Open access Original research

Experienced stigma and applied coping
strategies during the COVID-19
pandemic in Germany: a mixed-

BM)J Open

To cite: Peters L, Burkert S,
Brenner C, et al. Experienced
stigma and applied coping
strategies during the COVID-19
pandemic in Germany: a mixed-
methods study. BMJ Open
2022;12:6059472. doi:10.1136/
bmjopen-2021-059472

» Prepublication history and
additional supplemental material
for this paper are available
online. To view these files,
please visit the journal online
(http://dx.doi.org/10.1136/
bmjopen-2021-059472).

Received 26 November 2021
Accepted 14 July 2022

| '.) Check for updates

© Author(s) (or their
employer(s)) 2022. Re-use
permitted under CC BY-NC. No
commercial re-use. See rights
and permissions. Published by
BMJ.

"Department of Internal
Medicine IIl, Division of
Infectious Diseases, University
Hospital Uim, UIm, Germany
%Regional Office of
Communicable Diseases, The
Public Health Agency of Sweden,
Uppsala, Sweden

Correspondence to
Dr Lynn Peters;
lynn.peters@uniklinik-ulm.de

methods study

Lynn Peters © ,' Sanne Burkert

ABSTRACT

Objective Health-related stigma is considered a social
determinant of health equity and a hidden burden

of disease. This study aimed to assess the level and
dimensions of stigma and respective coping mechanisms
in COVID-19 survivors.

Methods A mixed-methods study with sequential
explanatory design was conducted at the University
Hospital of UIm, Germany. Stigma was assessed using
the Social Impact Scale (SIS) including adult COVID-19
survivors with mild-to-severe disease. Subsequently, 14
participants were sampled with regard to gender, age and
severity of disease for in-depth interviews to understand
how stigma was experienced and coping strategies were
applied. The questionnaire was analysed using descriptive
statistics, t-test and analysis of variance. Content analysis
was used for qualitative data.

Results From 61 participants, 58% were men and

mean age was 51 years. The quantitative analysis of

the SIS indicated an intermediate level of experienced
stigma. Participants experienced stigma mainly as ‘social
rejection’ (M=14.22, SD=4.91), followed by ‘social
isolation’ (M=10.17, SD=4.16) and ‘internalised shame’
(M=8.39, SD=3.32). There was no significant difference
in experienced stigma regarding gender, education,
occupational status or residual symptoms. However,
participants between 30 and 39 years of age experienced
higher levels of stigma than other age groups (p=0.034).
The qualitative analysis revealed how stigma seemed

to arise from misconceptions creating irrational fear of
infection, leading to stereotyping, vilification, discrimination
and social exclusion of COVID-19 survivors, leaving them
feeling vulnerable. Stigma cut through all social levels,
from the individual level at the bottom to the institutional
and societal level at the top. Social networks protected
from experiencing stigma.

Conclusion COVID-19-related stigma is a relevant burden
in the ongoing pandemic. Providing accurate information
and exposing misinformation on disease prevention and
treatment seems key to end COVID-19-related stigma.

INTRODUCTION

Health-related stigma is a social phenom-
enon, which implies a negative attitude
towards people with a certain condition." *
Stigma occurs in different forms®: It can result

,! Cecilia Brenner,? Beate Griiner

STRENGTHS AND LIMITATIONS OF THIS STUDY

= Mixed-methods approach to gain an in-depth un-
derstanding of COVID-19-related stigma and ap-
plied coping strategies.

= Detailed list of quotes for every theme to increase
transparency, objectivity and traceability.

= Telephone interviews instead of face-to-face inter-
views because of contact regulations.

= Single-centre study design.

= Lack of a validated instrument particularly designed
to assess stigma in COVID-19 survivors.

