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Abstract
Aims and Objectives: This review aims to synthesize the available evidence of 
what patients experience when infected with COVID- 19, both in hospital and post- 
discharge settings.
Design: This review was conducted using the Joanna Briggs Institute (JBI) methodol-
ogy for qualitative systematic reviews and evidence synthesis. Reporting of results 
was presented according to the Enhancing Transparency in Reporting the Synthesis 
of Qualitative Research (ENTREQ) checklist.
Background: Coronavirus disease 2019 (COVID- 19) continues to be a public health 
crisis worldwide. Many patients diagnosed with COVID- 19 have varied levels of per-
sisting mental disorders. Previous studies have reported the degree, prevalence and 
outcome of psychological problems. Minimal research explored the experience of 
patients with long COVID. The real- life experience of patients with COVID- 19 from 
diagnosis to post- discharge can deepen the understanding of nurses, physicians and 
policymakers.
Methods: All studies describing the experience of patients were included. Two au-
thors independently appraised the methodological quality of the included studies 
using the JBI Critical Appraisal Checklist for Qualitative Research 2020.
Results: This systematic review aggregated patients’ experience of being diagnosed 
with COVID- 19 in both hospitalized and post- discharge settings. Finally, 17 studies 
met inclusion criteria and quality appraisal guidelines. The selected studies in the 
meta- synthesis resulted in 12 categories, and further were concluded as five synthe-
sized findings: physical symptoms caused by the virus, positive and negative emotional 
responses to the virus, positive coping strategies as facilitators of epidemic preven-
tion and control, negative coping strategies as obstacles of epidemic prevention and 
control, and unmet needs for medical resource.

www.wileyonlinelibrary.com/journal/jocn
mailto:
https://orcid.org/0000-0002-9236-1764
mailto:
https://orcid.org/0000-0003-2063-058X
mailto:
https://orcid.org/0000-0002-0394-4029
mailto:chenjuzhan@yeah.net


2  |    ZHENG et al.

Conclusions: The psychological burden of patients diagnosed with COVID- 19 is heavy 
and persistent. Social support is essential in the control and prevention of the epi-
demic. Nurses and other staff should pay more attention to the mental health of the 
infected patients both in and after hospitalization.
Relevance to clinical practice: Nurses should care about the persistent mental trauma 
of COVID- 19 survivors and provide appropriate psychological interventions to miti-
gate the negative psychological consequences of them. Besides, nurses, as healthcare 
professionals who may have the most touch with patients, should evaluate the level of 
social support and deploy it for them. It is also needed for nurses to listen to patient's 
needs and treat them with carefulness and adequate patience in order to decrease the 
unmet needs of patients.

K E Y W O R D S
COVID- 19, experience, mental health, qualitative research, systematic review

1  |  INTRODUC TION

In December 2019, a highly infectious severe acute respiratory 
syndrome caused by a novel coronavirus (SARS- CoV- 2) hit Wuhan, 
China, and rapidly spreaded to the world, leading to a public health 
crisis worldwide. Due to the high infectivity and pathogenicity of 
the virus, more than 230,000,000 confirmed cases have occurred 
worldwide due to COVID- 19 (World Health Organisation, 2021).

The process of treatment, being kept in quarantine and com-
plex body symptoms will bring heavy mental burdens for patients 
(Brooks et al., 2020; Henssler et al., 2021; Naidu et al., 2021). Due to 
long- term social isolation (Gupta & Dhamija, 2020; Wu et al., 2021), 
the uncertainty of the prognosis (Durodié, 2020; Rutter et al., 2020) 
and feelings of stigma and prejudice all the time (Bagcchi, 2020; 
Baldassarre et al., 2020), etc, many psychological problems have 
emerged, continuing beyond the epidemic itself. Several studies 
have found that the prevalence of depression, anxiety and post- 
traumatic stress disorder (PTSD) was high, being 45%, 47% (Deng 

et al., 2021) and 32.2% (Janiri et al., 2021), respectively, com-
pared with the general population in the era of COVID- 19 (Cénat 
et al., 2021; Hyland et al., 2020). Mental health is crucial to patients' 
well- being. Patients with a higher level of depression tend to have 
poorer outcomes, such as longer lengths of stay and higher hospital 
readmission rates. Anxiety is associated with sleep disturbances and 
suicidal behaviour (Sher, 2020). PTSD was proved to connect with 
multisystem diseases such as cardiovascular disease, auto- immune 

What is already known

• COVID- 19, as a disease with high infectivity, is still as-
sociated with much uncertainty.

• Patients infected with COVID- 19 may have different de-
grees of anxiety and depression.

• COVID- 19 will potentially cause persistent psychologi-
cal problems.

• Some qualitative studies have explored the experience 
of patients infected with COVID- 19. Although the expe-
rience of persistent mental disorders was mentioned, no 
systematic review has been published.

What this paper adds

• COVID- 19 may have some continued negative psycho-
logical impacts (such as stigma).

• Insufficient social support is an important obstacle to 
the prevention and control of the epidemic.

• Patients have many unmet needs following medical 
treatment.

What does this paper contribute to the wider 
global clinical community?

• Patients diagnosed with COVID- 19 may have relatively 
significant and persistent psychological burden.

• At any time during the diagnosis, treatment and re-
covery, the social support level of COVID- 19 patients 
should be evaluated and deployed when it is needed.

