
Scand J Caring Sci. 2022;36:183–191. wileyonlinelibrary.com/journal/scs   | 183© 2021 Nordic College of Caring Science

Received: 15 July 2020 | Accepted: 31 January 2021

DOI: 10.1111/scs.12975  

E M P I R I C A L  S T U D I E S

The marked body –  a qualitative study on survivors embodied 
experiences of a COVID- 19 illness trajectory

Malene Missel RN, MScN, PhD, Clinical Nurse Specialist1  |   Camilla Bernild RN, MA, PhD, 
Chief Clinical Educator2  |   Signe Westh Christensen MSc, Research Assistant2  |   
Ilkay Dagyaran RN, MScN, Clinical Nurse Specialist3  |   Selina Kikkenborg Berg RN, MScN, 
PhD, Senior Researcher, Professor2,4,5

1Department of Cardiothoracic Surgery, Centre for Cardiac, Vascular, Pulmonary and Infectious Diseases, Rigshospitalet, Copenhagen University Hospital, 
Copenhagen, Denmark
22Centre for Cardiac, Vascular, Pulmonary and Infectious Diseases, Rigshospitalet, Copenhagen University Hospital, Copenhagen, Denmark
3Department of Infectious Diseases, Centre for Cardiac, Vascular, Pulmonary and Infectious Diseases, Rigshospitalet, Copenhagen University Hospital, 
Copenhagen, Denmark
4National Institute of Public Health, University of Southern Denmark, Odense, Denmark
5Department of Clinical Medicine, Faculty of Health and Medical Sciences, University of Copenhagen, Copenhagen, Denmark

Correspondence
Malene Missel, Clinical Nurse Specialist, 
Department of Cardiothoracic Surgery, 
Centre for Cardiac, Vascular, Pulmonary 
and Infectious Diseases, Rigshospitalet, 
Copenhagen University Hospital, 
Blegdamsvej 9, 2100 København, DK- 
Denmark.
Email: malene.missel@regionh.dk

Funding
This work was supported by The Novo 
Nordisk Foundation (grant number 
NNF20SA0062831), and Centre for 
Cardiac, Vascular, Pulmonary and 
Infectious Diseases, Rigshospitalet, 
Copenhagen University Hospital, 
Denmark.

Abstract
Background: Research on COVID- 19 has reported data on epidemiology and pathophys-
iology but less about what it means to be a person living through this illness. Research 
involving the patients’ perspectives may help to improve healthcare professionals' under-
standing of ways to support patients.
Aims: To gain in- depth understanding of the meaning of a COVID- 19 illness trajectory 
from the patients’ perspective.
Methods: Fifteen participants who had undergone an illness trajectory due to confirmed 
COVID- 19 infection participated in individual qualitative interviews. Data collection, 
analysis and interpretation were inspired by Ricoeur’s philosophy and Merleau- Ponty’s 
phenomenology of perception and embodiment has been applied as a theoretical frame.
Findings: Being infected with coronavirus is expressed as an experience in which the 
participants oscillate between relief, security, imprisonment and raw fear. A predomi-
nant focus on the physical dimensions of the diseased body was found in the encounters 
between patient and healthcare system, and distance may furthermore be a consequence 
of use of protective equipment. Stigma and fear of infection were also expressed. 
After COVID- 19, an overwhelming feeling of a door opening to freedom is perceived. 
However, the body is marked, and bears witness to decay from this insidious and fright-
ening virus. The responsibility for assessing their bodily symptoms is placed with the 
individual patients themselves, who feel lonely and fearful and this keeps them indoors.
Conclusions: During a COVID- 19 illness, trajectory concerns about the unknown course 
of this disease are highlighted. Isolation is confrontational; however, a companionship 
between patients might emerge. The study shed light on an unavoidable gap between 
the patients and healthcare professionals due to the use protective equipment. After 
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INTRODUCTION

COVID- 19 is one of the major pathogens that primarily tar-
gets the human respiratory system (1). The first cases were 
reported in December 2019 in China, and the disease was 
named (2). Symptoms of COVID- 19 appear after an incuba-
tion period of approximately five days (3). In fatal cases, the 
period from the onset of COVID- 19 symptoms to death is 
reported to range from 6 to 41 days with a median of 14 days 
(4). The most common symptoms at onset of COVID- 19 are 
fever, cough and fatigue, while other symptoms include spu-
tum production, headache, diarrhoea and dyspnoea (1). There 
are no specific antiviral drugs or vaccine against COVID- 19 
for potential therapy for humans. (5). Remdesivir, a broad 
spectrum antiviral drug, has shown mixed results in patients 
with COVID- 19 infection but may be a possible treatment 
option for the infection (6,7). Despite the lack of antiviral 
treatment, the majority of patients spontaneously recover 
from the infection, while some may develop various fatal 
complications (2).

Guidelines aiming to serve healthcare professionals 
(HCP), for example frontline doctors and nurses, to tackle 
the suspected COVID- 19 infected patients, has been devel-
oped (8). Such guidelines describe effective isolation and 
protection conditions as well as treatment plans and clinical 
observations. Research has demonstrated the clinical features 
of patients with pneumonia caused by COVID- 19. Some pa-
tients may require admission to an intensive care unit due to 
acute respiratory distress syndrome, and shock or acute kid-
ney injury have been reported (9). Most people infected with 
the COVID- 19 will, however, experience mild to moderate 
respiratory illness. Older people, and those with underlying 
or coexisting medical problems, are more likely to develop 
serious illness (8,10).