from assumed attitudes of others (perceived
stigma), discriminatory behaviours (enacted
stigma), a shift to a devalued self-perception
(internalised  stigma) and  inequities
embedded in policies, institutions and social
organisations (structural stigma). Regarding
health, stigmais often seen as a hidden burden
of disease” and a social determinant of health
and health inequity.” It generates psycholog-
ical stress® and causes affected people to hide
their condition with severe consequences for
their own health, and in case of infectious
diseases, for public health.” In the context
of the COVID-19 (coronavirus disease 2019)
pandemic, the risk of stigmatisation has been
addressed early* " and reports of discrimina-
tion against patients and survivors have accu-
mulated." Across the globe, people infected
with or recovered from SARS-CoV-2 (Severe
Acute Respiratory Syndrome Coronavirus-2)
became a target of ostracism, humiliation,
harassment and even violence. Studies from
Pakistan, Uganda, Malaysia, India, China,
Ghana, Iran and Brazil found that COVID-19
survivors and even their families were often
rejected from social life or essential services
and felt humiliated.""*" COVID-19 survi-
vors were blamed for the disease ° '® and
perceived as a source of infection even after
being cured,'” '**' # some reported finical
hardship as a consequence."”'?* Stereotyping
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was common," especially blaming the poor, labourers
and migrants'® or people of seemingly Asian origin.***°
Research from Malaysia, Iran and Tunisia found that
affected people made efforts to hide the infection." '
Due to stigma, people with suspected COVID-19 might
avoid testing or treatment facilities, leading to poor
health outcomes and the further spread of the virus.

So far, most studies were conducted in low-income
and middle-income countries and little is known about
the phenomenon in high-income countries. Labbé et al**
analysed editorial cartoons from Canadian newspapers
and found, among others, a stigmatising attitude towards
people from certain geographical areas with high SARS-
CoV-2 incidence rates. A recent study from Spain using a
survey among the general population could demonstrate
that discrimination and internalised stigma increased
and decreased with the dynamic of the pandemic.”
To the best of our knowledge, no study so far assessed
COVID-19-related stigma in survivors from high-income
countries. Therefore, our objective was to evaluate the
level and dimensions of experienced stigma and applied
coping strategies in COVID-19 survivors during the early
pandemic in a high-income setting.

METHODS

Sampling and data collection

We conducted a sequential explanatory mixed-method
study in the area of Ulm, Germany. Every adult with posi-
tive SARS-CoV-2-PCR nasopharyngeal swab was included
that presented either at the hospital’s outpatient
COVID-19 testing centre, the hospital’s emergency room
or that was admitted to the hospital between March and
May 2020 (n=150). Exclusion criteria were age <18 years
and death during hospitalisation. The ‘Social Impact
Scale’ (SIS) questionnaire (quantitative methods), a form
assessing residual symptoms and socioeconomic factors
and a form on which participants could optionally provide
a phone number for the phone interviews were sent to
the COVID-19 survivors 3-9 months post infectionem. After
the quantitative analysis confirmed experienced stigma in
COVID-19 survivors, a phenomenological approach was
employed using in-depth interviews (qualitative methods)
to explore why and how stigma was experienced and to
assess possible coping strategies.

Quantitative methods

The ‘Social Impact Scale’ questionnaire

Experienced stigma was assessed with the 24-item SIS
questionnaire designed by Fife and Wright® for people
living with HIV/AIDS or cancer and translated to German
by Eichhorn et al with good psychometric properties
(Cronbach’s 0=0.81-0.89).%" We added seven additional
COVID-19-related questions (cf online supplemental
material 1), which were evaluated separately. On a 4-point
Likert scale, participants rate the given statements (items)
from ‘I strongly disagree’ to ‘I strongly agree’ (1 to 4
points) resulting in an overall stigma score. These items

are assigned to different dimensions of stigma, namely
‘social rejection’ (nine items), ‘internalised shame’ (five
items), ‘social isolation’ (seven items) and ‘financial inse-
curity’ (three items) and are evaluated separately.

Statistical analysis

Statistical analyses were performed using IBM SPSS Statis-
tics V.23. Descriptive analyses included demographic
information, post-COVID-19 symptoms, the overall level
of stigma and its dimensions. Results are reported in
means (M) and standard deviation (SD). Univariate anal-
yses were performed assessing differences in experienced
stigma regarding gender, age groups, education, occupa-
tional status and residual symptoms using t-test, analysis
of variance and correlation where appropriate. Missing
data were handled by listwise exclusion. A significance
level of p<0.05 was considered significant.

Qualitative methods

Sampling and data collection

From those participants consenting to an in-depth inter-
view, we purposefully sampled a broad range with high
and low perceived stigma based on the questionnaire,
different severity of disease, gender, age and education to
gain diverse accounts of the phenomenon. Data were anal-
ysed using MAXQDA Plus 2020. The analysis began after
the 5th interview and data saturation was reached after
the 11th. Three additional interviews were conducted
to ensure no new themes emerged, resulting in a total
number of 14 interviews. The interviews were held in
German, being the native language of the participants,
and followed an interview guide (cf online supplemental
material 2). However, the interviewer (LLP) aimed for an
open discussion, allowing the interviewee to determine
which topics to focus on. Due to contact regulations, the
interviews were conducted by phone and recorded.