• Nurses should care about the mental health of COVID- 19 
patients and survivors and consider providing appropri-
ate interventions or supporting resources to mitigate 
their psychological burden.
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disease, cancer- related disease, and metabolic disease if in a per-
sistent state (Arieh et al., 2017).

Some patients are experiencing symptoms and complications 
beyond the phase of acute infection. This is called long COVID. The 
consequences of this emerging health problem are becoming an 
increasingly significant problem (Venkatesan, 2021). Long COVID 
can cause symptoms such as fatigue, dyspnoea, muscle pain, cogni-
tive impairment, and sleep disturbances (Crook et al., 2021; Huang 
et al., 2021). Moreover, many studies have shown that long COVID 
can affect survivors emotionally. It can decrease the possibility of 
returning to work (Chopra et al., 2021), increase stress disorders 
(Crook et al., 2021), lead to the loss of social connections (Torales 
et al., 2020), and decrease the quality of life (Laurie et al., 2020). 
Venkatesan (2021) called for more studies enriching the under-
standing of long- COVID in order to update guidance, which will be 
vital to provide evidence- based care for these patients. Although we 
found that, in some quantitative studies of patients diagnosed with 
COVID- 19, the symptoms related to long COVID are reported, the 
real- life experience of long COVID is rarely explored using qualita-
tive methods.

Given the severity of the situation, physicians, nurses, psycho-
therapists, and researchers should attach adequate significance to 
the mental health of the patients. Quantitative researches on psy-
chological problems of the COVID- 19 epidemic and long COVID have 
reported the prevalence, outcome and therapy within a biomedical 
paradigm. However, the meaning of COVID- 19 to an individual is 
rarely explored. Patients' real- life experience can help nurses deepen 
their understanding and ascertain their needs both in physical and 
psychological aspects. Several studies have explored the experience 
of patients diagnosed with COVID- 19 using qualitative methods. We 
conducted a preliminary search of PubMed and Cochrane Database 
of Systematic Reviews, and the search results did not reveal any sys-
tematic review and meta- synthesis of qualitative studies.

2  |  AIMS

This systematic review was conducted to synthesise and present 
current evidence from patients diagnosed with COVID- 19. This re-
view will inform nurses and other staff of the subtle changes for pa-
tients and inspire responses of the long COVID epidemic.

3  |  METHODS

This systematic review protocol was registered with PROSPERO (reg-
istering number: CRD 42021243402). The Enhancing Transparency 
in Reporting the Synthesis of Qualitative Research (ENTREQ) check-
list (Appendix S1) was used to report the process and results of syn-
thesis, and enhance transparency (Tong et al., 2012). The process 
of searching for studies was tracked using the Preferred Reporting 
Items for Systematic Reviews and Meta- Analysis (PRISMA) 
flowchart.

3.1  |  Search strategy

A systematic search strategy designed by a medical librarian was de-
vised to identify studies reporting on the relevant experience of pa-
tients diagnosed with COVID- 19. An electronic search was conducted 
in 3 Chinese databases (China National Knowledge Infrastructure 
(CNKI), WanFang Data and VIP database) and 4 English databases 
(CINAHL, PubMed, EMBASE and Cochrane Library) from their pub-
lished up to 18 April 2021.

The query used both subject headings and keywords for each 
concept. A separate strategy was developed and optimised for each 
database. Searching terms we used in English databases were as fol-
lows: “patient”, “client”, “covid- 19 pandemic*”, “pandemic outbreak”, 
“disease outbreaks”, “coronavirus”, “epidemic*”, “2019 novel coro-
navirus disease”, “ncov 2019 disease”, “attitude”, “experience*”, “un-
dergo*”, “view*”, “perception*”, “perspective*”, “feeling”, “thought”, 
“opinion”, “belie*”, “knowledge”.

Conference proceedings, editorials, commentaries, abstracts 
only, newsletters, addresses and research protocols were excluded 
manually. Reference lists of all selected articles were independently 
screened to identify additional studies left out in the initial search. 
Searching strategies in each database can be found in Appendix S2.

3.2  |  Eligibility criteria

The Eligible studies should be in agreement with the following cri-
teria in Table 1.

3.3  |  Selection of studies

Study selection was performed by applying the eligibility criteria 
in stages following established guidelines for systematic reviews 
(Lefebvre et al., 2019). Results of database searches were imported 
into the reference management software program Endnote X9.3.3. 
After the removal of duplicates, two reviewers (XT and QM) inde-
pendently assessed titles, abstracts and full- text articles to identify 
the studies that best fulfilled the selection criteria. Any discrepan-
cies were discussed to reach a consensus, with unresolved cases 
taken to a third reviewer (CJ) to make a final decision. All references 
to the included articles were searched for additional potentially rel-
evant studies (see Figure 1).

3.4  |  Appraisal of methodological quality

Two researchers (XT and QM) independently evaluated the meth-
odological rigour of the included literature following the Checklist 
for Qualitative Research (Critical Appraisal tools for use in JBI 
Systematic Reviews) (Lockwood et al., 2015). This checklist includes 
10 items, and each item is evaluated with ‘yes’, ‘no’ or ‘unclear’. 
When the evaluation results conflicted, the third researcher (CJ) 



4  |    ZHENG et al.

decided. A study was included if the item of it achieved a minimum of 
60% ‘yes’ to guarantee the study showed acceptable quality. Studies 
were considered to possess acceptable quality if 60% of items were 
answered: ‘yes’, to possess good quality if 70%– 90% of items were 
answered ‘yes’, and to have high quality if 100% of items were an-
swered ‘yes’ (Talley et al., 2021).