Research on COVID- 19 infection has reported data on 
clinical presentation and features, epidemiological risk, and 
pathophysiology studies performed within a biomedical para-
digm. Medical science knows much about the how of diseases 
but less about what it means to be a person living through 
the illness trajectory. What may be at stake for people who 
undergo illness from a novel coronavirus has been sparsely in-
vestigated. The patients’ perspectives of being diagnosed with 
COVID- 19 and undergoing the course of this illness is thus 
lacking from the research literature. Research involving the 
patients’ perspectives may help to improve our understanding 
of how people manage problems or phenomena in this illness 

and lead to better ways of supporting them in the future. 
Qualitative research of this kind on the COVID- 19 popula-
tion will provide additional evidence for developing patient- 
centred supportive interventions. The purpose of this study is 
therefore to gain in- depth understanding of the meaning of a 
COVID- 19 illness trajectory from the ill person’s perspective.

METHODS

Study design

The methodology applied in this qualitative study was in-
spired by the phenomenological and hermeneutical aspects 
of the philosophy of Ricoeur. Phenomenology is seen in this 
study as an epistemological stance for exploring first- person 
accounts of what it is like to live through a COVID- 19 treat-
ment trajectory. The starting point is about how phenomena 
are experienced pre- reflexively, namely experiences from the 
patient's lifeworld. In hermeneutics, understanding and inter-
pretation are a fundamental ontological condition for human 
existence, and hermeneutics are concerned with interpret-
ing the surplus meaning contained in the human life world 
and recognition takes place via interpretation. According to 
Ricoeur, we leave traces when we express ourselves, and 
traces are formed by the world of meanings and traditions 
to which we belong. Often, the sense in the traces is hid-
den, making it impossible to directly understand individual's 
experiences. Reflection on an individual's lived experiences 
must take place via the narratives in which the individual 
expresses themselves (11– 13). The centrepiece of Ricoeur's 
narrative philosophy is the threefold mimesis, which can be 
seen as an epistemological approach to understanding the 
meaning of people’s lived experiences and which, in this 
study, has inspired the research process (14,15). It com-
prises: mimesis I (prefiguration): the life lived before it is 
formulated as spoken or written narrative (data collection); 
mimesis II (configuration): the language stage, expressing a 
story (from speech to text); and mimesis III (refiguration): 
the actual comprehension stage, when the text is interpreted 
(analysis and interpretation). Merleau- Ponty’s phenomenol-
ogy of perception and embodiment has inspired the interpre-
tation of the participant narratives. Merleau- Ponty argues 
that human understanding comes from our bodily experience 
of the world we perceive. He takes the body as ‘the self’, stat-
ing that, ‘I do not have a body’ but ‘I am a body’. Thus, the 

COVID- 19, the body is labelled as something others fear and become a symbol of awe 
and alienation for others.
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body is not an object but a condition. Merleau- Ponty believes 
that we as subjects are inseparable from our bodies and our 
world (embodied) (16,17).

Setting and sample

Participants in this study were recruited from a population 
of people who had confirmed COVID- 19 infection and un-
dergone an illness trajectory with mild to severe symptoms. 
A convenience sampling strategy was used (18) through en-
couraging participants to approach the research team by e-
mail, if they were willing to attend an interview. Flyers about 
the study were given out to HCP at departments of infectious 
diseases in different regions of Denmark. Snowball sampling 
(18) was also utilised in order to recruit new participants 
among existing study participants’ acquaintances. The inter-
views were conducted by telephone based on ethical account-
ability for not contributing to the spread of the virus, and they 
were scheduled at the participant’s convenience. Fifteen par-
ticipants agreed to participate in the study and were inter-
viewed between 23 March and 1 April 2020. The society of 
Denmark was on lockdown due to the threat of coronavirus 
on March 11th. Coronavirus was in this period still relatively 
new in Denmark, 300- 500 patients were hospitalised and 
77 patients died due to COVID- 19 during week three of the 
epidemic (19). In the included sample, five participants had 
been hospitalised due to severe symptoms, mean age for all 
participants was 46 (range: 22 years –  67 years), and seven 
were male. Participants were recruited from three different 
regions of Denmark. In the three regions, it was not possible 
for relatives to visit the patient during hospitalisation, and the 
possibilities for contact between patient and relatives at the 
individual hospitals varied. None of the participants had fam-
ily or friends who were or had been admitted to the hospital 
due to COVID- 19.

Data collection

According to Ricoeur, insight into lifeworld phenomena 
can be gained via interpretation of traces left by individu-
als through their language, attitudes and actions (15,11). To 
gain insight into the participants' lived experiences of the 
COVID- 19 illness trajectory, they were encouraged to nar-
rate about their life with illness. In terms of Ricoeur, the par-
ticipants were configuring the preunderstanding of mimesis 
I. When recounting their narratives about illness, the partici-
pants brought about configuration (mimesis II) by summaris-
ing a chain of events in their life with illness. As a result, 
essential phenomena or themes were uncovered. All inter-
views were collected before the analysis and interpretation of 
the transcribed texts was undertaken.

Data analysis

Ricoeur emphasises that interpretation is the central meth-
odology in phenomenological hermeneutic work (13,15), ar-
guing that something happens to language when the spoken 
words are transformed into written text. In this study, narra-
tives were transcribed. The key factor when writing down 
the spoken word is that meaning is liberated from the event, 
which means that the description of the lived experiences is 
freed from the narrators' underlying intention (20), thus al-
lowing the researchers to interpret and unfold the issues the 
text points towards.

The interpretation process, understood as an endless spi-
ral, involved three levels: a naive search for the overarching 
meaning which the text seeks to convey, a linguistically ori-
ented structural analysis and an in- depth critical interpreta-
tion (20). The naive interpretation is superficial and involved 
reading and re- reading the narratives to capture an initial 
understanding. The structural analysis provided insight into 
the structure of the text; words and sentences were extracted 
that pointed towards recurring issues and themes throughout 
the text. The critical interpretation was directed at under-
standing the meaning and range of the statements in the text. 
Interpretive understanding thus allowed us a more profound, 
sophisticated understanding of the lifeworld phenomena left 
as traces in the participants’ narratives. Data analysis was 
performed by all authors reflecting and discussing data and 
interpretations at all levels in the analytical process. One re-
searcher was an experienced clinical nurse specialist in the 
department of infectious diseases (ID), three authors (MM/
CB/SKB) were all experienced qualitative researchers with 
limited prior clinical knowledge on patients with infectious 
diseases, and one researcher was an experienced public 
health research assistant with knowledge on epidemics and 
pandemics in societies (SWC). Together the analysis and in-
terpretation process reflected the different backgrounds of 
the researchers.