Analysis and trustworthiness

After transcription, the analysis was conducted in English,
that is, English codes were applied to the German tran-
scripts. Translating the transcripts to English was avoided
in order to remain close to the source data and avoid a
loss of information. LP used content analysis to develop
a preliminary coding scheme from emerging codes and
themes (inductive ‘bottom-up’ approach). Coding is the
first step in qualitative analysis in which phrases are linked
and shapes an idea®™; thus coding implies computing
meaning.”* Subsequently, the interpretation of these
rather explicit and descriptive codes generates more
latent and subtle subthemes that give a deeper under-
standing of the phenomenon.”™" As a final step, overar-
ching themes evolve, which allowed organising the data
into a comprehensive framework. To ensure reliability,
the coding scheme was subsequently applied to the inter-
views by SB and BG (deductive ‘top-down’ approach).
Deviant codes were discussed within the research team
and adjusted (peer-check), resulting in a refined coding
scheme. To increase transparency, additional tables with
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Table 1 Socioeconomic characteristics and residual symptoms
Variable Results (%) Residual symptoms N %
Age M=51years (SD=14.6, minimum=18, maximum=78) Dyspnoea on exertion 11 20.4
Gender Male 58 Fatigue 6 12.2
Female 42 Paraesthesia 5 10.2
Education No formal education 0 Cough 4 8.2
Lower secondary education, no graduation 11.5 Sore throat 4 8.2
Lower secondary education, graduation 9.8 Cephalgia 4 8.2
Intermediate secondary education 26.2 Palpitations 4 8.2
Upper secondary education 18.8 Rhinorrhoea 3 6.1
High school graduation 34.4 Loss of smell and taste 3 6.1
Occupation Regularly employed 70.3 Diarrhoea 2 41
Unemployed/receiving pension 15.6 Myalgia 2 41
Student/trainee 6.3 Xerophthalmia 2 41
People Close family members 98.4 Sleeping disorder 2 4.1
LRl Friends 9583 Loss of hair 2 41
about infection
Acquaintances 81.3 Lack of attention 2 41
Distant relatives 78.1 Mucus 1 2.0
Close coworkers 76.6 Dyspnoea without exertion 0 0
Neighbours 73.4 Fever 0 0
Superiors 71.9 Hearing loss 0 0
Distant coworkers 50.0 Loss of vision 0 0

key quotes for each code are attached (cf online supple-
mental material 3 and 4). Using mixed methods allows
for methodological triangulation, that is, assessing the
phenomenon from different perspectives.

Patient and public involvement

This research was inspired by patients’ narratives from our
post-COVID-19 outpatient department. During follow-up
visits, patients moved from physical disorders to social
consequences they experienced after having COVID-19,
which often involved stigma. The interview guide was
informed by those narratives. As mentioned earlier, the
interview was designed as an open discussion allowing
the participants to prioritise topics and report their expe-
riences freely. However, patients were not involved in
designing or recruiting. We aim to offer a lay summary
in German on our website to inform participants about
the results.

RESULTS

Quantitative results

Descriptive results

In total, 61 questionnaires were analysed which equals a
response rate of 41%. The socioeconomic characteristics
and residual symptoms are displayed in table 1.

The Social Impact Scale
Each of the 31 items (24 SIS items and 7 COVID-19-realted
items) was rated with 1-4 points, resulting in a possible

total score of 31-124. The total stigma score in our cohort
ranged from 31 to 97 with a mean of 48.1 (SD=13.1), and
a median of 45.0 (cf figure 1A). Analysing the dimen-
sions of stigma based on the 24 SIS items, ‘internalised
shame’ (M=1.68, SD=0.66) and ‘social rejection’ (M=1.58,
SD=0.55) showed the highest levels of stigma, followed by
‘social isolation’ (M=1.45, SD=0.59). ‘Financial insecurity’
(M=1.17, SD=0.46) played a minor role (cf figure 1B).
The overall mean per item was 1.55 (SD=0.42). Adapted
to the original questionnaire,” we calculated aggregate
means: ‘social rejection’ showed the highest aggregate
mean (M=14.22, SD=4.91), followed by ‘social isolation’
(M=10.17, SD=4.16) and ‘internalised shame’ (M=8.39,
SD=3.32) and, ultimately, financial insecurity (M=3.51,
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Figure 1 (A) Social Impact Scale, overall score. (B)
Dimensions of stigma. High numbers equal high level of
experienced stigma.
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Table 2 Items of special interest from the questionnaire
Items with the highest experienced stigma: M

‘| feel others are concerned they could catch my 2.52
illness.’