3.5  |  Data extraction and synthesis

The JBI meta- aggregation approach was used to extract and syn-
thesise the data (Lockwood et al., 2015). This approach accurately 
and reliably presented the findings by the original authors instead 
of re- interpreting the studies. Of all the methodologies available for 

F I G U R E  1  The flow diagram of study 
selection 

TA B L E  1  Literature inclusion and exclusion criteria

Inclusion criteria Exclusion criteria

1. Published primary research report 1. Poor methodological quality (≥5 items are ranked as ‘Unclear’ or ‘No’ 
using JBI Critical Appraisal Checklist for Qualitative Research)

2. Participants who were  the patients diagnosed with COVID- 19, both 
in settings of hospitalisation or discharge

2. Focused on experience regarding an intervention or being a part of 
the evaluation of the intervention

3. Participants who include doctors, nurses, family members, the 
finding of patients diagnosed with COVID- 19 can be extracted

3. Papers published on conference, book, newspaper or other media

4. Focused on patients' s experience, perspectives after being infected 
with COVID- 19

4. Paper only with title and abstract

5. Used an appropriate qualitative method (e.g. phenomenology, 
grounded theory, ethnography, narrative inquiry, interviews, 
observations)

6. Used a mixed method, the qualitative part of which can be extracted

7. Papers published on journal

8. English or Chinese as its initial language
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qualitative study synthesis, meta- aggregation is the most transpar-
ent and widely accepted for the construction of high- quality system-
atic reviews (Lockwood et al., 2015).

Using this method, the general details of studies were ex-
tracted first and included citation details, the author, year, coun-
try, the characteristic of the participants, aims, study design and 
methods of data collection, and methods of data analysis. In the 
second phase, study findings were extracted, which was a ver-
batim extract of the author's analytical interpretation of the data 
followed by an illustration. Then, the plausibility of these findings 
was rated by two researchers of our team independently. The 
finding was rated as ‘unequivocal’ if the congruence of the finding 
and the illustration accompanied was beyond a reasonable doubt, 
as ‘credible’ if lacking a clear association between them and as ‘un-
supported’ if the findings were not supported by the data (Talley 
et al., 2021).

The process of aggregation involved the synthesis of findings 
by categorising them through their similarity in meaning. Then, we 
subjected these categories to further synthesis to generate more 
comprehensive findings called synthesised findings. Only unequiv-
ocal and credible findings were included. Not supported findings 
did not be presented in the synthesis or the results (Lockwood 
et al., 2015).

4  |  RESULTS

4.1  |  Searching results

The search generated 12,536 papers. We also identified two ad-
ditional records through reference list (n = 1) and manual retrieval 
(n = 1). After the removal of duplicates, 5182 papers were screened 
by reading the title and abstract, and of these, 87 full- text papers 
were assessed for eligibility. After the exclusion of 70 papers (rea-
sons were given in Figure 1), a total of 17 papers were included in the 
final qualitative synthesis.

4.2  |  Quality appraisal and study characteristics

Study characteristics for the included studies were presented in 
Table 2. Studies were undertaken in China (n = 11), the UK (n = 2), the 
United States (n = 1), Denmark (n = 1), Nigeria (n = 1) and Australia 
(n = 1). The sample size of the participants ranged from 8 to 114. 
Study designs included phenomenology (n = 11), qualitative descrip-
tive approach (n = 2), qualitative study without specific (n = 3), and 
mix- method study (n = 1). Data collection methods included face- to- 
face interviews (n = 6), web- based or telephone- based surveys (n = 9), 
and using both of them (n = 2). Nine kinds of methods of data analysis 
were mentioned: Giorgi's analysis approach (n = 1), thematic analysis 
(n = 2), Colaizzi's phenomenological method (n = 7), based on a theo-
retic framework (n = 1), the van Kaam's method (n = 1), Diekelmann, 
Allen and Tanner's seven- step method (n = 1), using the concepts of 
grounded theory (n = 1), and constant comparative method (n = 1). All 

17 eligible studies had acceptable to high quality. One study had ac-
ceptable quality; one study had high quality; and the other 15 studies 
had good quality. The results of the appraisal of the methodological 
quality of the research were presented in Table 3.

4.3  |  Results of synthesis

Following data extraction, 152 findings were classified as credible or 
unequivocal, identified from the 17 included studies (Appendix S2), 
and included in the meta- aggregation. The findings were aggre-
gated into 12 categories based on the similarity in meanings. From 
the 12 categories, 5 synthesised findings were developed: physical 
symptoms caused by the virus; positive and negative emotional re-
sponses to the virus; positive coping strategies as significant facilita-
tors of epidemic prevention and control; negative coping strategies 
as obstacles to epidemic prevention and control from the perspec-
tive of the patients; and unmet needs for medical resource. The de-
tailed process of synthesis, the composition of each category, and 
synthesised findings can be found in the Appendix S2.

4.3.1  |  Physical symptoms caused by the virus

The epidemic of COVID- 19 has caused many drastic changes for 
patients. A majority of patients reported that they experienced 
dyspnoea, headache, dizziness, fever, body weakness, palpitation, 
pain, nightmares, insomnia, brain fog and dietary changes after 
being infected (Kingstone et al., 2020; Mukhtar et al., 2020; Sun, 
Wei, et al., 2021). Their body, once being the source of strength, 
became weak, limp, and feeble after being infected. They even came 
to doubt the normal function of their body (Kingstone et al., 2020; 
Ladds et al., 2020; Missel et al., 2021). Two exemplar quotes follow: 
‘I don't feel like eating, I can't sleep, and I have nightmares. My heart 
is agitated!’ (Sun, Wei, et al., 2021). ‘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’ 
(Missel et al., 2021).

