparent several medical professionals attempted to name 

patients’ ‘enemies’. It is possible providing a cause for a patient’s condition is an example of a 

medical professional’s attempt to have a patient’s best interest at heart. However, despite this effort 

which is meant to build trust, when diagnoses were inaccurate, it had the opposite effect and 

resulted in a decrease of trust amongst participants. 

 On a few occasions, participants raised the awareness that it wasn’t patients who initially 

lost trust in medical professionals. Rather medical professionals first lost trust in their patients. 

Thus, resulting in patients’ loss of trust in medical professionals and consequently medical systems. 
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Through the data collected it is clear some medical professionals initially lost trust in patients’ 

ability to properly identify the root of their symptoms.  

 

We are not all the same, right? Every institution is a bit different, but every patient is a bit 

different and where someone might have closed the door, my gut feeling is how can I 

actually open that door a little wider and so we need to rebuild that trust when it comes to 

some of these chronic disabling conditions. And we lost a lot of faith, not only did patients 

lose faith but we lost faith in patients.  – Dr. Kent 

 

I did go back to my GP and I said ‘you know I recognize it’s hard to be a doctor in these 

times but you have lost faith in my ability to accurately report my symptoms to you and 

now I have lost faith in you as my GP’… and he said ‘I can’t really be your doctor if you 

lost faith in me’ and  I wish I had said ‘well actually I can’t be your patient because you’ve 

lost faith in me so don’t put that on me. That’s where the relationship broke down’. He put 

the relationship breakdown on me and not the step before that when he initially stopped 

trusting me. – Claire 

 

It’s unclear if medical professionals didn’t trust patients to truthfully present the symptoms 

they were experiencing without exaggeration or if medical professionals didn’t trust patients who 

presented PVS symptoms because they weren’t aware of the long-term side effects of COVID-19. 

However, this conundrum raised the question whether doctors collectively have ever had trust in 

patients’ ability to identify the cause of their presenting symptoms. As a doctor’s role is to find the 

cause of illnesses and provide pathways to treatment (or maintenance in chronic illnesses), have 

they been hardwired to believe they are the only ones with the skillset and knowledge to diagnose 

diseases?  

Views Of Medical Professionals & Systems 

Before the effects can be examined from the examples of breaches in trust described above, 

we must first reflect on participants’ views of medical professionals and medical systems prior to 

the COVID-19 pandemic. Some may argue that the pandemic has caused a fluctuation in the 

general population’s views of the medical field (Mensik, 2021), however with this in mind, I will 
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only refer to participants’ sentiments towards the medical field that originated from lived 

experiences before participants fell ill with Long COVID. Following the reflection on past views 

of the medical field, the collective and individualistic views and feelings participants described of 

medical professionals and systems will be explained in detail. As well as incorporate some 

interesting trends that arose during the data collection period and how that has influenced 

participants’ trust in medical professionals and systems.  

Overall, there was a varying mix of prior views and trust in the medical field. While some 

participants held medical professionals in as high regard, as Hall et al., (2001) claim society tends 

to do, others had more strained outlooks on medical professionals and systems. As many scholars, 

notably Rowe and Calnan (2006), found, residents of the U.K. tend to have a sense of national 

pride in the NHS. However, through my data collection, slight anomalies in that theory were found: 

 

I think the British people are scared to criticize the NHS because it’s a fantastic idea but 

realistically years of outsourcing and privatization means that it’s underfunded now… now 

I am on the receiving end of waiting lists and services that don’t actually provide that 

much… there is this narrative in this country that you are okay, and everything is okay. 

There is that political pretense and there’s a real pretense during COVID that we’re 

looking after everybody, and they just weren’t… Subconsciously I have trust in the NHS 

because I think the original principles of it were very good… but I am a bit skeptical. Not 

so much of nurses, but of doctors. I think some doctors have a god complex… the medical 

profession is one of the professions where you see class played out. I’ve found some doctors 

to be a bit patronizing because they think they know better than you and they don’t explain 

things to you very well… so I suppose that's what I would say- it wasn't so much that my 

trust declined any further in the NHS. I think what it was is the façade, the political façade, 

kind of disappeared even more for me. – Grace 

 

Up until about 2019 I really trusted medical professionals and the NHS because my family, 

we all got medical stuff going on so seeing them go through that and get it sorted well made 

me trust the medical field. Then I got a concussion at work which was really bad, and they 

just kept saying “it’s anxiety” then when I got Long COVID they said the same thing, so I 
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was like ‘nope I don’t like doctors’. – Caitlin, 21 yrs. old, British, first sought care for Long 

COVID in June of 2021 

 

I have loved medicine from the day I was born. My parents are in medicine, I was eager to 

start a career in medicine because I just loved it. So yeah, I thought the NHS was 

outstanding. I thought all the people working within it were incredible and I thought the 

service of it was something to be incredibly proud of. And that’s been really hard actually 

because how I feel about it now is pretty much the polar opposite. – Sarah  

 

After being confronted with poor experiences, shifts in national pride and trust in the 

medical system are not just subjected to the United Kingdom. Abby from the U.S. also grew up 

with parents who worked in healthcare and had been raised around western medicine her whole 

life. In her own words: 

 

I always trusted the medical field, but I quickly lost faith because as I discovered firsthand 

when there is a lot of data and interest in that data it’s great. But Long COVID had no 

data so it’s not western medicine’s fault care for Long COVID isn’t great, it’s how the 

medical system here is set up. – Abby  

 

One of the best aspects of this research is that it was conducted internationally so I was 

able to compare and contrast peoples’ experiences from various nations in the global north. Take 

Ivan from Bulgaria, Jenny from New Zealand, and Lars from the Netherlands for example, all held 

akin views towards the medical field prior to Long COVID despite being geographically, 

physically, and systemically very different from each other. 

 

I wasn’t skeptical but I was a realist. I trusted doctors but the medical system here struggles 

when they don’t know what something is, and I’ve always known that… there are two types 

of doctors here: the good ones who admit when they don’t know something and the bad 

ones who blame you… and now I don’t really trust medical professionals either anymore. 

It’s not that I hate or despise them, I just really triple-check everything now. -Ivan 
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I did trust the medical system. I mean I worked in healthcare, right? But if I was going to 

have surgery, for example, I would do a lot of research ahead of time to find the right 

surgeon. So, I did trust it but more so for those emergency things I couldn’t address myself 

that I knew the medical field could certainly handle. – Jenny 

 

I do feel lucky that at least here in the Netherlands we have a decent healthcare system 

once you get to the good parts of it but if you are at the GP level, I think it’s insufficient. 

They are completely overstretched and there are all kinds of reasons why that’s the case. 