‘I feel guilty because | accidentally might have 2.038

infected others.”
‘| feel others think | am to blame for my illness.’ 2.00

‘Due to my iliness others seem to feel awkward and  1.97
tense when they are around me.’

‘I feel institutions and professionals (health authority, 1.81
healthcare workers) treated me unfairly.”™

Items with the lowest experienced stigma: M

‘I have experienced financial hardship that has 1.08
affected my relationship with others.’

‘Some family members have rejected me because of 1.11
my illness.’
‘My job security has been affected by my illness.’ 1.15

*Additional COVID-19-related questions.

SD=1.38). The data were evenly distributed. Items of
special interest are summarised in table 2.

There was no difference in experienced stigma
comparing gender (£7 = 0.437, p=0.664), educational
level (F' = 0.687, p=0.604), occupational status (F =
0.995, p=0.404) or residual symptoms (composite score
of symptoms) (" =-0.250, p=0.093). However, there was
a significant difference in age: participants between 30
and 39 years of age experienced higher levels of stigma
than other age groups (I = 2.499, p=0.034).

Qualitative results

Before conducting the interviews, participants were
selected to balance gender, age groups, educational back-
ground and severity of disease (cf table 3). Gender distri-
bution and mean age were equivalent to the quantitative
results. Participants from the ends of the age range, with
different educational level and severity of disease were
purposefully sampled.

The analytical process revealed how COVID-19 survi-
vors experienced stigma as a multilayered phenomenon:
The descriptive codes and latent subthemes generated
overarching themes that represent the societal layer

3

in which stigma was experienced and coping strategies
were applied. The following section will guide the reader
through each layer, starting with the individual layer
and continuing to the immediate and then wider envi-
ronment. The number of times respective codes were
applied throughout the interviews is indicated by (n). To
keep this report concise, only one exemplary quote for
every code is presented. However, we invite the reader to
consult the online supplemental materials 3 and 4, which
offer additional quotes.

Theme 1: the individual layer

Vulnerability was identified as key subtheme contributing
to or resulting from internalised or perceived stigma.
Different codes added to increased vulnerability:

Fear, worries and despair (n=11): ‘I was thinking «why
me???»... and «I hope this ends well...».” (female (f),
50-59 year-old (y/0)); most participants were worried
about the outcome, especially elderly patients and those
referred to the hospital.

Shame, guilt or remorse (n=14): ‘Of course you feel bad
knowing you infected others.” (f, 20-29 y/o); although
infecting others happened unwittingly in all cases, partic-
ipants often felt as active ‘spreader’. This caused feelings
of shame and remorse.

Loneliness and abandonment (n=14): ‘Being on my own
was the hardest part.” (male (m), 60-69 y/o); this feeling
often rose from the isolation faced in home-quarantine
or single hospital rooms, but also from a perceived lack of
reliable information regarding the disease.

On the other hand, resilience as coping strategy miti-
gated the experienced stigma, resulting from:

Confidence (n=5): ‘I knew I was getting medication; I
was sure that would help, otherwise they wouldn’t give it
to me. I wasn’t worried I would die.” (m, 60-69 y/0); the
elderly putting faith in modern medicine or the young
relying on their body’s defences felt confident they would
be spared from adverse outcomes.

Self-efficacy (n=2): ‘In the beginning it was very hard
for me. But as soon as I managed to structure my day,
time just flew by’ (m, 30-39 y/o0); self-efficacy reflects a
person’s assumed control over a situation and was identi-
fied as a rare but resourceful coping strategy.