4.3.2  |  Positive and negative emotional responses 
to the virus

Unpleasant experience in quarantine
Due to the disruption of social connection, loss of time perspective, 
restrictive visiting of family members and witnessing other patients' 
death, the completely different treating strategies (Hao et al., 2020; 
Shaban et al., 2020; Sun, Wei, et al., 2021; Yu et al., 2020), patients 
in isolation ward usually reported unpleasant experience, which 
worsened as the duration of hospitalisation increased (Shaban 
et al., 2020). As a patient stated, ‘…… I had nothing, no windows, no 
one to talk to. …… We got no interaction.…… I mean, I have never 
been in jail before, but I would assume that it would be [a] similar 
experience. A little room’. (Shaban et al., 2020).
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Sense of uncertainty of the epidemic
The majority of patients presented a sense of uncertainty to vari-
ous degrees. The process of diagnosis was full of stress and con-
tradiction. On one hand, patients dreaded the results of CT and 
viral nucleic acid tests being positive (Sun, Wei, et al., 2021; Zeng 
et al., 2020). On the other hand, they were factually in desper-
ate need of the ‘best result’ (Sun, Wei, et al., 2021). As a patient 
said, ‘When the doctor told me the results, I felt my heart in my 
throat (heart palpitations) (Sun, Wei, et al., 2021). A sense of un-
certainty arouse when the diagnosis could not be determined (Liu 
& Liu, 2021; Zhang et al., 2020)'.

After being diagnosed, the treatment and prognosis became 
the priority. Some patients were sceptical if the anti- virus drugs 
(lopinavir and ritonavir) were used in HIV patients, and if the side 
effects such as drowsiness, nausea and vomiting would have a last-
ing effect on themselves (Zhang et al., 2020). Some patients even 
showed concern about the disease progress and the delay of dis-
charge (Kingstone et al., 2020; Sun, Wei, et al., 2021). Two exemplar 
quotes were as follows: ‘I'm always worried. I keep asking the doctor 
about my diagnosis and I get the answer, you will be told when the 
test results come out (Sun, Wei, et al., 2021). It feels like roulette this 
virus (Missel et al., 2021)’.

Continuous mental loss and trauma
A lot of unpleasant experience continued throughout the whole 
illness trajectory, from being diagnosed and hospitalised to post- 
discharge and returning to society, rather than fading away with the 
recovery from the disease (Missel et al., 2021). Rumination on these 
scenes usually happened during the phase of admission, hospitalisa-
tion or post- discharge. The adverse events they experienced during 
the epidemic, such as the death of their relatives, brought persistent 
pain and agony to the patients (Liu & Liu, 2021). Patients expressed 
their concerns about the prognosis of the disease; they feared if the 
virus would have any lasting effect on their or their family's future 
life (Chen, 2020; Li & Li, 2020; Sun, Wei, et al., 2021; Yu et al., 2020).

To some patients, the virus had already caused persistent threats 
in their daily life (Liu & Liu, 2021). When they were making a recov-
ery from the virus, they were exhausted both physically and mentally. 
They felt sad, oversensitive and feeble (Kingstone et al., 2020; Missel 
et al., 2021). They reported that they lost appetite and dyspnoea 
(Shaban et al., 2020). They even lost their sense of security, and self- 
identification, expressing unrest emotions when recovering (Kingstone 
et al., 2020; Missel et al., 2021; Shaban et al., 2020; Zhang et al., 2020).

Feelings of stigma and discrimination were common for many pa-
tients (Chen, 2020; Hao et al., 2020; Liu & Liu, 2021; Missel et al., 2021; 
Mukhtar et al., 2020; Shaban et al., 2020; Sun, Wei, et al., 2021). 
The dominant concern for them was the possibility of the spread of 
the virus to their family members and friends. They felt guilty, self- 
accusatory and sad when they were informed that their family mem-
bers, neighbours, friends and even passers- by were infected by them 
(Chen, 2020; Shaban et al., 2020; Sun, Wei, et al., 2021). Despite this, 
they never gave up the desire to be understood and respected by oth-
ers (Chen, 2020). The process of returning to society was thus full of St
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obstacles for some patients. Although not infectious, they still kept 
themselves indoors for fear that they could still be contagious (Sun, 
Wei, et al., 2021). When meeting others, what made them unpleasant 
was that people they met saw them as alienated and persistent stigma 
as if they had a plague (Chen, 2020; Hao et al., 2020; Liu & Liu, 2021; 
Missel et al., 2021; Mukhtar et al., 2020; Shaban et al., 2020; Sun, Wei, 
et al., 2021). As one patient stated: ‘It was strange coming out among 
other people 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’. (Missel et al., 2021).