– Lars, in his mid-60s, Dutch, first sought care in early 2022 

 

While the findings from these interviews suggest patients have poor views of medical 

professionals, there was a collective awareness of the struggles doctors face and a sense of empathy 

towards medical professionals. We often tend to view medical professionals’ diagnoses, advice, 

and recommendations as objective rather than subjective (Calnan, 2004). It is embedded within us 

to believe doctors know best and always have our best interest at heart. Moreover, medical systems 

operate at complex levels that the average person can’t even begin to comprehend the inner and 

outer workings of. As such, Fugelli (2001) suggests ‘realistic medicine’ attempts to strengthen 

interpersonal and institutional trust by creating transparency in healthcare and recognizing doctors’ 

limitations and uncertainties. This notion was exhibited as several participants mentioned that 

medical professionals are overworked and therefore unable to listen to patients’ experiences. Early 

on during fieldwork, I became acutely aware of how much participants needed and appreciated 

being able to share their stories with someone without judgment. Several participants expressed a 

desire for medical professionals to give them more than the standard fifteen minutes per 

appointment that medical professionals on average have slotted per patient (Tai-Seale, McGuire 

and Zhang, 2007), to share their experiences and concerns. Despite this unmet need to have 

medical professionals be a listening ear, the majority of participants recognized that medical 

systems have structured medical professionals’ schedules in such a way that does not allow for an 

excess in the amount of time takes for medical professionals to examine a patient, build a bond, 

provide a brief analysis, order tests or refer the patient to another specialist. Let alone provide a 

brief recommendation for future care. For example, Grace described an instance of her GP being 
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limited on time while Dr. Kent did shed some light on the insider’s perspective of overworked 

medical professionals: 

 

One issue I had, for example, is when I went to see my GP… to discuss the management of 

my symptoms, which were quite debilitating. I started to talk to her, and she was very nice 

but after 5 minutes she stood up and I realized she was trying to kind of move the 

appointment along… I could see in her body language that she was trying to wrap it up… 

you know even if I had wanted to talk about my welfare or feeling there was no space for 

that… I actually had to say to her “I’m sorry I’m not finished yet” … but I know GPs are 

only meant to have 10-minute appointments now, no matter the issue. And there’s a huge 

backlog of appointments… GPs are massively behind and the discussion in the news is 

always “stop wasting your GP appointment, if you can’t make it ring in and say” as 

opposed to the government admitting to putting more and more pressure on GPs to be 

seeing more and more people… crucially, I think the issue is money… I imagine that GP 

would have loved to have a 20-minute appointment with me. I don’t think she was a bad 

doctor, it’s just that she had loads of other patients to see. – Grace 

 

As much as patients think they’re in survival mode when they’re in the office with us, we’re 

in survival mode also because we got a lot of things to do in a small amount of time and 

we haven’t had lunch or gone to the bathroom and whatever else is going on. So, it’s the 

worst combination of emotions and lack of tie and frustration that goes together. But it’s a 

combination of that plus lack of understanding, lack of knowledge, a lot of people do not 

understand the pathophysiology which united a lot of these conditions… it’s not those 

medical professionals are close-minded, it’s that they don’t have the time and ability and 

there’s so much frustration from that. – Dr. Kent 

 

According to Irving et al.,'s 2017 study, the average medical professional in the UK is 

allotted 10 minutes per patient, whereas in the U.S. the average is 20 minutes. Based on Irving’s 

international findings, most nationalities represented in the study fall between 10-20 minutes per 

care appointment. Based on this data, I suggest medical professionals on average are allotted 15 

minutes per patient per care appointment. Given that the most common Long COVID symptom is 
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brain fog, 15 minutes is not nearly enough time for a patient to recall everything they want to have 

addressed nor does it allow for rapport between the patient and provider. Rather, following 

appointments, patients are left with a list of concerns they did not have addressed or did not recall 

in that brief 15-minute encounter. Moreover, due to societal norms, doctors face a substantial 

amount of pressure from patients and society to get things right, refer correctly, and have the 

answers (Armstrong, Fry and Armstrong, 1991). With this weight on their shoulders, it is 

unsurprising that doctors tend to struggle with the ability to admit that they don’t know the answer 

or have the tools to heal (Croskerry and Norman, 2008). This is a deeply embedded trait medical 

professionals subconsciously weave into their demeanor. So when faced with uncertainty an initial 

reaction may be to place blame on the one presenting the uncertainty rather than inner reflect on 

their own (Friedman et al., 2005; Miller, Spengler and Spengler, 2015). Dr. Kent describes why 

he feels this may be the case: 

 

There are so many other things pulling them into different directions that they just go with 

what they are comfortable with. The stuff they learned in medical school, their residency, 

and the stuff we’ve seen for decades because they know that stuff. The unknown is scary, 

the unknown is almost like a sign of weakness. No doctor, no type-A anal retentive person 

wants to say, “I don’t know” … imagine if you asked a pilot if we were going to land safely 

and the pilot says, “I don’t know”. That doesn’t instill confidence, does it? So, you almost 

have to lie about it to be able to be confident. – Dr. Kent 

 

However, while medical professionals may hold the belief that to instill confidence in patients’ 

trust in a medical professional you must provide an answer, the data collected suggests the opposite.  

 

The doctor said “I don’t know what you have so I am not going to be able to help you” but 

I appreciated his honesty. I told him I was having trouble getting my family doctor to listen 

to me and he just said “you know when GPs can’t find an answer, they get frustrated” … 

but I would rather my family doctor just say that to me. – Veronica, 46, Canadian, first 

sought care in October of 2021  
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Everyone’s learning and figuring it out but at the same time, I think being transparent 

about that and saying “we don’t really know but I think it may be this” … hearing that is 

more reassuring than them making a guess and having it be wrong. – Joelle, 28, American, 

first sought care in August of 2020 

 

I’d like to see more curiosity in the medical system. I’d like to see more acknowledgment 

of what they don’t know… “I don’t know so I am going to talk to someone” or “I don’t 

know so let’s have a look at this” or “I don’t know why this happening but let me try to 

help you”. Admitting to not knowing is far more comforting than being told: “it’s all in 

your head, it’s anxiety” or whatever. – Jenny  

 

By differentiating my approach from Goffman's (1974) ‘frontstage’ and ‘backstage’ 

concept, and Giddens’ (1990) ‘facework’ and ‘faceless’ commitment notion I have given meaning 

to a medical professional’s uncertainty of Long COVID while they serve as the all-knowing 

representative of the medical system. Additionally, through analysis, a clinician’s initial lack of 

transparency on the limited data of Long COVID and the subsequent dismissal of a Long COVID 

patient’s experience has led to patients’ discovery of experts’ imperfections. Furthermore, this has 

caused an overall reduction of trust in both the frontstage; the facework commitment, and the 

backstage; the faceless commitment (Fugelli, 2001). 