Additionally, participants indicated different ways of
coming to terms with the undergone infection:

Table 3 Characteristics of interviewees and length of interviews

Gender (N) Male: 8 Female: 6

Age in years Mean: 51.8 Median: 52 Min: 23 Max: 77

ISCED* 2011 level of education Mean: 3.7 Median: 3 Min: 2 Max: 7

Severity of disease (N)t Ambulatory mild  Hospitalised, moderate Hospitalised, severe disease: 4
disease: 4 disease: 6

Length of interview in minutes Mean: 48 Median: 41 Min: 18 Max: 76

*International Standard Classification of Education ranging from 0 (early childhood education) to 8 (doctorate or equivalent).

tAccording to the WHO classification.>®
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Pragmatism (n=2): ‘I had it [COVID-19], that’s all
there is. Now I am cured and immune.” (f, 70-79 y/o0);
some refused to dwell in the past and did not make a big
deal about having had COVID-19. Interestingly, this also
occurred in one participant that had been hospitalised
for a few days.

Delayed disclosure (n=3): ‘In the beginning, I didn’t
want to share with anyone. Afterwards, we talked about
it.” (f, 70-79 y/0); participants from different age groups
and with different severity of disease admitted that they
needed some time to process before they were able to
confide in someone else.

Rationalisation (n=2): ‘When I was there, it wasn’t
known to be a hotspot!” (m, 50-59 y/0); some partici-
pants offered a rationale to justify how they got infected.
They emphasised that they did not deliberately put them-
selves and thereby others at risk.

Denial or fallacy (n=1): ‘Maybe I didn’t have it [COVID-
19]. I even know couples, where one had it and the other
didn’t.” (m, 50-59 y/0). One participant doubted the
established diagnosis.

Financial insecurity concerned comparatively few self-
employed participants. This applied to both direct and
indirect costs, the latter resulting from a loss of income:

Direct costs (n=2): ‘If I hadn’t had any savings, it would
have been problematic.” (m, 40-49 y/o0);

Indirect costs (n=1): ‘I have to earn my money with
physical labour. When I can’t work, I don’t earn money...’
(m, 50-59 y/0).

However, most participants were either employed or
received pension and hence costs were covered by their
health insurance, implying financial security (n=8): ‘I was
on sick leave and got my loan as usual.” (f, 20-29 y/0);

Theme 2: the interpersonal layer

Used to a certain level of self-determination and a scope
of action, most participants were hit hard by the loss of
autonomy:

Loss of independence (n=b): ‘We were all isolated,
other people had to take care of us.” (f, 20-29y/0); Quar-
antine or being bed-ridden meant depending on others,
which was a new situation for many participants.

Violation of privacy (n=4): ‘I live in a small village and
within 2 hours, everyone knew about it [COVID-19].
(f, 20-29 y/0); transgression of personal boundaries or
unauthorised passing of personal information left some
participants, young and elderly, feeling powerless.

Almost every participant suffered some form of vilifica-
tion as perceived or enacted stigma:

Blame (n=9): ‘Some people said it is my own fault
that I got infected.” (m, 50-59 y/0). Some patients were
made responsible for catching SARS-CoV-2 or blamed
for unknowingly infecting others. This reflects a shift in
perspective from passively acquiring a disease to actively
spreading it. This change from victim to perpetrator was
described as particularly hurtful when people had been
severely ill from COVID-19.

Disregard (n=4): ‘“They [acquaintances] did not really
care about what had happened to me.’ (f,20-29y/0); lack
of concern or misconceptions about what participants
were going through left some participants frustrated or
angry. This was reported by patients with mild symptoms
as well as those hospitalised.

As mentioned earlier, loneliness and abandonment
left participants feeling vulnerable. Additional avoidance
of personal contact by others when participants were no
longer contagious was hence particularly upsetting and by
far the most frequently reported form of enacted stigma:

(Irrational) fear of infection (n=27) was presumably
the most important driver for the reported behaviour of
others: ‘Many people withdrew from me for a long time...
I think they were still afraid of getting infected.” (f, 70-79
y/0).

Participants reported different ways in dealing with the
rejective behaviour of others:

Understanding (n=10); most participants could at least
partly comprehend and therefore excuse this behaviour:
‘I could totally understand their [friends] behaviour. No
one knew exactly how long people can transmit COVID-
19.7 (f, 2029 y/0).

Reasoning (n=2); others tended to argue: “When they
[friends] took a step back, I told them there was no
reason, they could hug me, I am no longer contagious.’
(m, 50-59 y/0).

Distancing (n=2) oneself and avoiding emotional
involvement and further frustration: ‘When I heard about
what others said, I just distanced myself from that.” (m,
50-59 y/0).