Feelings of powerlessness and despair
The COVID- 19 epidemic generated a sense of powerlessness and 
despair for many patients. Some immigrant patients felt powerless 
to cope with the contradiction between self- protection and fear of 
financial disruption— the necessity of continuing to work and the 
desire of exempting themselves from getting infected (Cervantes 
et al., 2021). A sense of hopelessness was also generated in those 
who had access to medical help. After witnessing the seriousness 
of the disease, patients showed a pessimistic attitude towards re-
covery (Hao et al., 2020; Missel et al., 2021). During the early stage 
of the epidemic, patients expressed their outrage for their depriva-
tion of privacy (Sun, Wei, et al., 2021). Being isolated in the isolation 
ward, the decrease in communication, and the dependence for self- 
care on others, combined with the separation from loved ones, made 
patients fall into great despair (Song et al., 2020; Zeng et al., 2020). 
Their concerns about the possibility of the disease deteriorating and 
the dim prospect of recovery could also generate this feeling (Missel 
et al., 2021; Song et al., 2020). ‘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’. (Missel et al., 2021).

Post- traumatic growth
Many patients presented positive psychological changes as a result 
of adversity. They finally had cause to rejoice and celebrate when 
they recovered from the disease (Missel et al., 2021). They showed 
great appreciation for still being alive (Sun, Chen, et al., 2021; Zeng 
et al., 2020). The awareness of the importance of their health had 
been reinforced; their proactive perspective of health care finally 
led to them developing good habits, such as wearing face masks 
or handwashing (Sun, Chen, et al., 2021). They showed their ap-
preciation and gratitude for the staff who took care of them dur-
ing their hospitalisation (Cervantes et al., 2021; Li & Li, 2020; Liu 
& Liu, 2021;Sun, Wei, et al., 2021; Zeng et al., 2020). They believed 
the doctor– patient relationship would be more harmonious due to 
the epidemic. Also, they were thankful to their relatives, friends 
and government (Sun, Chen, et al., 2021). They tended to embrace 
life and cherish friendships or family affection (Liu & Liu, 2021; 
Sun, Chen, et al., 2021; Sun, Wei, et al., 2021; Zeng et al., 2020). 
They preferentially shifted their thoughts from money and status 
to spiritual enhancement. They became more willing to help others 
in need (Li & Li, 2020; Liu & Liu, 2021; Sun, Chen, et al., 2021; Sun, 
Wei, et al., 2021; Zeng et al., 2020). Going through the COVID- 19 

epidemic, the patients reported that they would be more optimis-
tic and braver towards, whatever difficulty they encounter in their 
future life (Sun, Wei, et al., 2021; Zeng et al., 2020). One exemplar 
quote was as follows: ‘Family members did not abandon me or give 
up on me when it was my most difficult time. I am very happy. They 
are the most important. What is the use of money, power, and status 
when you do not have a life?’ (Sun, Wei, et al., 2021).

4.3.3  |  Positive coping strategies as facilitators of 
epidemic prevention and control

Individual cognitive preparedness
Many patients felt calm and at ease after being informed of the diag-
nosis with a positive attitude (Chen, 2020; Hao et al., 2020; Shaban 
et al., 2020; Sun, Wei, et al., 2021; Zeng et al., 2020; Zhang et al., 2020), 
although sometimes this process of adaption did not go smoothly at 
the beginning (Sun, Wei, et al., 2021). They tried their best to adjust 
themselves, such as diverting their attention, setting achievable goals 
daily (Hao et al., 2020; Sun, Wei, et al., 2021), and complying with the 
policy of epidemic prevention (Hao et al., 2020). Some patients tried 
to convince themselves to obey the arrangement of god (Cervantes 
et al., 2021; Mukhtar et al., 2020; Zhang et al., 2020). Most patients be-
lieved in the professional treatment and care provided by staff and the 
necessity for effective precaution measures against the epidemic (Hao 
et al., 2020; Mukhtar et al., 2020; Sun, Wei, et al., 2021). Patients appre-
ciated the high standard of medical equipment (Mukhtar et al., 2020; 
Shaban et al., 2020). Patients felt tied and gradually dependent on the 
emotional support from staff (Hao et al., 2020; Missel et al., 2021; Sun, 
Wei, et al., 2021). The provision of protective measures from the gov-
ernment was of critical significance. It not only provided a solid founda-
tion for epidemic prevention and control but also mitigated the stress 
of people during the epidemic (Hao et al., 2020). One exemplar quote 
was as follows: ‘The government has exempted the medical expenses 
of patients suffering from this disease, so that people can concentrate 
on recovering without worries’. (Hao et al., 2020).

Support from family, community and society
For some patients, family was described as ‘spiritual pillars’. They 
maintained their power and mental stability through support from 
their families (Song et al., 2020; Sun, Wei, et al., 2021). Meanwhile, 
support from family and friends can facilitate the prevention and 
control of the epidemic (Cervantes et al., 2021; Shaban et al., 2020). 
Also, the prevention of family members from becoming infected was 
a principal motivation for seeking medical help (Liu & Liu, 2021). Due 
to the policy, sense of responsibility, concern about being blamed 
and the desire to get support, patients often disclosed their infec-
tion condition to their family, intimate friends, community, col-
leagues and school. Consequently, they gained social support from 
family, friends, neighbours and strangers (Missel et al., 2021; Shaban 
et al., 2020; Sun, Zhou, et al., 2021.

Some patients were impressed by the community- initiated mea-
sures against the epidemic (Shaban et al., 2020). Also, some patients 
regarded the information from people of the same ethnic groups as 
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more persuasive (Cervantes et al., 2021). Additionally, some patients 
stressed the role media played in making people realise the sever-
ity of the COVID- 19 epidemic (Shaban et al., 2020). One exemplar 
quote was as follows: ‘Every day I am happiest when I have video 
communication with my family. They care about me and encourage 
me every day’. (Sun, Wei, et al., 2021).