Findings

In the following, the empirical findings will be presented 
along with the researchers’ critical interpretations, which are 
divided according to three themes.

The body you cannot trust –  being infected by 
COVID- 19

Being ill with COVID- 19 was expressed in a variety of ways 
by the participants. Some experienced mild symptoms and 
were isolated at home while others had severe symptoms re-
quiring intensive care and respiratory therapy. Common for 
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the participants, however, were insecurity, anxiety and fright 
regarding this unknown disease and the threat to their health. 
They were concerned about the unknown course of illness 
and questioning whether their body and life would ever be 
restored. In addition, it felt random to be, ‘the person’ who 
has been infected: ‘It feels like roulette this virus. After all, 
it is not only the elderly who are most severely affected. So 
even younger people are in intensive care… you feel it is a bit 
random, why is it me who has been the selected...’ (pt9). This 
uncertainty and experience of an unpredictable course of ill-
ness led to unexpected and often unknown reactions in the 
participants. They narrated how their body, which is usually 
a source of strength, was now experienced as a limp, tired 
and melting body that they could not rely on. The partici-
pants were living through COVID- 19 illness with increased 
attention to their bodily functions. Experiences of difficulty 
in breathing were especially expressed as a threatening inter-
ference in the body. The perception of a body not performing 
normal life- sustaining work such as breathing is frightening 
and very confrontational. Living in such an altered body was 
approached using different coping strategies. Some partici-
pants find themselves fighting against the disease while oth-
ers adopted an apathetic and indifferent attitude, ‘It’s scary to 
be so… totally apathetic. I didn’t really care about things...’ 
(pt10).

Being admitted to hospital was expressed as an experi-
ence in which participants oscillated between relief, security, 
imprisonment and raw fear. They found their body being a 
physical object that was weighed, measured, observed and 
monitored. At the same time, their body also expressed sub-
jective feelings, perceptions and sensations, ‘I was scared … 
I’m 43 years old, can I die? This corona is scary because you 
are so sick and you have heard that just suddenly, people may 
die’ (pt15). The participants were isolated during hospitalisa-
tion either alone or in groups with other patients affected by 
COVID- 19. Being completely alone could be a relief as the 
participants were thus not confronted with the bodily decay 
and reactions of other ill people. On the other hand, it could 
also lead to a feeling of enormous loneliness. Despite being 
confronted with other weak and ill people a companionship 
between strangers might emerge during isolation together in 
a strange place with an alien and novel illness, ‘We gained 
such a community, between us patients, and got to talk and 
support each other’ (pt15).

Being a body affected by COVID- 19 put participants in a 
waiting position without anyone able to predict, guide or point 
out how long the course of the disease will last. Participants 
described how they waited for the days to go by, waited for 
infection rates to decrease, waited to be able to return to work 
and, overall, waited for their familiar body to return. It was de-
scribed as a frustrating waiting period where they felt left out 
on the sidelines compared to their ordinary everyday life and 
routines. A participant described how she tried to separate 

herself from her physical body in order to push away the frus-
trating waiting. ‘I had times when in the morning I didn't feel 
like getting out of bed because I didn’t want to feel that I was 
still ill. I think it was uncomfortable because you keep wait-
ing… when does this turn...’ (pt1). They come to doubt their 
own body and the body’s capabilities of normal functioning.

The meeting between the COVID- 19 infected 
body and the healthcare system

The participants were in contact with the healthcare sys-
tem in various contexts, including testing and assessment 
for COVID- 19, medical assistance at home or in hospital. 
They spoke of varied experiences, ranging from empathy 
and security from the healthcare system to experiences 
of no one wanting to touch, help or support them and in-
stead shy away. The meeting between participants and the 
healthcare system was perceived as professional and caring 
when the HCPs balanced between observing and measuring 
the physical body while at the same time recognising the 
ill person’s lived body and individual bodily perceptions 
as well. The participants described how in such meetings, 
they feel they were being taken seriously and the HCPs 
were supportive in a vulnerable situation, ‘It has been very 
hands- on, trustworthy and confident. And there has been 
clear support and good communication’ (pt7). In situations 
where participants perceived the need for urgent help and 
medical assistance due to severe symptoms of COVID- 19, 
they described how HCPs handled their diseased body in a 
responsible and professional manner, providing immediate 
relief and safety. What the HCP in and after such situa-
tions might not take much notice of was the ill person’s 
experiences of being an ill body infected with an alien and 
unknown virus, ‘A doctor reviews my symptoms, checks my 
temperature and listens to my lungs and measures my heart 
rate, and she says it's just a virus. But I got nervous any-
way. It's been a lot of uncertainty’ (pt2). The participants 
narrated the experiences of their physical body being cared 
for while in hospital. Receiving antibiotics, monitoring of 
oxygenation and other vital signs were usually in focus. 
A distance between the ill person and the HCP was the 
requirement for protective equipment due to the infectious 
virus which meant that the ill persons could not see the face 
of their carers, ‘The most annoying thing about protective 
equipment was that when you had changing nurses, you 
couldn't recognize them...’ (pt14). The apparently similar 
face in the encounter might reduce or alter the patient’s 
mood and may tend to overlook the force that HCP have in 
the relationship with the ill person. One participant, how-
ever, described how he found other ways of recognising 
and relating to the masked HCPs by listening to their dif-
ferent voices and observing their different bodily postures.
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Being ill with COVID- 19 give rise to the possibility of 
being considered a human being with a body so toxic and 
dangerous that no one will come near. Such experiences were 
present throughout the illness trajectory from being tested 
and hospitalised and when let out into society again. The 
extensive uncertainty surrounding the new coronavirus gave 
rise to excessive restraint by some HCPs. Several participants 
narrated experiences of contacting the healthcare system but 
then being denied a visit due to COVID- 19. They feel like an 
individual having the plague and being in a place and situa-
tion where nobody dared approach them. In such situations, 
the participants felt lonely and powerless and this situation 
bore witness to the seriousness of the illness, ‘The porter 
pushing my bed calls as we enter the department "COVID on 
the way, COVID on the way!" There I felt extremely poison-
ous, and I see the nurses smile, and then they all disappear. 
I was driven into a room which was completely empty. I was 
left there, and the door closed. There I cried. There I was 
scared…’ (pt15). The HCPs’ reactions to the ill person’s in-
fected body had consequences for the participant who felt the 
discomfort and disgust at her as a person. This participant, 
like others, felt alone and vulnerable and wished for someone 
to talk to about such experiences.