Likewise, Giddens, (1990) linked trust with the blending of ignorance and knowledge. 

Similarly, multiple sociologists refer to this concept as ‘leaps of faith’ (Möllering, 2006). Likewise, 

the trust we hold in expert systems is supported by ‘faith’ but involves lay agents’ ability to accept 

their own ignorance when encountering experts and actions of expertise. Nonetheless, scholars 

believed that when lay agents realize experts may hold the same ignorance there is a tendency for 

deterioration of said faith. Interestingly, acting on behalf of lay agents’ best interests, experts will 

often take risks while also hiding “the true nature of those risks or even the fact that there are risks 

at all” (Giddens, 1990, p.131). However, my research found that when lay people (Long Haulers) 

discovered this type of coverup it was particularly detrimental to lay agents’ trust in experts. 

Furthermore, by experts taking a risk and diagnosing patients with an ailment they are more 

familiar with it is even more destructive. In the context of trust and opposition to historical trust 

theories, the harm that accompanies misdiagnosis is greater than the admission of uncertainty. In 
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this instance, Long Haulers subsequently question, not just the limits and gaps of an expert’s 

knowledge, but the entire adequacy of the notion of ‘expertise’. 

Effects On Health-Seeking Behaviors 

A key example of how trust lost during experiences of obtaining care for Long COVID has 

affected patients’ health-seeking behaviors, is that of the Long Hauler communities’ Competent 

Provider list. A large network of Long Haulers in the United States has come together to support 

one another by setting up an ongoing Google Document that is open to the publici. The list 

identifies doctors that Long Haulers have seen who took their ailment seriously and provided them 

with the support they needed. This list is then shared via support group meetings, Facebook pages, 

Long COVID websites, etc. Each state on the list has an ever-growing number of medical 

professionals who have provided what the Long Hauler deems as adequate care. This list is a pure 

example of not only Long Haulers working collaboratively and advocating for their care, but the 

effects Long COVID care experiences have had on individuals’ trust in medical professionals and 

the ways in which that trust has then influenced care-seeking behaviors.  

 Often throughout the data collection, medical professionals were referenced as stating their 

patients suffered from anxiety due to past trauma and that was the root cause of their symptoms. 

However, the responses Long Haulers had to seeking care from medical professionals after the 

experiences they had, border the definition of traumatic responses (Amstadter and Vernon, 2008). 

 

I got a call from a nurse from another doctor, and she said we would like you to come in 

and see a rheumatologist and I just burst into tears and told her “I’m not coming in again, 

I’m not going to see a doctor”. I don’t know why my feet are blue, but I know I am not 

going to the rheumatologist again… I basically fired every single doctor except for my 

cardiologist because I felt like he never called me crazy. Going to the doctor is the last 

resort, I will suffer on my own for as long as possible. – Kris, 44, Scottish, May 2020 

 

I cry just thinking about having to return to the doctor. My faith in doctors has been 

hugely damaged. I found a couple good ones, but they are the exceptions. I used to think 

doctors 

 1 https://docs.google.com/spreadsheets/d/1qRz6jcMX2Yx7_prnJqdBQFXgVJE_CgZSlIYNshW3XJM/edit#gid=718047883 
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wanted to help but I don’t feel like that anymore... This is not something I’m going to 

recover from. This is something I’m going to have to manage for a while and it’s been good 

to learn to take more initiative and take more ownership for my health. A lot of times I 

would leave it up to the doctors to be able to monitor all those numbers and now I want to 

know what everything means and be able to understand and track because I guess I don’t 

have complete confidence that things won’t fall through the cracks. So, I definitely am not 

going to be shy about it. I will ask questions to understand what’s going on and to find the 

best care I can – Lynn, 73, British, first sought care in April 2021 

 

You know I’ve had so many disabilities for so long that now everything else is in a totally 

different category. Something that may have been really severe now I’m just like “eh its 

fine, I can’t be bothered to deal with doctors anyways.” – Sarah  

 

I’ll probably only seek help now when I can’t do it myself. That’s the real answer. Or 

maybe if they make a treatment for Long COVID then I will consider going to the doctors 

again. But I get too mad and frustrated when I think about returning to the doctor’s office. 

They will just say “yeah, take some pills and whatever happens, happens... piss off”. – Ivan  

 

Likewise, I concluded each interview by asking participants if there was a cure for Long COVID 

whether or not they would be willing to undergo care again to obtain that cure/treatment. Some of 

the responses to that question include: 

  

**Shook head**… I am done with western medicine after all this and I am definitely done 

with prescription drugs… I only want to work with practitioners who can directly talk to 

my body. – Abby 

 

My philosophy is to avoid care as much as you can because my few experiences have been 

extremely disappointing. – Lars 

 

Interestingly, throughout the data collection period, I was alarmed by the number of women 

who stated that they have not and will not seek their routine pap-smear procedures or breast 
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examinations. On each occasion of this admission of reluctance, the individuals cited a refusal to 

undergo such an invasive procedure as a result of the interactions they had with medical 

professionals while obtaining Long COVID care. One woman stated that doctors don’t fully 

understand or recognize why pap-smears make women uncomfortable and the repetitive dismissal 

of proper care they experienced during their Long COVID care appointments has resulted in their 

lack of trust and confidence in medical professionals. The outcome of this appears to be a 

disinterest to undergo an intrusive procedure, such as a pap-smear, as the doctors who dismissed 

their Long COVID experiences may also lack the empathy for the discomfort that is pap-smear 

exams. This appears to be a prime example of the lack of trust resulting in a decline and reluctance 

to undergo invasive procedures or to forgo routine medical care other than for Long COVID 

symptoms.  

 

We’re still going to feel marginalized and labeled when we seek care, aren’t we? You know, 

if I had a breast lump, would I now go as regularly to get it checked? No! I can do a self-

breast cancer exam, thank you. – Veronica 

 

I have quite a bad view of doctors now for things like going for my smear tests… there still 

seems to be a fundamental lack of understanding why a woman might feel uncomfortable 

to spread her legs in the doctor’s surgery. And just how women, to me, it feels like our 

bodies are always being somewhat prodded and poked. That’s how I view the healthcare 

system. I ultimately trust it, I’ve used it. I’ve seen nice conditions and I’ve seen bad 

conditions. I don’t always feel it’s an equal partnership. I fear the alternative, but I don’t 

think it’s an equal partnership. – Grace  

 

I was due for my smear, which I always go to because I am relatively conscientious, and I 

just thought ‘I cannot go in there and drop my knees’ for a ‘just in case’. It’s good for 

women to do have these things but you want to come in and do the most invasive fucking 

thing that you can possibly do to me just in case I may have cancer when I am telling you 

my brain is fucked and I cannot work. But you’d still like to phone me three times to come 

and drop my knees? I already feel fucked right over. I’m not doing it. I’m not stupid, I know 
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they’ll say “oh it’s very important” but I am not stupid. I know the implications from the 

choices I am making. – Claire 

 

In summary, this chapter illustrated that misdiagnosis, medical gaslighting, and lack of 

transparency were causes for breaches of trust. Moreover, while doctors may have tried to build 

trust by attempting to display confidence and competence by diagnosing patients with a more well-

known illness, it conversely resulted in a loss of trust. The research suggests that when medical 

professionals admit to what they do not know, patients are more likely to trust them and appreciate 

their honesty than when medical professionals take a risk and diagnosis without 100% certainty. 