Consequently, personal contact was much appreciated
by all participants and proved one of the most powerful
coping strategies:

Genuine interest and mindfulness (n=7) regarding
the participants’ well-being were key elements: ‘It’s very
important that there are people who care about you and
want to know how you are doing. My mum called every
day to check on me, that felt good.” (m, 30-39 y/0).

Unaltered interpersonal relationship (n=4), that is,
discovering that ‘nothing had changed’ made partici-
pants feel relieved: ‘With my friends, it is the same way as
it has been before.” (m, 30-38y/0).

Comprehension (n=4): ‘I talked to a friend, and she
could totally relate.” (f, 20-29 y/0). When sharing their
stories induced sympathy and comprehension, partici-
pants felt that their emotions were acknowledged and
legitimate.

Theme 3: the communal layer
The lines between the interpersonal and communal
layers are particularly blurry. Thus, codes and subthemes
emerging are often similar, yet referring to a different
social group. While the interpersonal layer focuses on
close personal relationships, the following section refers
to more distant contacts or anonymous settings.

Social rejection plays an important role in enacted
stigma. Again, a potential driver identified was:
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(irrational) fear of infection (n=6): ‘When I did my

groceries and kept a 2-3 metres distance, people still told
me to go further away... they even changed the side of the
street when they saw me.” (f, 20-29 y/0).

Additionally, stereotyping as perceived stigma was indi-
cated by younger people:

Perceived recklessness or carelessness (n=4): ‘Now you
[referring to the interviewer] are probably going to say
«how on earth could you go skiing, and how could you go
there [place where she got infected]?!?», but back then it
wasn’t that obvious...” (f, 20-29 y/0);

Rumours (n=2): ‘In town, everyone acted like they
knew better why I was infected.” (f, 20-29y/0).

The reaction to experienced stigma on the communal
level included:

Understanding (n=3): ‘I tried to understand their reac-
tion [people at work] and asked myself, how I would have
reacted in their place? And honestly, I would keep my
distance too. That is probably human.” (m, 30-39 y/o0).

Reasoning (n=2): ‘I told them [people in a grocery
store] I am no longer contagious and that they don’t need
to keep a 10-metre distance. I fact, I am less dangerous
than other people.” (f, 20-29y/0).

Resignation (n=3), that is, accepting adverse behaviour
without arguing: ‘I didn’t really bother. Couldn’t change
it anyway. [...] You have to take it the way itis.” (m, 40—-49
y/0).

Social network and inclusion turned out as a valuable
resource against experienced stigma:

Sympathy (n=7): ‘So many people called during my
absence to make sure I am okay, and they were so happy
to hear from me when I called them back.” (m, 60-69
y/0). For many participants, it was important that others
cared about them and felt for them.

Solidarity and support (n=7) from friends or neigh-
bours helped many participants to persevere the isolation
and let them rest assured that they would receive help
if needed: ‘Many people from our village offered help
and asked if they could get us anything. I was surprised by
their willingness to help.” (f, 50-59 y/0).

Theme 4: the institutional layer

Institutional stigma referred to stigma faced in contact
with health authorities, hospital staff, general practi-
tioners and paramedics. Actions directed towards indi-
vidual participants were labelled direct discrimination, a
form of enacted stigma. They resulted mainly from

Unprofessional treatment (n=4), which means inappro-
priate reactions from healthcare workers: ‘Since I was the
second patient in that other hospital, they had a lot of
«respect»> of me and avoided coming close to me... that
was even worse for me than the [rejecting] behaviour of
other people.” (f, 20-29 y/0).

Structural stigma was also based on regulations
affecting patients infected with COVID-19 in general
which was labelled indirect discrimination. Two codes
were identified:

Lack of accountability (n=10): In many participant’s

views, health authorities and other institutions failed to
take responsibility or lacked transparency; ‘They [health
authorities] gave us a number where we could call, but no
one ever answered the phone.” (f, 20-29 y/0).

Inconsistency (n=4): Due to contradictory information,
participants lost trust in health officials and felt increas-
ingly insecure: ‘They [the health authority] told me on
the phone my quarantine ended on Thursday. Then I got
the letter from them saying I needed to stay in quarantine
for another 2 weeks.” (m, 50-59y/0).