The vulnerable and marked body –  after 
COVID- 19

When cured of COVID- 19, the participants expressed an 
overwhelming and joyful feeling, almost like a door that 
opens to freedom again. Through the illness trajectory, par-
ticipants experienced the loneliness of isolation, which at 
times felt like being in prison, whereas they now allowed 
themselves to feel the sparkling happiness in their body, ‘I 
get totally euphoric about coming home. It's so cool to be 
out in the real world again’ (pt14). While the participants 
celebrated and appreciated their health, their bodies also 
bore witness to illness and decline from an insidious, un-
predictable and frightening virus. Thinking back and read-
ing own medical records testified to the potentially fatal 
situation that some of them have been through. Their body 
responded with sadness, grief and thoughtfulness along 
with fatigue, lack of energy, loss of appetite and affected 
breathing. The participants furthermore described an in-
creased awareness in and of their body which in some situ-
ations could make them nervous, ‘I got a serious pain in 
my lungs, and then I got nervous again. I never thought 
about where my lungs are, but suddenly I could feel them… 
It emphasizes the seriousness’ (pt6). Nervousness and in-
security were also expressed in the transition from hospital 
to home. When discharged the participants were on their 
own again and had to rely on own bodily perceptions which 
might feel scary and lonely, ‘You are left to yourself –  an 

amateur… It gives some thoughts… Oxygen saturation has 
been a key focal point of whether it went well and now 
there are no measures anymore...’ (pt14). This participant 
expressed, like others, how they had to learn to trust and 
reconnect to their own body again and its sensations.

Another aspect of being on the road to recovery and re-
connecting to the body was also insecurity regarding as-
sessing their own symptoms when they were well again. 
The participants described how they felt that they were not 
able to go anywhere because they are unsure if they are 
completely well, they did not know if they were allowed, 
‘I’m pretty nervous about going out without having some 
kind of knowledge of whether I’m really well and can’t in-
fect others. I don’t know if I am well again, I don’t know if 
I am still contagious. It keeps me indoors’ (pt4). This quote 
illuminates the confusion about the bodily perceptions of 
signs to which the participants must relate and trust. They 
furthermore express how some kind of follow- up from the 
healthcare system might have supported them in this pro-
cess of taking control and responsibility of their own body 
again, ‘When I got home, I cried and there I was missing 
a follow- up. I know that I have to take responsibility for 
my own health, but I lacked that anyone still cared for me’ 
(pt15). The participants narrated how the responsibility of 
assessing their own bodily signs left them alone and there-
fore expressed the view that some form of support in learn-
ing to interpret them might be helpful.

A serious mark of being that person who has been ill 
with COVID- 19 is the reactions of the social surroundings 
when coming back into society. Keeping extra distance and 
stigma are suddenly an ordinary daily event when meeting 
others. The participants’ bodies are labelled as something 
others fear and become a symbol of awe and alienation. 
They become a diseased body, infected with a creepy and 
strange virus. Participants feel how their body is marked 
with suspicion by other people forcing them to keep their 
distance, ‘It was strange coming out among other peo-
ple again … they keep extra distance. There's something 
wrong… or people have respect for it. But it's a strange 
feeling…. I understand that they protect themselves, but it 
feels like you have a plague’ (B10). People in the partici-
pants' ordinary social networks associate them with both 
plague and leprosy, and this is experienced as the most un-
pleasant reaction of all.

DISCUSSION

This study explored the meaning of a COVID- 19 illness tra-
jectory from the patients’ perspective. Clinical symptoms 
in patients infected with COVID- 19 are frequently reported 
(21,22). The present study, however, illuminates how in-
dividuals affected by COVID- 19 experience a body they 
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cannot trust, and which had become uncooperative leaving 
them frightened and directing their attention to bodily func-
tions. According to Merleau- Ponty, when something ‘goes 
wrong’ with the body, our attention to it then moves from the 
background to the foreground of our consciousness (17). The 
bodily symptoms of COVID- 19 were brought into the centre 
of attention for the participants in our study, which contrasts 
with the healthy body that performs without the need for 
awareness and reflection.

Narrative medicine offers a model for clinical practice 
used to understand the meaning and significance of stories 
(23). This kind of knowledge provides a rich, resonant com-
prehension of a person’s situation. Narrating one’s own story 
is a therapeutically central act because to find the words to 
contain the disorder and its attendant worries gives shape to 
and control over the chaos of illness. This approach might be 
useful in the caring for individuals experiencing COVID- 19.

On being admitted to hospital, the participants’ body is 
separated in two: a physical objective body being weighed, 
measured, observed and monitored and a living body which 
is the seed of subjective feelings, perceptions and sensations. 
As subjects we are, says Merleau- Ponty, inseparable from our 
body and we act through the lived body that we are (16). At 
the same time, our body can be seen and referred to by oth-
ers as objects. Treating the physical body with COVID- 19 
infection is crucial in health care; however, recognising that 
the lived body is also capable of being hurt is highlighted in 
the present study. Research studies report how to treat severe 
pneumonia, acute respiratory distress and septic shock in pa-
tients with COVID- 19 (24– 26), whereas knowledge on how 
to care for a wounded lived body is sparse (27).