Despite participants losing trust and pride in medical professionals as well as medical systems, 

participants also recognized that medical professionals are overworked and operate at a limited 

capacity due to the structurization of medical systems. Ultimately, despite the recognition of the 

strain doctors have on them, breaches of trust have resulted in a decline in health-seeking behaviors 

and led participants to avoid routine medical care.  
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CHAPTER 5: “I ONLY HAVE HOPE BECAUSE THE 
NUMBERS ARE TOO BIG TO IGNORE” 

 
The overarching theme found throughout my research relates to the influence governments 

and systems have and hold over the field of medicine. In every interview conducted, each 

participant brought up the qualms of their nation’s government. Most concerns consisted of the 

governmental response to COVID-19, the lack of national funding, or anxieties about the 

government’s response to climate change following their response to the pandemic. However, on 

a more grassroots level of concern, is that of a lack of healthcare cohesion. Throughout this chapter, 

based on findings from the research I conducted, I argue the need for cohesion between patients, 

medical professionals, and medical systems. From this viewpoint, I tie in the need for cohesion 

between all three parties and governments.  

Cohesion & Systems 

At a very basic level participants spoke about the issue of doctors not speaking with other 

doctors about a patient’s condition. When considering the lack of cohesion between specialties 

and the lack of time doctors are allotted per patient, it is no surprise that patients often find that the 

doctors they see have no prior briefings on their condition or experience. As such, they spend their 

15 minutes regurgitating their experience and condition during their care appointment rather than 

addressing the issue at hand. Consider this: 

 

Others in the Long COVID support group and I have talked about how the doctors have to 

talk together themselves. The only time I experienced that is… when the rheumatologist 

called my cardiologist and they talked about my condition and care. – Kat 

 

I don’t think the Long COVID clinics in the UK are a cohesive service now… nobody seems 

to know what’s going on. Each doctor or specialist needs a complete debriefing on my 

health experience and that’s honestly a waste of precious time… but there have been 

absolute shining lights and they have just been amazing. My respiratory-physio has taken 

it on herself to contact all the people involved in my care and expedite things, chase things, 
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pull it all together, get people to make the referrals they should have but hadn’t... and 

honestly, without her, I would be in a totally different scenario. – Lynn  

 

I would really like to see multidisciplinary clinics here. Medical specialization is a field of 

silos. I don’t expect them to know each other’s disciplines or specialties, but I would like 

them to have a conversation. – Michael 

 

So, what exactly is cohesion in this context and how do we achieve it? The research on 

cohesion in healthcare is limited and definitions of cohesion vary widely. As such, based on the 

data collected I have conceptualized cohesion in the context of Long COVID care in the 

succeeding paragraph. A central theme noted during the fieldwork period was, as stated above, the 

lack of communication between medical professionals about a patient. As Caitlin stated: 

 

 It’s just been a lot of back and forth. One doctor is telling me I need to see a cardiologist 

then the cardiologist says I need to see a pulmonary specialist then that person says I need 

to see a rheumatologist who then says I need to see a cardiologist. None of them are 

speaking to each other and it feels like they all just want to get rid of me and make me 

someone else’s problem. Not to mention the turnover rate in the Long COVID clinics… 

every time I go there, I am seen by a new person and told the provider I saw last time was 

transferred to a different clinic. – Caitlin  

 

However, in this context, cohesion is not just needed between doctors. Rather, cohesion is 

needed between patients-medical professionals, medical professionals-medical professionals, 

medical professionals-medical systems, and medical systems-patients. Long COVID care 

cohesion is four-fold. First, there needs to be collaboration between medical professionals and 

patients. Patients should be involved in the treatment plan process. At every step of the way they 

should also be well versed on their condition, the current research being done, and the options 

available to them. Ideally, patients would have a central person whom they can be in contact with 

about any questions or concerns that may arise during the leeway time between care appointments. 

Secondly, cohesion between medical professionals would heavily entail high-quality 

communication between specialties. Rather than patients having to brief each new medical 
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professional they see on the history of their condition, medical professionals should enter each 

appointment with new patients already versed on the patient’s medical history so that the limited 

time they have with the patient is used constructively. By building cohesion in this regard, you 

build a strong sense of unity between specialties. Thus, increasing a patients perceived sense of 

medical professionals’ competence and concern for their care. By displaying competence and 

concern on the matter, medical professionals can instill trust in their patients that they are acting 

in their best interest (Gupta, Binder and Moriates, 2020). Third, cohesion between medical 

professionals and medical systems would entail regular open lines of communication and forums 

between medical professionals and medical system administrators and directors. Medical systems 

would therefore take medical professionals’ recommendations for person-centered care seriously. 

Medical systems could do so by allotting extra time for medical professionals to do their due 

diligence; whether that be in following up with patients, being briefed by other medical 

professionals on a patient’s condition or being educated on medical trends and the latest PVS 

research. Fourth, cohesion between patients and medical systems would involve reevaluating the 

box of categories a patient must fall under to receive care. Furthermore, in nations without 

universal healthcare, it would include working with patients to find adequate care under their 

health insurance plan or affordable alternatives should the patients’ health insurance not cover 

some forms of care. Ultimately, as Quere (2001) found, patients need to be convinced that medical 

systems are not solely focused on the monetary aspect of care but more so on the humanistic aspect 

of care. Additionally, cohesion between medical systems and patients would involve medical 

systems taking patients’ recommendations and complaints seriously. When Ana‘s medical system 

emailed her a feedback survey on her most recent care experience, she thoroughly filled it out in 

great detail. However, to her dismay, the health system never contacted her to follow-up on her 

feedback nor did she note any changes in the care provided based on her feedback. In her own 

words: 

 

They sent it as a formality I guess because ultimately, they don’t care about me, right? 

They make money either way. As long as I am attending my appointments with doctors, 

they don’t care because they are getting paid. I am just a dollar sign to the health system. 