At first, many participants’ reaction to this discrimina-
tory behaviour was:

Incomprehension (n=8): ‘I really felt mocked by the
health authorities.” (f, 20-29 y/o); but eventually, in
retrospect, they often reacted understandingly and forgiv-
ingly, which was labelled

Leniency (n=8): ‘I guess they [the health authorities]
were just overwhelmed.” (m, 50-59 y/o).

Additionally, receiving professional support was much
appreciated:

Appreciation of healthcare workers (n=4): ‘He [family
doctor] called every day to make sure I was okay. That felt
good.” (f, 70-79y/0).

Support group (n=2): ‘Is there a self-help group for
COVID-19 survivors?’ (m, 50-59 y/0).

Theme 5: the societal layer
This layer characterised societal norms and values which
are partly internalised by participants.

First, COVID-19 was seen as a non-desirable condi-
tion (n=5) and something usually ‘others’ catch: ‘I was
surprised. I never thought we would getit.” (f, 50-59y/0).

Second, even if unaware of carrying an infectious virus,
participants perceived themselves as a menace to others
(n=10) and public health in general. This was the most
sensitive subject during the interview:

Question: ‘Do you happen to know if you accidentally
infected somebody?’

Answer: ‘I don’t want to talk about that.” (m, 50-59
y/0).

This led to different reactions, which we subsumed as
harm reduction:

Law-abiding (n=5): Participants emphasised that they
stuck to the regulations and thereby avoided spreading
the disease: ‘When we came back [from a hotspot]
we stayed at home. So when we finally knew we had it
[COVID-19], at least I didn’t feel guilty, because I knew I
didn’t infect anyone else.” (f, 20-29y/0).

Social withdrawal (n=3): Others reduced social contacts
even after COVID-19 was over, often to avoid rejective
behaviour: ‘When my quarantine ended, I didn’t ask
people to meet. I was afraid they would react...
strange way.” (f, 20-29 y/0).

Hygiene advocacy (n=3): Others propagated hygiene
practices as effort to control the disease: ‘I tell everyone
they should wear their face masks.” (f, 70-79 y/0).

in a
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Table 4 Experienced stigma in people living with cancer, HIV/AIDS or after COVID-19

HIV/AIDS? Cancer” (aggregate COVID-19 COVID-19
(aggregate means) means) (aggregate means) Cancer®® (means) (means)
Social rejection 19.95 14.87 14.22 1.42 1.58
Internalised shame 13.74 8.45 8.39 1.51 1.68
Social isolation 17.85 14.64 10.17 1.71 1.45
Financial insecurity ~ 8.12 5.73 91 1.68 1.17
Total score 59.66 43.69 36.29 1.59 1.55
DISCUSSION described as a way of accepting and adapting, which was

The social impact of COVID-19 in relation to other stigmatising
conditions

Regarding the quantitative results, the overall level of
experienced stigma was lower in our cohort compared
with people living with HIV/AIDS or cancer in the USA*
or Germanyg0 (cf table 4). HIV/AIDS is known as a highly
stigmatising infection,38 explaining the high level of expe-
rienced stigma throughout all dimensions. Comparing
our results to people with cancer, ‘social rejection’ and
‘internalised shame’ were similar® or slightly higher‘%0
in people with COVID-19. We assume that the perceived
risk of infecting others with SARS-CoV-2 compared with a
non-communicable disease like cancer increases feelings
of shame and rejection. In contrast to chronic conditions
such as HIV/AIDS and cancer, stigma towards COVID-19
survivors might decrease over time.

Experienced stigma and applied coping strategies from the
inner to the outer societal level

On an individual level, factors such as personality, social
resources and economic situation, can either enhance
or mitigate the impact of stigma. In our cohort, COVID-
19-related stigma did usually not culminate in finan-
cial hardship, in contrast to other, mainly low-income
and middle-income countries.”” ' * Some participants
suffered from a loss of income while being ill, but none
reported loss of livelihood or job insecurity.