A review of the literature on the psychological im-
pacts of isolation in conjunction with the new coronavirus 
demonstrated negative psychological effects including post- 
traumatic stress, confusion and anger (28). In the present 
study, participants were directly confronted with other weak 
and ill bodies when they were isolated in groups. The study 
did, however, also shed light on how a possible community 
between patients might emerge. The bodies of others are, 
according to Merleau- Ponty, integral to the process of self- 
consciousness (17). The presence and awareness of diverse 
bodies is thus a building block for the awareness of self, and 
this shows the importance for the patient to interact with 
other COVID- 19 infected people on their way to reconnect to 
themselves and their bodies. Research including other patient 
populations has described how a community of understand-
ing might appear when patients are put together with others 
in the same situation (29– 31). Regarding isolation and virus 
diseases, earlier studies furthermore suggest how to mitigate 
the consequences of isolation by giving people information, 
reducing boredom and improving communication (32– 34).

The present study describes how the meeting between 
the COVID- 19 infected body and the healthcare system was 

experienced as professional and caring when HCPs balanced 
observations and measurements of the participants’ physical 
body with at the same time paying attention to their lived 
body. By contrast, when patient experiences of being an ill 
body infected with an alien illness were not recognised by 
HCP, a discrepancy between having a body and being a body 
was highlighted. Merleau- Ponty states that the body is an 
aspect of the self (17). If HCP do not get acquainted with 
the patient’s experienced body, there might be a risk of only 
treating symptoms from ‘the outside’ and thus contact with 
how the patient him(her)self makes sense of illness might be 
lost. Holistic health care has been reported to be concerned 
with the individual as a whole, complete person and not as an 
assembly of parts and processes (35,36).

A prominent finding in our study was the consequences 
of the HCPs’ passive faces due to the protective equipment. 
A gap between the bodies of the carer and patient was un-
avoidable as a real face- to- face encounter was not possible. 
In previous studies of experiences of patients suffering infec-
tion with multidrug- resistant tuberculosis and vancomycin- 
resistant enterococcus, patients have reported feeling of anger, 
anxiety, depression, loneliness, etc., as a result of distanced 
connection with their carers (33,37– 39). The face is ethically 
compelling, because within its finite perimeter there are an 
infinite number of possible responses (40). Research has 
described, how face- to- face moments might lead to an em-
pathic connection in which patients can find hope, meaning 
and solace (41). Recent evidence reported how HCPs across 
USA intent on humanising the COVID- 19 experience have 
innovated alternative communication methods to bridge the 
gap between HCP and patient, and a study describes how a 
portrait of the HCP could be attached to the protective equip-
ment to help humanise care (42). Data captured during the 
treatment of Ebola showed that such portraits helped patients 
feel more connected to their caregivers (43).

Illuminated in our study were experiences of how partic-
ipants found themselves having a toxic and dangerous body 
putting a restraint on HCPs who retreat from them. According 
to Merleau- Ponty, the body is a unit of meaning, an active 
producer of sense in contexts (16,17). HCPs’ responses to the 
ill body as poisonous is of great concern and a threat to the 
patient’s core of the self. Research on other infectious dis-
eases such as Ebola, hepatitis C and HIV also reported its 
charismatic ability to ignite fear, anxiety and disgust suggest-
ing specialised training programs in universal precautions for 
HPCs (44– 46).

After COVID- 19, participants described how they appre-
ciate their health; however, their bodies are still marked and 
vulnerable. According to Merleau- Ponty, the healthy body is 
taken for granted and remains in the background, while by 
contrast when the body is ill, attention is drawn to its mal-
functioning parts (17). This loss of the habitual body makes 
the present body feel foreign and may have consequences 
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for the capacity to engage with the world. A sense of mean-
ing might be lost when experiences become focused upon 
the sensations themselves such as breathing, pain and other 
symptoms (16). Understood in this way COVID- 19 affects 
human existence as a whole. The participants in the present 
study thus had to learn to trust and reconnect to their body 
again and its sensations.

This study illuminated participants’ insecurity in assess-
ing own bodily symptoms. It suggests that follow- up from 
the healthcare system would have supported them in the pro-
cess of taking control and responsibility for their own body 
again. Illness is a transformation that suspends everyday 
routines and conventional action and throws everything into 
question (16). The participants had to develop new skills and 
strengthen their perception of body and self, and research 
has shown how through achieving and advancing knowledge 
about their own challenges, changes in the body and the con-
sequences in everyday life, patients can gain a new under-
standing of themselves and their bodily changes (47).

Stigma appeared as a profound mark on the participants 
who experienced that their body became a symbol of fear. To 
follow Merleau- Ponty (16,17), the participants’ lived body 
cannot move away from itself or be put in front of itself, and 
it is always with them and remains on the margins of all their 
perceptions. However, in the descriptions of the participants’ 
stigmatised embodiment, their body is not on the margins of 
their perception, but visually foregrounded, both for them-
selves and others. Experiences of their living body may start 
to fade, and the body may become a kind of distanced ob-
ject. Merleau- Ponty’s analysis starts from ‘one's own body’, 
always supposing that the body experienced is the one proper 
to the self. Feeling stigmatised after COVID- 19 may thus be 
a traumatic experience, one which has been reported in re-
search as well (27,48).