– Ana, 31, American, first sought care in December of 2020 
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This is not to say that cohesion is the answer to all the problems. Trust is foundational for 

the dyad between patients and clinicians. Patients often reveal profound personal information and 

trust this will remain confidential (Goold, 2002). Clinicians work to gain trust, so patients are keen 

to accept their analyses and suggested treatments, including enduring invasive procedures and 

taking prescriptions indefinitely for chronic illnesses, such as Long COVID (Hall et al., 2002). To 

achieve this level of trust, clinicians and health care systems must, above all, prove that they put 

patients’ best interests above any financial or nonfinancial interests. Medical professionals must 

begin by asking questions of patients rather than instantaneously trying to deliver other evidence 

and recommendations. Trust should be made by valuing patients’ understanding, perceptions, and 

lived experiences all the while including them in the conversation. This is challenging and 

strenuous, but I suggest it is the best approach to build trust. Still, medical professionals can’t do 

this on their own. Gupta, Binder and Moriates, (2020) argue that trust is also diluted by the 

monetary burdens and poor affordability of healthcare. Congruently, when healthcare systems 

work to make care more affordable, provide assistance for those who struggle, and advocate for 

policies to expand access to care, this can help reestablish the vital basis of trust: that patients’ 

health is the primary concern of healthcare organizations (Baker, 2020; Gupta, Binder and 

Moriates, 2020). In relation to the monetary influence in finding a cure for Long COVID 

participants made the following statements: 

 

What drives me nuts is Big Pharma now putting their name in the treatment hat. They make 

money off us being sick and now they are trying to find solutions… I mean Pfizer sponsored 

the freaking Academy Awards, so we know that they’re doing good right night and they’re 

going to find the solution then charge us an arm and a leg for it. So, do I think we may find 

solutions? Maybe. Do I think that they are going to be accessible to people? No. – Veronica 

 

Ultimately, the medical systems and big pharma want you to be sick right? That’s how they 

make money. So, no I don’t think there will ever be a cure for Long COVID because then 

we wouldn’t be reliant on the pharmaceutical companies or health system and then their 

revenue goes down. They capitalize off us depending on them. – Joelle  
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“The Political Façade Kind of Disappeared Even More for Me” 

Ultimately, however, from the data, I found all issues with cohesion and the breakdown of 

trust stem from governmental policies and actions. How governments prioritize Long COVID 

dictates the policies health systems have in place. Furthermore, governments often hold the baton 

to allocate the financial means to prioritize Long COVID research and care. On a macro level, how 

governments responded and continue to respond to COVID-19 has hindered participants’ trust not 

just in medical professionals and systems but in elected officials and governmental systems. In 

several interviews, participants spoke about their concerns about the way the government has 

responded to the pandemic, let alone Long COVID, and how that has caused concern for the way 

governments will respond to climate change. One example of the remarks on climate change 

participants made came from Lars, the Dutch academic:  

 

This is just a trial for climate change, right? We have a big ugly issue coming towards us 

and without solidarity. To me, I found that in a way the most worrisome lesson from the 

COVID-19 pandemic because anything that lasts a bit longer than a few weeks we lose the 

solidarity aspect and individualism takes over. – Lars  

 

“What can health systems or governments do to better prioritize Long COVID and rebuild 

some of that trust lost?” When this question was posed to participants, I received highly valuable 

and well-thought-out responses. Overwhelmingly, an increase in funding was a common response 

to the posed question.  

 

The country [the Netherlands] cannot even support retirement expenses… there is pressure 

on people to work longer and longer… so the whole system is designed to make it 

increasingly difficult to not be able to work which means it’s discouraged to be sick 

because it’s encouraged to be as productive as possible. So, are they going to put money 

towards combatting Long COVID? I highly doubt it.  – Lars 

 

My interpretation of the [Bulgarian] government’s strategy is ‘let’s hope it will go away 

then maybe we will find a solution at that point’. Ignoring is a form of care, right? The 

national policy here has ensured that there’s going to be a large cohort of people with 
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Long COVID who are disabled, even healthcare workers for instance, because of the 

government’s anti-scientific approach. – Ivan 

 

Without secure funding for research on prevention and cures, as well as funding for 

enhanced care, the community of Long Haulers will continue to grow and will continue to feel 

abandoned by systems and governments. Several participants explained that the current research 

being conducted is predominately looking at the cause of Long COVID. While this is an essential 

starting point, there needs to be heightened emphasis on researching cures for Long COVID.  

 

At the end of the appointment, she was asking about my mental health… that’s the only 

thing they can control right? If what you’re concerned about is my mental health then that 

means there’s nothing else that can be done… so I was glad she was concerned about my 

mental wellbeing, but it also felt deflating because it made me realize she expects this to 

be an issue for a very long time, - Caitlin  

 

Furthermore, patients stressed the need for patient-led research. As patients were the ones 

to initially coin the term “Long COVID” (Callard and Perego, 2021), it is without a doubt that they 

are experts in the subject as they have firsthand experience with the ailment. Including patients in 

the research provides an opportunity to build back trust as patients then feel their voices are being 

heard and their experiences are taken seriously.  

 

I think that there’s a far more democratic way to do things and I mean patients have 

expertise through their condition and doctors obviously have expertise through medicine, 

but we shouldn’t have one without the other. I don’t think it’s just enough to know the 

biology of it. When it comes to research and treatments, I do believe patients should be 

involved. – Grace 

 

I am eager to participate in research just like I know many other Long Haulers are too. I 

think we need to invest more in patient leadership around this that’s how you find 

breakthroughs, like they did with HIV/AIDs… and when you have Long COVID you feel 



 
 
 

51 

very helpless so helping in the research is something you can do to give you purpose. – 

Scott 

 

They need to involve the patients in the research planning because… there’s a huge swathe 

of people who weren’t admitted because they were told not to go to the hospital because 

you’ll overwhelm their services, and we have health professionals were sort of martyrs in 

the early days. So, there is a lot of people not being studied because they didn’t fit the 

“hospitalized” bracket and that’s a huge problem because Long COVID doesn’t 

necessarily come whether you’ve had a severe bout of illness. And some of us did have it 

severe but were told not to go in so now we are suffering and marginalized. – Sarah  

 

With no cure on the horizon, Ed Yong's (2021b) ongoing Long COVID investigations for 

the Atlantic, predicted that we will see an increase in mental health problems as a result of Long 

COVID. We have already begun to see cases of Long Haulers committing suicide due to a lack of 

hope of ever getting better (Stefano, 2021). Even Dr. Kent asserted “Long COVID is an epidemic 

and the ripple of effects on mental health could lead to a rise in suicide rates amongst those 

suffering from Long COVID.” In Phillips and Williams' (2021) article they also predicted that 

when individuals suffering from a disabling chronic disease lose hope of being cured they tend to 

then lose the will to live in the current state of being. Thus, resulting in drastic measures to take 

back control of one’s life, even if that means ending one’s life.  