4.3.4  |  Negative coping strategies as obstacles of 
epidemic prevention and control

Concealment of diagnosis
Concealment of diagnosis was a vital obstacle to epidemic pre-
vention. Some patients were unwilling to disclose due to the per-
ceived discrimination and concern of family members (Sun, Zhou, 
et al., 2021). For those who exposed their infected condition, there 
were costs of disclosure: they experienced discrimination, psycho-
logical distress, social isolation and exposure of privacy (Sun, Zhou, 
et al., 2021). One exemplar quote was as follows: ‘I was afraid to tell 
others that I had COVID… I can imagine that I would be rejected when 
others knew my status… To avoid people looking at me with strange 
eyes, I would not proactively disclose’. (Sun, Zhou, et al., 2021).

Lack of informational support
For patients, reliable information played a critical role in the up-
coming plans and preparedness for COVID- 19 (Shaban et al., 2020). 
They were desperate to acquire knowledge about this strange virus. 
Although they made tremendous efforts in acquiring up- to- date 
information related to the epidemic (Kingstone et al., 2020), the 
source of authoritative information they preferred differed. Some 
patients were selective in choosing information and believed in of-
ficial forums such as World Health Organisation (WHO). However, 
some patients regarded the official information, as sometimes mis-
leading. They believed that news issued by governments and au-
thorities was censored strictly to avoid people from being panicked, 
rather than free discussion and peer support (Ladds et al., 2020), 
thus being more subjective and sensational. So, they were critical 
of it (Shaban et al., 2020). The difficulty in accessing accurate in-
formation sometimes caused confusion, scepticism and anxiety 
(Cervantes et al., 2021; Kingstone et al., 2020; Shaban et al., 2020; 
Yu et al., 2020). Some felt their actual clinical symptoms were in-
consistent with what the media reported (Shaban et al., 2020). One 
exemplar quote was as follows: ‘Internet support groups, yeah on 
the Facebook groups that I'm on, I mean, to be honest, I try not to 
read that group too much because it depresses me, makes me a bit 
anxious’. (Kingstone et al., 2020).

Difficulty and conflict in transition to sick role
Poor sick role behavioural compliance was also widely reported 
in studies. Some patients had a problem with sick role transi-
tion (Cervantes et al., 2021; Li & Li, 2020; Mukhtar et al., 2020; 
Zhang et al., 2020). Some of them had difficulties in adapting to 
the role of patients. They regarded COVID- 19 as a negligible and 
distant threat or ‘rationalised’ it as a conspiracy theory (Cervantes 

et al., 2021; Kingstone et al., 2020; Mukhtar et al., 2020), partly 
due to the invisibility of symptoms (Kingstone et al., 2020). They 
were unwilling to seek medical care (Cervantes et al., 2021; Missel 
et al., 2021; Mukhtar et al., 2020; Zeng et al., 2020). Some pa-
tients thought the ingrained social norms should be blamed for 
the poor control of the epidemic (Cervantes et al., 2021). When 
diagnosed with COVID- 19, they were shocked and suspicious 
(Hao et al., 2020; Shaban et al., 2020). As a patient said, ‘It was a 
bit surreal that I got infected by it… I couldn't believe…’ (Shaban 
et al., 2020).

When admitted to the medical centre, their feelings and emo-
tions were liable to swing between trust, terror, security and iso-
lation (Shaban et al., 2020). However, the rejection or delay of 
hospitalisation could sometimes be attributed to other reasons. 
Having no money, some immigrants were unwilling to hospitalise 
even if the disease deteriorated (Cervantes et al., 2021). Adopting 
an apathetic and passive attitude was another reason (Cervantes 
et al., 2021; Missel et al., 2021). On the contrary, some patients paid 
too much attention to their disease symptoms, worrying about their 
prognosis all the time (Sun, Wei, et al., 2021; Yu et al., 2020; Zeng 
et al., 2020). Conflict with the role was also reported in some stud-
ies. Some patients reported they lost their chance to assume the re-
sponsibility to take care of their families. The imbalance of individual 
and family well- being made the patients anxious and shameful (Hao 
et al., 2020; Liu & Liu, 2021; Yu et al., 2020).

4.3.5  |  Unmet needs for medical resource

Coldness from staff
Many patients reported their desire for more attention from staff 
(Chen, 2020; Missel et al., 2021; Shaban et al., 2020). Due to the 
heavy workload and concerns about being infected, the com-
munication between staff and patients was underestimated on a 
large scale (Chen, 2020; Missel et al., 2021; Shaban et al., 2020). 
Patients complained that they could not see the doctor and the 
nurse's faces due to the requirement for protective equipment, 
which was annoying (Missel et al., 2021). At the early stage of the 
outbreak of the epidemic, due to the lack of sufficient evidence 
about COVID- 19, doctors usually could not recognise symptoms 
and make the appropriate diagnosis; this weakened the interac-
tions between the doctor and the patients (Kingstone et al., 2020). 
Patients reported that they just require direct contact with or 
more concern from the staff. However, the coldness and disregard 
from them made patients feel hurt and dehumanised (Chen, 2020; 
Kingstone et al., 2020; Shaban et al., 2020). One exemplar quote 
follows: ‘Doctors are afraid to come into the room I think, and they 
spend very little time, which I guess is understandable as well’. 
(Shaban et al., 2020).