Strengths and limitations

Strategies were employed to demonstrate internal validity 
(18), including the collection of in- depth data, prolonged in-
volvement with data, and use of the participants’ own words 
to illustrate themes. Ricoeur's steps in the analytical process 
were defined and followed. The process from prefiguration 
through configuration to refiguration reflects the shift from 
lived life to narrative accounts of lived life to the final in-
terpretation, which provides an insight into the individual 
participants’ concrete experiences and into universal phe-
nomena of life for people living through a COVID- 19 ill-
ness trajectory. The purpose of including inspiration from 
Merleau- Ponty’s philosophy was to develop and deepen the 
understanding of participant experiences, adding a perspec-
tive broader than our own (49).

Telephone interviews were unavoidable due to the risk 
of virus transmission between the ill person and interviewer. 
Such interviews do, however, have some disadvantages. They 
are more impersonal in that it is not possible to have eye con-
tact, and as an interviewer, it is difficult to show that you are 
interested and involved in what is being said, for example by 
nod and other body language (18). Despite this, we experi-
enced that participants appreciated telling their illness story, 
and that they spoke extensively about their experiences. 
Some also expressed relief when narrating. Talking helped 
people to understand themselves better or differently (11), 
and the interviews may thus have had a therapeutic function.

The chosen sampling strategy in this study meant that the 
participants themselves had to approach the research group if 
they wanted to join the study and participate in interviews. A 
potential limitation of this strategy was the risk of including 
only the ‘best/strongest’ out of this patient group. Therefore, 
the treatment trajectory, symptoms and problems for the 
overall COVID- 19 patient group may be more comprehen-
sive than described in this study.

A limitation in order to transfer the findings to other 
healthcare settings is lacking information on the included 
sample of patients. We must assume that patients with 
COVID- 19 receiving nasal IPPV will have a far different ex-
perience than a patient with just low flow oxygen. Similarly, 
a patient admitted in hospital for 3- 4 days will have a far more 
different experience than one admitted for 3- 4 weeks. Having 
a table of the hospitalised patients with the duration of ad-
mission to hospital, ICU, duration of oxygen, duration of in-
vasive or non- invasive ventilation would have been helpful 
to understand the spectrum. It was, however, only 5 patients 
out of the 15 patients in the included sample, who had been 
hospitalised due to severe symptoms.

CONCLUSIONS

During a COVID- 19 illness trajectory, participants experi-
enced a body they could not trust, and they were concerned 
about the unknown course of this disease. When isolated in 
groups, participants were confronted with other weak and ill 
people; however, a companionship between patients was de-
scribed. The meeting between the COVID- 19- infected per-
son and HCPs was found to be a challenging balance between 
observing and measuring the physical body while at the same 
time recognising the ill person’s lived body and individual 
bodily perceptions. The study shed light on a gap between 
patient and HCP due to protective equipment diminishing 
the possibility for a real face- to- face encounter. The par-
ticipants experienced their body as vulnerable and marked 
after COVID- 19. They oscillated between a sparkling hap-
piness of being cured and insecurity in assessing their own 
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symptoms. Their bodies were labelled as something others 
fear and became a symbol of awe and alienation for others.

Clinical implications

Research involving the patients’ perspective of being ill 
with COVID- 19 may help improving understanding and 
lead to better ways of supporting these people. In order to 
meet these patients’ need for care and support during their 
COVID- 19 treatment trajectory, holistic healthcare follow-
 up is suggested including physical rehabilitation and psy-
chosocial components. Also, a narrative medicine model 
might be useful to implement for individuals during and after 
COVID- 19 illness as a therapeutically central act because to 
find the words to contain the disorder and its attendant wor-
ries might give shape to and control over the chaos of ill-
ness. Additionally, peer support from others affected by this 
disease should be considered. A significant task for HCPs 
is to mitigate the consequences of isolation and stigma for 
individuals affected by COVID- 19. When wearing protective 
equipment wearing portraits of themselves is suggested.

ACKNOWLEDGEMENTS
The research team wishes to thank all those people who col-
laborated and participated in this study by sharing their expe-
riences. We thank Anne Alexandrine Øhlers, Camilla Rotvig 
Jensen and Miriam Bianca Besser Biyai for the transcription 
of the interviews.

CONFLICT OF INTEREST
No conflicts of interest exist.

AUTHOR CONTRIBUTIONS
The research team developed the study protocol and topic 
list for the interviews together and discussed the themes and 
subthemes. SKB/CB/MM conducted all in- depth interviews. 
All the authors did the analyses together. MM drafted the 
manuscript, and all authors critically reviewed and approved 
the final manuscript. All the authors had full access to all data 
in the study and take responsibility for the integrity of data 
and accuracy of data analysis.

ETHICAL APPROVAL
Approved by the Danish Data Protection Agency (P- 
2020- 276) this study adhered to the Danish Ethics Research 
Committee guidelines and the Helsinki II Declaration. 
Participants received written information about the purpose 
of the study and their right to withdraw at any time with no 
consequences for their treatment. Participants provided in-
formed oral and written consent before being interviewed 
and were told that interview data would be treated confiden-
tially. Data were anonymised using identification codes.

ORCID
Malene Missel   https://orcid.org/0000-0003-3267-8038 
Camilla Bernild   https://orcid.org/0000-0002-0466-9567 
Signe Westh Christensen   https://orcid.
org/0000-0003-0594-875X 
Ilkay Dagyaran   https://orcid.org/0000-0003-1099-3619 
Selina Kikkenborg Berg   https://orcid.
org/0000-0002-9493-954X 

REFERENCES
 1. Rothan HA, Byrareddy SN. The epidemiology and pathogene-

sis of coronavirus disease (COVID- 19) outbreak. J Autoimmun. 
2020;109:102433.

 2. Sohrabi C, Alsafi Z, O’Neill N, Khan M, Kerwan A, Al- Jabir 
A, et al. World Health Organization declares global emergency: 
A review of the 2019 novel coronavirus (COVID- 19). Int J Surg. 
2020;76:71– 6.