Similarly, Robinson's (2016) study on illness and trust reminds us that chronic illness is a 

family experience with all members being influenced by the ailment, especially given the most 

care for the illness takes place within the family home. When we consider the impact on trust due 

to experiences Long COVID sufferers have had in regard to seeking medical care, we must 

consider the realm of the impact these patient-provider interactions have had on patients’ loved 

ones. To disregard the severity of the outcomes a breakdown of medical trust within the Long 

COVID community, may have on health systems, we also omit the breakdown of medical trust 

that is happening within a Long COVID patient’s interpersonal network. As Dr. Kent states:  

 

We must realize that not every person with every condition sitting in front of us is created 

equally and has had the same life experiences. Everyone keeps touting individualized 
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medicine, but no one does a damn thing that’s individualized. We try to do the cookie-

cutter… we’re trying to look at a person as an entire entity- what have they gone through? 

What brought them here? Who depends on them? How has their life changed? What are 

their goals? What are their aspirations? What point in their timeline of life are they? What 

point in the disease process are they in? and with all those nuggets you try to come up with 

the best individualized approach that is still evidence-based… We need to show institutions 

that these are still people. You might not like the condition they have, and it might be 

frustrating, but you have to put the effort in. If you do, in the long term their health 

utilization goes down, their healthcare costs go down, their satisfaction and quality of life 

goes up. We also need to reach out to patients and say “sorry you got the short straw many 

times from your previous doctors or institutions… because people need to understand that 

we are not all the same and every institution is a bit different… so we need to rebuild that 

trust when it comes to some of these chronic disabling conditions. – Dr. Kent 

 

In summary, this chapter highlighted the overarching need for improved governmental 

actions and enhanced cohesion. Cohesion in the context of Long COVID can be defined as the 

interconnecting cooperative collaboration between Long COVID patients-medical professionals, 

medical professionals-medical professionals, medical professionals-medical systems, and medical 

systems-patients. When there was a lack of cohesion, patients questioned were more likely to view 

medical systems in a damning light. Moreover, however, the lack of cohesion was reflective of 

poor governmental policies. Participants spoke to the failures of governments as being a source of 

distrust and concern for minimizing climate change. Additionally, participants emphasized the 

need for governments to provide more funding for Long COVID research and care. Additionally, 

the data suggest that without a practical approach to Long COVID treatment there is concern that 

Long COVID will further exacerbate a growing mental health crisis. Ultimately, should these 

elements all be thoughtfully and proactively addressed, there is the opportunity to regain some of 

the trust lost.  
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CHAPTER 6: DISCUSSION & CONCLUSION 

Discussion 

Overall, findings suggest that participants who experienced negative interactions with 

medical professionals and systems while obtaining care for Long COVID have lost trust in medical 

professionals and medical systems. Moreover, due to governmental responses to the pandemic and 

Long COVID, participants also lost trust in national governments. Furthermore, because of these 

breaches in trust, they also expressed a decline in future health-seeking behaviors.  

Through the research, I found that Giddens’ (1990) concept of access points and Goffman’s 

(1974) concept of the frontstage and backstage as limiting in the context of Long COVID care. 

Rather, access points are limiting as it only accounts for the meeting point between facework and 

faceless commitments but fails to incorporate the possibility of other forms of commitments. 

Furthermore, based on the findings, all issues in this context tend to relate to the governments that 

preside over a nation’s healthcare system and serve as the backstage. Whereas the frontstage would 

be more closely related to the medical system than the medical professional. Meanwhile, I suggest 

medical professionals make up two groups: the gatekeepers and the ushers. While both are 

representatives of the front stage, both act in various manners. GPs or PCPs tend to serve as the 

gatekeepers, as they are the first initial point of contact in the quest for Long COVID care and thus 

hold the key to the advancement of a patient’s care since they have the power to refer the patient 

to specialists; the ushers. The medical specialists then receive the patient from the GP and can 

direct the patient to whatever seat (i.e., diagnostic test) they deem suitable. Then they’re able to 

hand the patients off to ushers (specialists) based on the perceived needs of the patient. The wait 

time between receiving care from the gatekeepers and ushers or between ushers is the limbo state 

patients endure as they await to ‘take their seat’. When there are qualms in reaching the final 

destination, if you will, when the curtain rises, patients may have a distaste for the ushers or 

gatekeepers but undeniably through the research, the participants are hyper-tuned to the role the 

frontstage has in these interactions. All the while recognizing the real power in the show lies behind 

the curtains in the hands of the backstage, the government.  

Power dynamics are inevitable. They exist in every facet of life and while we can try to 

decrease power imbalances, they will still be there. This is especially true in healthcare. For 

decades scholars have studied the power imbalances in healthcare and advocated for more equal 
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partnerships. By doing so, there has been an emphasis on patient-centered care and an increase in 

attention to the issue. Naturally, power dynamics influence trust and perceptions. Trust indicates 

the hope we hold that the ones we place trust in will act in our favor (Möllering, 2001b; Quere, 

2001). This, however, creates risk and places power in the hands of the trustee as the trustor 

becomes reliant on the goodwill of the trustee. Thus, making the trustor vulnerable while also 

instilling a sense of moral obligation upon the trustee. Reciprocal expectations are then created as 

the trustor depends on the trustee to honor their trust (Quere, 2001). Calnan and Rowe, (2008a) 

further declare that the need for trust in healthcare is not only formed by a patient’s ignorance nor 

the power imbalance between doctors and patients, but also by the vulnerability associated with 

the ‘sick role’ they exhibit.  In thinking through the interactions between Long COVID patients 

and their medical provider, the provider often started the interaction by asking the Long COVID 

patient, what's the issue? By asking this the medical provider placed the power in the Long 

Hauler’s hands while they are allotted the time to describe their concerns. However, once the 

patient has described their ailments, the power was restored to the medical professional as they 

then had the authority to declare what is tangible and what is not. This sense of hierarchy holds 

the precedent that science is always correct and therefore the doctor, the representative of the 

institution and the scientific expert, is always correct. Therefore, whatever the medical provider 

declares is not to be doubted and the patient has little ground to reject their assertion  

While Godlee’s (2020) prediction that inadequate Long COVID care could result in a 

massive breakdown of trust appears to be accurate in this study, we cannot speak to the entire Long 

Hauler community and therefore can only conclude that based on the participants involved in this 

study that Garner’s prediction was valid. However, unlike Garner’s prediction, my findings 

suggest that it is not out of the grasp for that trust to be rebuilt. Additionally, the findings from this 

research confirm Ed Yong’s suggestion that medical professionals who suffer from Long COVID 

also experience disbelief and dismissal. Additionally, despite the medical field progressing 

significantly since Bannister’s 1988 research on the likelihood of medical professionals believing 

the symptoms of Post Viral Syndromes stem from psychogenic origins, his findings remain correct. 