Limited availability and dissatisfaction with healthcare resources
Due to the strong sense of social isolation and the suffocating sur-
rounding of the isolation ward, some patients complained they lacked 
any effective approaches to relieve their feelings in the isolation 
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centre, which is an unpleasure experience (Song et al., 2020; Yu 
et al., 2020).

Complaints about the availability of healthcare resources such 
as isolation wards and the distance to the medical centre were made 
(Ladds et al., 2020). Patients called for better welfare (Cervantes 
et al., 2021; Chen, 2020; Zhang et al., 2020). They demanded free or 
less expensive treatment (Cervantes et al., 2021; Chen, 2020; Zhang 
et al., 2020). Some patients questioned why symptomatic and asymp-
tomatic patients were mixed in the same room (Mukhtar et al., 2020). 
Some complained about the language barrier with the caregivers 
(Shaban et al., 2020; Yu et al., 2020). Patient education was also felt 
to be insufficient (Mukhtar et al., 2020). When discharged from the 
hospital, they still kept ignorant about the disease. Some patients also 
complained that their follow- up service was unsatisfactory (Cervantes 
et al., 2021; Missel et al., 2021). One exemplar quote was as follows: 
‘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’. (Missel et al., 2021).

5  |  DISCUSSION

The COVID- 19 epidemic has been an enormous catastrophe for 
patients (Cvetković et al., 2020). There was a sense of uncertainty 
throughout the whole process of being diagnosed, hospitalised and 
discharged (Durodié, 2020). The epidemic has also caused drastic 
changes in patients' lives. Our review has revealed the psychological 
reaction of the patients. In this systematic review, the results im-
plied that quarantine caused many mental problems, such as anxiety 
and depression, consistent with other studies (Brooks et al., 2020; 
Tang et al., 2021). In addition, the results implied the reasons lead-
ing to the adverse psychological effects in the isolation ward were 
not confined to demographic characteristics such as age, education 
and income, as illustrated in other studies (Benke et al., 2020; Shi 
et al., 2020; Tang et al., 2021). Quarantine, as a completely different 
treatment strategy, was accompanied by many negative experiences 
(Brooks et al., 2020; James et al., 2019), which is consistent with the 
experiences of other infectious diseases (Barratt et al., 2011; Siddiqui 
et al., 2019; Vottero & Rittenmeyer, 2012). These feelings could also 
arise from, the disruption of time perspectives (Shaban et al., 2020) 
and restrictive visiting by the family (Hugelius et al., 2021), as indi-
cated in this synthesis.

Many studies we included were conducted in the early stage of 
the epidemic and they mainly focused on the state of being infected, 
which made the synthesised findings of this review largely related 
to the reactions and coping strategies in the acute phase. However, 
we still thought it could give implications for the long COVID and 
future research. A significant finding of our review was the psycho-
social symptoms of long COVID. The social function of patients was 
affected to varying degrees. The experience of stigma and discrimi-
nation were common in patients and survivors, consistent with pre-
vious studies focusing on severe acute respiratory syndromes (SARS) 
or Ebola disease (James et al., 2019; Lau et al., 2006; Siu, 2008). 

People surrounding the patients are inclined to show discrimination 
against them even if they are cured of COVID- 19. Although some-
times, they choose to avoid others for fear of still being infectious. 
The COVID- 19 pandemic has caused persistent misery for patients 
(Bagcchi, 2020; Park et al., 2020). Previous studies have stressed the 
serious consequence of social stigma. Social stigma, once became a 
common phenomenon, may become an obstacle to the prevention 
and control of the epidemic— patients or people at risk of getting in-
fected avoid early detection or other healthcare- seeking behaviour 
(Des Jarlais et al., 2006; Torales et al., 2020). The stigma and dis-
crimination may also harm the mental health of COVID- 19 survi-
vors and affect their quality of life (Higgins et al., 2021; van Daalen 
et al., 2021). Additionally, in our systematic review, the results im-
plied that patients were eager to be understood and respected de-
spite being treated unequally. This inspires staff to attach adequate 
importance to tackling the social stigma derived from COVID- 19. 
Also, as advised by Bologna et al. (2021), considering that the feel-
ing of stigma is extended to life after discharge, community engage-
ment should be advocated to facilitate a successful return to society. 
This finding is important to understand the psychosocial problems 
of long COVID and warrants further examination. It is essential to 
explore the function of community and how it plays a role in tackling 
the stigma of patients discharged after COVID infection. This should 
be considered in updates of long COVID guidelines in future.

After experiencing adversity, some patients presented a positive 
psychological change. They showed a remarkable increase in their 
sense of responsibility for their friends, family and society. For ex-
ample, some patients desired to be ambassadors within their living 
community. Former patients usually possess adequate information 
to communicate. This may be helpful in the prevention and control 
of the virus spread (Cervantes et al., 2021).