 3. Li DQ, Guan X, Wu P, Wang X, Cowling DB, Yang B, et al. Early 
Transmission Dynamics in Wuhan, China, of Novel Coronavirus- 
Infected Pneumonia. Public Health. 2020;13:1199– 207.

 4. Wang W, Tang J, Wei F. Updated understanding of the outbreak 
of 2019 novel coronavirus (2019- nCoV) in Wuhan, China. J Med 
Virol. 2020;92(4):441– 7.

 5. Lu H. Drug treatment options for the 2019- new coronavirus (2019- 
nCoV). Biosci Trends. 2020;14(1):69– 71.

 6. Antinori S, Cossu MV, Ridolfo AL, Rech R, Bonazzetti C, Pagani 
G, et al. Compassionate remdesivir treatment of severe Covid- 19 
pneumonia in intensive care unit (ICU) and Non- ICU patients: 
Clinical outcome and differences in post- treatment hospitalisation 
status. Pharmacol Res. 2020;158.

 7. Singh AK, Singh A, Singh R, Misra A. Remdesivir in COVID- 19: 
A critical review of pharmacology, pre- clinical and clinical stud-
ies. Diabetes Metab Syndr Clin Res Rev. 2020;14(4):641– 8.

 8. Jin YH, Cai L, Cheng ZS, Cheng H, Deng T, Fan YP, et al. A rapid 
advice guideline for the diagnosis and treatment of 2019 novel 
coronavirus (2019- nCoV) infected pneumonia. Military Med Res. 
2020;7(1):4.

 9. Lai C- C, Shih T- P, Ko W- C, Tang H- J, Hsueh P- R. Severe acute re-
spiratory syndrome coronavirus 2 (SARS- CoV- 2) and coronavirus 
disease- 2019 (COVID- 19): The epidemic and the challenges. Int J 
Antimicrob Agents. 2020;55(3):105924.

 10. World Health Organization. Coronavirus [Internet]. [cited 2020 
Jun 3]. Available from: https://www.who.int/healt h- topic s/coron 
aviru s#tab=tab_1.

 11. Ricoeur P. Filosofiens Kilder. (Sources of Philosophy). Kemp P, 
editor. Copenhagen Denmark: Vintens Forlag; 1973.

 12. Ricoeur P. In: Thompson JB, editor. Hermeneutics and the Human 
Sciences, 2nd edn. Cambridge UK: Cambridge University Press; 
1998.

 13. Ricoeur P. En hermeneutisk brobygger. Tekster af Paul Ricoeur. [A 
hermeneutic bridge. Texts of Paul Ricoeur]. Hermansen J: D M&. 
R, editor. Denmark: Forlaget Klim, Aarhus, Denmark; 2002.

 14. Ricoeur P. In: McLaughlin Pellauer DK, editor. Time and 
Narrative, vol. 1. Chicago and London: The University of Chicago 
Press; 1984.

 15. Missel M, Birkelund R. Ricoeur’s narrative philosophy: A source 
of inspiration in critical hermeneutic health research. Nurs Philos. 
2020;21(2):e12254.

https://orcid.org/0000-0003-3267-8038
https://orcid.org/0000-0003-3267-8038
https://orcid.org/0000-0002-0466-9567
https://orcid.org/0000-0002-0466-9567
https://orcid.org/0000-0003-0594-875X
https://orcid.org/0000-0003-0594-875X
https://orcid.org/0000-0003-0594-875X
https://orcid.org/0000-0003-1099-3619
https://orcid.org/0000-0003-1099-3619
https://orcid.org/0000-0002-9493-954X
https://orcid.org/0000-0002-9493-954X
https://orcid.org/0000-0002-9493-954X
https://www.who.int/health-topics/coronavirus#tab=tab_1
https://www.who.int/health-topics/coronavirus#tab=tab_1


   | 191THE MARKED BODY AFTER COVID- 19

 16. Merleau- Ponty M. Maurice Merleau- Ponty: basic writings. Baldwin 
T, editor. USA, Canada & UK: Routledge, New York; 2004.

 17. Merleau- Ponty M. Kroppens fænomenologi (1. del af “Perceptionens 
fænomenologi”). Second. Denmark: Det lille Forlag; 2009.

 18. Polit DF, Beck CT. Nursing research: generating and assessing ev-
idence for nursing practice, 11th edn. Wolters Kluwer; 2020.

 19. COVID- 19 i Danmark -  Status ved indgang til 5. epidemiuge 
[Internet]. Sundhedsstyrelsen (Danish Health Authorities). 2020 
[cited 2020 Sep 28]. Available from: https://www.sst.dk/da/Udgiv 
elser/ 2020/COVID - 19- Statu s- paa- epide mien- uge- 5.

 20. Ricoeur P. Interpretation Theory. Discource and the Surplus of 
Meaning. Texas: TCU Press; 1976.

 21. Huang X, Wei F, Hu L, Wen L, Chen K. Epidemiology and clinical 
characteristics of COVID- 19. Arch Iran Med. 2020;23(4):268– 71.

 22. Guan W, Ni Z, Hu Y, Liang W, Ou C, He J, et al. Clinical char-
acteristics of coronavirus disease 2019 in China. N Engl J Med. 
2020;382(18):1708– 20.

 23. Charon R. The principles and practice of narrative medicine. New 
York USA: Oxford University Press; 2017.

 24. Wujtewicz M, Dylczyk- Sommer A, Aszkiełowicz A, Zdanowski S, 
Piwowarczyk S, Owczuk R. COVID- 19 -  what should anaethesiol-
ogists and intensivists know about it? Anaesthesiol Intensive Ther. 
2020;52(1):34– 41.

 25. Zhai P, Ding Y, Wu X, Long J, Zhong Y, Li Y. The epidemiology, 
diagnosis and treatment of COVID- 19. Int J Antimicrob Agents. 
2020;55(5):105955.

 26. Jean SS, Lee PI, Hsueh PR. Treatment options for COVID- 19: 
The reality and challenges. J Microbiol Immunol Infect. 
2020;53(3):436– 43.