Moreover, while there is a limited amount of data on the subject of medical professionals’ 

loss of trust prior to that of patients, especially in the context of PVS, findings from this study 

suggest that medical professionals failed to trust patients’ ability to accurately report their 

symptoms and recognize the cause of their ailments. However, as Xie et al., (2022) found and 
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through conversations with participants, Long COVID is indeed a catalyst for other illnesses. As 

such, this can cause a murkiness in the diagnosis and treatment of the various and evolving 

conditions patients may present.  

While it is evident that Long COVID patients, who took part in this study, suffer the 

consequences of not just their illness, but of inadequate patient-provider relationships by way of 

poor interactions, I argue that health systems will in turn be burdened by this potential breakdown 

of trust. And it won’t just stop there, societies will, directly and indirectly, feel the impact of a 

weakening health system as Long COVID patients and those in their networks may be 

apprehensive to have faith in medical institutions and treatments. Should this breakdown of trust 

not be rebuilt, circling back to Mechanic and Meyer's (2000) theory on the effects a breakdown in 

trust has on health-seeking behaviors, it is a worrisome prediction that future illnesses will be 

misdiagnosed or untreated because patients may withhold vital information or fail to adhere to 

treatment regimens. Moreover, from an economic standpoint, medical institutions could see a 

decline in revenue as more and more patients become reluctant to seek care from institutions that 

did not support them during their battle with Long COVID.  

Results 

Of the 64 respondents, 28 did not receive an official COVID-19 diagnosis. Interestingly, 

of those 28 undiagnosed respondents, four of which sought immediate medical care for COVID-

19 and still did not obtain an official COVID-19 diagnosis. Whereas 36 survey respondents did 

receive an official COVID-19 diagnosis. Five of the 36 survey respondents with an official 

diagnosis did seek immediate medical care for their COVID-19 symptoms.  

 Furthermore, at the time the survey was administered, 29 respondents had been 

experiencing Long COVID symptoms for almost two years. Whereas 10 survey respondents had 

begun experiencing Long COVID symptoms within the last five months. Another 10 survey 

respondents had been experiencing Long COVID symptoms for approximately one year (Fig.12). 
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The majority of survey respondents have sought Long COVID care from three to four 

medical providers (see Fig. 13). Whereas 30% of respondents sought Long COVID care from five 

or more medical providers. The most common medical providers respondents sought care from 

included General Practitioners/Internal Medicine Providers, Rheumatologists, Infectious Disease 

Specialists, Cardiologists, Neurologists, and Pulmonologists. 

 

 

 

 

 

 

 

 

Overall, the results of this study suggest that by medical professionals refraining from 

confessing to uncertainty there was a higher loss of trust than would be if they had admitted to not 

knowing and abstained from diagnosing patients with a more known illness. Moreover, instances 

of misdiagnosis, medical gaslighting, and lack of transparency were causes of breaches of trust. 

Unfortunately, based on participants’ statements, these breaches of trust have resulted in a decline 

in future health-seeking behaviors, specifically in routine reproductive health screenings.  

 Another key finding suggests that a major social difference between patients of previous 

PVS epidemics and patients of the Long COVID epidemic is the speed at which Long COVID 

patients have formed communities, raised awareness, sought care, advocated for themselves, 

researched the topic, etc. is much quicker than in past PVS epidemics. The reason for this is 

unknown but it may be due to the increased normalcy of social media use and technological 

advancements. Nonetheless, this heightened speed has provided patients with the comfort of 

knowing that there is a large community of people who share their experiences 

Despite participants developing a new identity; that of a Long Hauler; and their attempt to 

take back control of their health through self-advocacy and trying various forms of alternative 

medicine, there is still a need for governmental action. As participants lost trust in medical 

professionals and medical systems as a result of negative patient-provider interactions, they 

predominantly lost trust in governments. 

Fig. 13:  
How Many Medical 
Providers Have You Sought 
Long COVID Care From? Count 

One 8 
Two 6 
Three- Four 29 
Five+ 19 
“I don’t remember” 2 
Grand Total 64 
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Limitations 

Limitations of this research include the biases of individuals who sought interest in 

participating in this research as they had all experienced negative interactions with the medical 

community. While I sought participants through a vast array of online Long COVID support 

groups, it could be that there are more Long Haulers out there who had positive experiences and 

due to that they refrained from taking part in my research.  

 Further limitations include the geographic demographic of the research. Respondents were 

predominately from the global north. While conducting research from a global north perspective 

allowed for a vast array of experiences and an opportunity to expand knowledge of the healthcare 

systems in several countries, this also could have posed a problem. When it comes to the 

affordability of care, this was a major issue for some individuals hailing from nations without free 

public healthcare and not so much for those from nations with universal healthcare. Moreover, no 

national government is the same as another so therefore views of governmental responses to Long 

COVID and the pandemic cannot be attributed to the same cause. In this regard, I found it difficult 

to develop a timeline to display the periods of ignorance, network formations, heightened global 

awareness, etc., as each nation responded differently to the pandemic and therefore some of those 

interviewed, namely the New Zealanders, are behind on the timeline due to the intense 

governmental lockdowns and low rates of COVID-19.  

Conclusion 

While participants’ views of medical professionals and systems remain low, it is believed 

that trust can be rebuilt by acknowledging the systemic and interpersonal failures these Long 

Haulers have endured. Additionally, governments need to prioritize Long COVID and provide 

adequate funding for treatment research in order to regain some of the trust lost. Should medical 

systems incorporate a cohesive role into their structure which would serve as an advocate, educator, 

liaison, expert, and voice of reason, there will be fewer individuals who feel abandoned and 

unsupported by the healthcare system.  

This cohesive figure would serve as the liaison between patients, medical professionals, 

and medical systems. As previously described, the individual must be well versed in the illness, 

whether that be Long COVID or other Post-Viral Infection Syndromes. This role goes beyond that 
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of a medical social worker or patient advocate as it is someone who listens to patients’ experiences 

and has knowledge of the certain condition while also being the person to ‘go to bat’ for them. All 

the while this individual would work with medical professionals on treatment plans and serve as a 

liaison between medical professionals/specialists to ensure all care providers are knowledgeable 

of the patient’s condition. Additionally, this role would include working with medical systems to 

provide quality and affordable care for the patient it serves while also providing feedback to the 

medical system to improve system processing. While this may seem like a far-fetched idea, I am 

quite passionate about this currently nonexistent role and aimed throughout my thesis to shed light 

on the urgent need for this figure. Of course, this is a big structural recommendation that would 

require several people to take on this role per institution but the demand for it is prevalent and the 

more I pitched this idea to medical professionals, specifically Dr. Kent, and patients the more 

support and encouragement I received to follow through on this matter. Therefore, I propose it is 

not too late to make these structural changes but there is an urgency on the matter. As more time 

goes on, the larger the community of Long Haulers grows, and so does the possibility of alienation. 