We also identify facilitators and obstacles to epidemic preven-
tion based on patients' perspectives in this review. Consistent with 
Ebola patients, dread and denial were presented in patients when 
they were informed that they were being infected (James et al., 2019; 
Shultz et al., 2016). This delayed the manner of seeking medical help 
and leaded to symptom concealment and the spread of the epidemic. 
Additionally, factors related to social support seemed to be prom-
inent in epidemic prevention and control. The significance of social 
support has been illustrated by previous studies (Yang et al., 2020). 
Informational support was inadequate in our review. As Tedros 
Adhanom Ghebreyesus, WHO's director- general said ‘We're not just 
fighting a pandemic; we're fighting an infodemic (The Lancet Infectious 
Diseases, 2020)’. Similar to previous studies, our studies implied that in-
formation from any kind of media can influence people's perspectives 
on the epidemic (Yang et al., 2020). Social media is a principal source 
of information. It facilitates the spread of useful information such 
as diagnosis, treatment and follow- up procedures. However, it also 
disseminated fake news, and wrong measures against epidemic pre-
vention, leading to anxiety and, consequently, the spread of the virus 
(González- Padilla & Tortolero- Blanco, 2020). Innovatively, our results 
implied that patients' preference for media depended not only on de-
mographic characteristics such as gender, educational attainment and 
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occupation (Zhao et al., 2020) but also on the characteristics of media. 
From the perspective of the patients, official media conveys more au-
thoritative information, but it is sentimental and sometimes subjective 
because of its political purpose (Shaban et al., 2020). Social media al-
lows free discussion, but it may spread some fake information. The 
diversity of its sources combined with the contradictory conclusions 
often makes patients confused, and in some extreme cases, leads to 
the rejection of quarantine measures (Song et al., 2020). Considering 
that misinformation travels so fast, strategies should be studied to 
ensure social media eliminates inaccurate and harmful information 
(Tasnim et al., 2020). Also, many people cannot discriminate between 
authentic information and fake information and fail to consider the 
accuracy and authenticity before sharing on social media (Pennycook 
et al., 2020). As indicated in one study (Ho et al., 2020), professional 
knowledge was a protective factor against public anxiety. Though 
often misunderstood, official media caused the lowest level of anx-
iety when compared with social media and commercial media (Liu & 
Liu, 2020). We advise that the information from official media should 
be promoted, especially when it is related to epidemic prevention and 
control (Ignacio & Teresa, 2020).

Isolated in the ward for a long time, it is easy for patients to feel 
alone. Some patients reported they were distressed by the coldness 
of the staff. Many staffs presented as emotionally and physically ex-
hausted (Lang & Micah Hester, 2021; Luceño- Moreno et al., 2020; 
Ruiz- Fernández et al., 2020), which led to decreasing the ability to 
feel empathy for others and were unprepared to treat patients ade-
quately. As a result, low satisfaction among patients was reported. 
Emotional support, crucial to combating loneliness and anxiety 
(Xiang et al., 2020; Zysberg & Zisberg, 2020), should not be ignored 
when patients receive treatment. Additionally, accurate and updated 
information about the epidemic can reduce some negative psycho-
logical effects (Wang et al., 2020). Strategies to facilitate communi-
cation between patients and staff can enhance the moral and ethical 
aspects of humanistic care (Mehrotra et al., 2013). This inspires staff 
to attach adequate significance to daily communication to mitigate 
the sense of uncertainty. Some methods used in SARS, such as men-
tal health support and care supplied by a multidisciplinary mental 
health team, could be implemented (Xiang et al., 2020). To acquire a 
balance between the self- protection of staff and the emotional sup-
port of patients, safe communication channels (such as video calls 
via Facetime and WeChat app) between patients and staff should be 
applied. After all, the holistic health of patients is our ultimate goal.

6  |  CONCLUSION

Psychological trauma caused by COVID- 19 is persistent. Unpleasant 
experience such as stigma existed for a long time rather than fad-
ing away with the recovery of the disease. Long COVID may hinder 
the return into society and reintegration of normal life of patients 
who are physically cured and discharged from the hospital. Staff 
should pay more attention to mental health. Emotional support from 
nurses, physicians and family members may mitigate the mental bur-
den. Additionally, informational support is crucial in the prevention 

and control of the epidemic and reliable sources of information re-
lated to the epidemic should be promoted.

7  |  LIMITATIONS

Some limitations of this review should be acknowledged. Firstly, 
the topic has been widely researched in China, while limited in 
other countries. For example, in Africa, only one Nigerian study 
has been published. This indicated the necessity to explore real- 
life experiences of patients in these areas considering the im-
pact on different cultural backgrounds. Secondly, the long- term 
impact of COVID- 19 is rarely reported in the published qualita-
tive studies; thus, many of the findings were related to the acute 
phase. More qualitative studies focusing on the experience of long 
COVID should be conducted in the future. Additionally, although 
a systematic search was undertaken using appropriate searching 
strategies, publications not included in these databases could have 
been omitted. Moreover, due to the language limitation, we only 
included studies published in English and Chinese. The omittance 
may lead to information bias.

8  |  RELE VANCE TO CLINIC AL PR AC TICE

This review amalgamates the qualitative studies on patients diag-
nosed with COVID- 19 both in hospitalised and discharged settings. 
For healthcare professionals, knowing the patients' experiences can 
help them to plan interventions both physically and psychologically. 
There are several key messages for clinical practice. First, mental 
loss and trauma tend to become a persistent state. Healthcare pro-
fessionals should provide appropriate psychological interventions to 
mitigate the negative psychological consequences of those patients 
in a long COVID state. Second, support from family, community and 
society can cause positive effects on the prevention and control of 
the epidemic. Nurses, as the healthcare professionals who may have 
the most touch with the patients, should evaluate the level of social 
support and redeploy it for the patients. Third, all healthcare profes-
sionals should listen to patients' needs and treat them with careful-
ness and adequate patience in order to decrease the unmet needs 
of patients.
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