 27. Lima CK, de Oliveira Nunes JV. The emotional impact of 
Coronavirus 2019- nCoV (new Coronavirus disease. Psychiatry 
Res. 2020;287:112915.

 28. Brooks SK, Webster RK, Smith LE, Woodland L, Wessely S, 
Greenberg N, et al. Rapid Review The psychological impact of 
quarantine and how to reduce it: rapid review of the evidence. 
Lancet. 2020;395:912– 20.

 29. Palm P, Missel M, Zwisler A, Svendsen JH, Giraldi A, Berg SK. A 
place of understanding: Patients’ lived experiences of participating 
in a sexual rehabilitation programme after heart disease. Scand J 
Caring Sci. 2019;34(2):370– 9.

 30. Borregaard B, Ludvigsen MS. Exchanging narratives— A qualita-
tive study of peer support among surgical lung cancer patients. J 
Clin Nurs. 2018;27(1– 2):328– 36.

 31. Missel M, Borregaard B, Schoenau MN, Sommer MS. A sense of 
understanding and belonging when life is at stake –  operable lung 
cancer patients’ lived experiences of participation in exercise. Eur 
J Cancer Care (Engl). 2019;28(5):e13126.

 32. Manuell ME, Cukor J. Mother Nature versus human nature: 
public compliance with evacuation and quarantine. Disasters. 
2011;35(2):417– 42.

 33. Jeong H, Yim HW, Song YJ, Ki M, Min JA, Cho J, et al. Mental 
health status of people isolated due to Middle East Respiratory 
Syndrome. Epidemiol Health. 2016;38:e2016048.

 34. Reynolds DL, Garay JR, Deamond SL, Moran MK, Gold W, Styra R. 
Understanding, compliance and psychological impact of the SARS 
quarantine experience. Epidemiol Infect. 2008;136(7):997– 1007.

 35. Nyborg VN, Hvalvik S, McCormack B. Understanding care in the 
past to develop caring science of the future: a historical method-
ological approach. Scand J Caring Sci. 2018;32(4):1485– 91.

 36. Edvardsson D, Watt E, Pearce F. Patient experiences of caring 
and person- centredness are associated with perceived nursing care 
quality. J Adv Nurs. 2017;73(1):217– 27.

 37. Gammon J, Hunt J, Musselwhite C. The stigmatisation of source 
isolation: a literature review. J Res Nurs. 2019;24(8):677– 93.

 38. Igonoh AK. My experience as an ebola patient. Am J Trop Med 
Hyg. 2015;92(2):221– 2.

 39. Shaban RZ, Nahidi S, Sotomayor- Castillo C, Li C, Gilroy N, 
O’Sullivan MVN, et al. SARS- CoV- 2 infection and COVID- 19: 
The lived experience and perceptions of patients in isolation and 
care in an Australian healthcare setting. Am J Infect Control. 
2020;48(12):1445– 50.

 40. Levinas E. Otherwise Than Being, Or, Beyond Essence. Pittsburgh: 
Duquesne University Press; 1974.

 41. Edgoose JYC, Edgoose JM. Finding Hope in the Face- to- Face. 
Ann Fam Med. 2017;15(3):272– 4.

 42. Brown- Johnson C, Vilendrer S, Beth Heffernan M, Winter S, 
Khong T, Reidy J, et al. PPE Portraits- a Way to Humanize Personal 
Protective Equipment. J Gen Intern Med. 2020;35(7):2240– 2.

 43. Bear A, Skorton D. (Editors). The Integration of the Humanities 
and Arts with Sciences, Engineering, and Medicine in Higher 
Education. [Internet]. 2018. Available from: https://doi.
org/10.17226/ 24988.

 44. Herrick C. Geographic charisma and the potential energy of Ebola. 
Sociol Health Illn. 2019;41(8):1488– 502.

 45. Muñoz- Muñoz A, Tocados- Fernández C, Merchán- Reyes RM, 
Boulayoune S, Monserrat- Castañeda I, Ventura- Puertos PE. The 
emotional universe of women affected by hepatitis C: A hermeneu-
tic approach. Enferm Clin. 2019;29(4):216– 24.

 46. Rahmati- Najarkolaei F, Niknami S, Aminshokravi F, Bazargan M, 
Ahmadi F, Hadjizadeh E, et al. Experiences of stigma in healthcare 
settings among adults living with HIV in the Islamic Republic of 
Iran. J Int AIDS Soc. 2010;13:27.

 47. Missel M, Hansen M, Jackson R, Siemsen M, Schønau MN. Re- 
embodying eating after surgery for oesophageal cancer: Patients’ 
lived experiences of participating in an education and counselling 
nutritional intervention. J Clin Nurs. 2018;27(7– 8):1420– 30.

 48. Dubey S, Biswas P, Ghosh R, Chatterjee S, Dubey J, Chatterjee S, 
et al. Psychosocial impact of COVID- 19. Diabetes Metab Syndr. 
2020;14(5):779– 88.

 49. Galagher S, Zahavi D. The Phenomenological Mind, 2nd edn. 
USA and Canada: Routledge; 2012.

How to cite this article: Missel M, Bernild C, Westh 
Christensen S, Dagyaran I, Kikkenborg Berg S. The 
marked body –  a qualitative study on survivors 
embodied experiences of a COVID- 19 illness trajectory. 
Scand J Caring Sci. 2022;36:183–191. https:// doi.
org/10.1111/scs.12975

https://www.sst.dk/da/Udgivelser/2020/COVID-19-Status-paa-epidemien-uge-5
https://www.sst.dk/da/Udgivelser/2020/COVID-19-Status-paa-epidemien-uge-5
https://doi.org/10.17226/24988
https://doi.org/10.17226/24988
https://doi.org/10.1111/scs.12975
https://doi.org/10.1111/scs.12975