Recommendations & Future Research 

When it came time to select my research topic, I more or less stumbled upon this topic. I 

did not expect to become as invested in it as I am now. I believe it is imperative to expand on this 

research in hopes that it will shed light on the need for systemic change in healthcare. To date, 

there has been minimal humanistic research on the topic of Long COVID care and therefore, I aim 

to pursue a Ph.D. on the topic. However, throughout my research, I realized what I deem is needed 

to improve patient care experiences: a cohesive figure.  

Throughout the data collection period, I found several interesting avenues to expand this 

research. While there are many theories out there that pertain to patients losing trust in doctors, 

there remains a lack of research on medical professionals losing trust in patients and whether that 

causes a domino effect in trust lost. As such, one could examine the initial breakdown of trust 

stemming from medical professionals not trusting patients to accurately report their symptoms and 

the top-down effects of this paradigm. I reckon examining that issue would be highly valuable not 

just for Long COVID care but for healthcare in general. Another interesting way to expand on this 

research is to study the dissonance between loss of hope vs. loss of trust in Long COVID patients. 

As we have seen, a loss of trust often results in decreased health-seeking behaviors. Whereas, 
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historically loss of hope tends to lead chronically ill patients to experience more negative mental 

health outcomes and an increase in suicidal thoughts (Lees et al., 2021). Further research could 

also study the effects of medical providers misdiagnosing patients with other illnesses than the 

Post Viral Syndrome they are presenting and the undue harm. All in all, there are many ways to 

expand this research and each could be highly valuable to the medical and social science 

community.  
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APPENDIX 1: LONG COVID & TRUST SURVEY   

 
My name is Megan Jenni, and I am a graduate student at the Universiteit van 
Amsterdam (UvA) in the Netherlands. I am conducting a research study on 
patients' Long COVID experiences as part of my Master's thesis in Medical Anthropology and 
Sociology. I would like to invite you to be part of my research study that will examine how 
uncertainty around Long COVID has impacted patients’ trust in medical professionals and to 
what extent that has influenced perceptions of medical systems.  
 
I would like to discuss your experiences of, and feelings about, obtaining Long COVID 
diagnosis and care. This will be helpful in gaining an understanding of the impact Long COVID 
patient-provider interactions have had on medical trust. Your thoughts, experiences, and views 
will be useful in establishing evidence for a need to address the uncertainty around Long COVID 
diagnosis and its impact on subsequent health outcomes.  
 
I hereby invite you to participate in a brief preliminary survey about your experience obtaining 
diagnosis and care for Long COVID. If you would like to participate in this research study, 
please provide your contact information at the end of the survey. After reviewing survey 
responses, I will contact you to further introduce myself, explain the study, and schedule an 
appointment to speak with you.   The research will involve an interview, conducted by myself 
that will likely take a maximum of 1 hour. The interview timing can be chosen by you to be as 
convenient for you as possible. Depending on your preference and location, the interview will 
take place either in-person or over Microsoft Teams. No one else but myself will be there unless 
you would like someone else to be present. With your permission, the interview will be recorded. 
The audio recording is confidential and will be securely stored for a maximum of seven days. All 
data will be anonymized, and no one will be identified by name in any report produced. You 
have the right to retain access to your own data. Data gathered from the study will be included in 
my thesis and submitted to the UvA. Your information and responses will not be directly shared 
with the healthcare setting you receive care from.  
 
The request for a follow-up interview and/or virtual focus group discussion may be presented 
after the initial interview. Your participation in this research is entirely voluntary. It is your 
choice whether to participate or not. Your doctor will not be informed of whether you take part 
in the research or not and the choice that you make will have no bearing on the care you receive. 
You may change your mind later and stop participating at any point even if you agreed earlier. 
You do not have to answer any questions if you do not wish.  If you participate in the study, I 
will ask you to sign a consent form before the interview will take place.  
Thank you very much for your participation. 
 
Best,  
Megan 

o I consent to taking part in this preliminary research survey  (1)  
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Q1 What is your: 

▢ Age ________________________________________________ 

▢ Gender ________________________________________________ 

▢ Place of Residence (nation + state/region) 
________________________________________________ 

 
 

 
Q2 Did you receive an official COVID-19 diagnosis prior to December 1st, 2021? 

o Yes  

o No   
 
 
Q3 Did you receive medical care to treat COVID-19? 

o Yes  

o No   
 

 
Q4 How long have you experienced Long COVID symptoms? 
 

 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20 21 22 23 24 
 

Months () 
 

 
 

 
Q5 When did you first seek care for your Long COVID symptoms? 

________________________________________________________________ 
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Q6 How did you first seek care for Long COVID? 

▢ Through support groups/organizations  

▢ From my local general practitioner (GP)/ primary care provider (PCP)  

▢ Through a specialist  

▢ Other ________________________________________________ 
 
 
Q7 How many medical providers have you sought Long COVID care from? 

o None   

o One  

o Two  

o Three - Four   

o Five +  
 

 
Q8 What type(s) of medical professionals have you sought Long COVID care from? 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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Q9 Regarding Long COVID, I felt taken seriously by... 

 Strongly 
disagree  Disagree  Somewhat 

disagree  

Neither 
agree nor 
disagree  

Somewhat 
agree Agree  Strongly 

agree  

My GP/ 
PCP   ▢  ▢  ▢  ▢  ▢  ▢  ▢  

Medical 
Specialists  ▢  ▢  ▢  ▢  ▢  ▢  ▢  

Medical 
Systems 

as a whole  ▢  ▢  ▢  ▢  ▢  ▢  ▢  

Other   ▢  ▢  ▢  ▢  ▢  ▢  ▢  

 
 

 
Q10 Do you feel like you experienced skepticism or support from the medical professional(s) 
you sought Long COVID care from? 

o Skepticism   

o Support  

o Both 

o Neither 

o Other ________________________________________________ 
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Q11 How would you rate the quality of care you received for Long COVID? 

 Far below 
average  

Somewhat 
below 

average  
Average  

Somewhat 
above 

average  

Far above 
average  

"The quality 
of care I 

receive(d) 
is..."   

o  o  o  o  o  
 
 

 
Q12 Have you sought alternative forms of care for Long COVID? (i.e. acupuncture, herbal 
medicine, etc.) 

o No  

o Yes, I tried...  ________________________________________________ 
 

 
Q13 If you are willing to further participate in this research study, please provide your contact 
information below. Research activities may include an interview and/or focus group discussion. 
Both lasting approximately one hour and can be conducted virtually through Microsoft Teams or 
over the phone.   

▢ First name: ________________________________________________ 

▢ Email address: ________________________________________________ 

▢ Or phone number________________________________________________ 

 
End of Block: Default Question Block 

 
 
 

 
 