A sudden illness like COVID-19 resulting in fear
of death or infecting others, loneliness and shame
generates a feeling of vulnerability, which serves as a
breeding ground for experiencing stigma. Vice versa,
stigma seems to increase vulnerability, both in this and
other studies.’ ' * ¥ Hence, COVID-19-related stigma
leads to psychological stress and adds to the burden of
disease.” ** Loss of autonomy, specifically the violation
of privacy, was also observed in other settings."” ** ** Partic-
ipants reported that rumours of someone being infected
travelled quickly and confidentiality was often breached,
even in healthcare facilities. This poses a serious risk for
people to hide their condition and refrain from test-
seeking or healthcare-seeking, favouring the further
spread of the virus.'® In contrast, the individual’s resil-
ience was a valuable source for coping, reflected either
by self-confidence or trust in others. In other studies,
faith in God strengthened the resilience in COVID-19
survivors.” * ‘Coming to terms with the disease’ was

similarly found by Gopichandran and Subramaniam™

using the terms ‘understanding disease characteristics,
risk acceptance and selfisolation’ and by Bhandari et al*
as ‘accepting reality’. Sharing experiences, often delayed,
which is not uncommon after trauma, rationalisation to
justify former behaviour and, in one case, denial were
other coping strategies observed, similarly to the ‘rational-
isation and sharing problems’ Bhandari et al*® described.

On an interpersonal or communal level, stigma was
often experienced as vilification including blame, social
rejection and stereotyping. Similarly, Gopichandran
and Subramaniam® noticed an exclusion from essential
services such as grocery stores and water taps. Jiang et al''
found that 5% of respondents lived in communities that
rejected people with COVID-19. Imran et al” reported
social rejection of whole families if one member fell ill.
Amir (2020)"? described how patients were treated as
outcasts, given bad names and blamed for spreading the
disease. Our data suggests that triggers for discriminating
of COVID-19 survivors were a general fear of getting
infected and noticing presumably irresponsible behaviour
of others, often based on misconceptions regarding
modes of transmission. Since the virus was perceived as
lethal, social rejection seemed reasonable to keep suppos-
edly infectious people at a distance.'* '? '*#* ** In some
studies, stigmatising attitudes were linked to experienced
vulnerability, poor education and conflicting information
in the media,17 22444 pointing out the necessity of careful
communication and precise information about COVID-
19.%® On the other hand, a strong, solidary social network
and sound relationships were valuable resources to cope
with stigma.” * ** > This might work in both directions:
For those not infected, COVID-19 is not reduced to a face-
less, dangerous virus, but connected to a human being.46
This can induce a comprehensive and mindful attitude
that prevents stigmatisation and supports those infected.
‘Humanising’” COVID-19 has been insinuated as a way
to end stigma, either by involving celebrities or sharing
narratives from affected people.'’ 17

Stigma experienced on an institutional level included
both direct and indirect discrimination. The former
resulted from inappropriate treatment by professionals,
such as negligence of patients or compelling them to
leave the hospital. Difficulties in accessing healthcare,
poor services and negligence were also found in other

Peters L, et al. BMJ Open 2022;12:€059472. doi:10.1136/bmjopen-2021-059472



settings.'®*** Indirect discrimination referred to a lack of
accountability when health authorities were presumably
too overwhelmed to take over responsibility. These expe-
riences elicited either incomprehension or leniency in
participants and show the necessity for institutions to be
transparent™ and give consistent instructions to preserve
people’s confidence and compliance.

On a societal level, health-related stigma is often associ-
ated with certain norms and values. For example, people
living with HIV/AIDS are often perceived as ‘dirty’ or
‘immoral’*® and some types of cancer are linked to an
unhealthy lifestyle or risk behaviour.* In contrast to
those conditions, COVID-19 is an airborne infection with
high transmissibility, meaning that one person infects
about three others.”” We noticed that COVID-19 survivors
often felt like a source of infection, that is, a menace to
others and were ashamed and eager to reduce further
harm. The findings indicate a change of perspective from
passively ‘catching the virus’—as is commonly used in
other infections—to actively ‘spreading the virus’, even if
this happened unwittingly. The change equals an unprec-
edented shift within social norms from ‘victim’ to ‘perpe-
trator’. This public attitude is also reflected in editorial
cartoons blaming certain groups or behaviour for the
transmission of COVID-19,* which does not only add to
the psychological stress in affected people, but also to a
polarisation within society. As a coping strategy, partici-
pants reacted with social withdrawal, a strictly law-abiding
or hygiene advocating behaviour.

The experienced stigma and applied coping strategies
within the respective social layer are depicted as compre-
hensive framework in figure 2. Stigma experienced at the
individual level is shown at the bottom of the framework,
followed by the interpersonal, communal, institutional
and finally the societal level.

Intersectional stigma

As a social phenomenon, stigma can never be assessed
detached from other social conditions, often mirroring
power differences between groups. Regarding age, most

Experienced stigma

studies about COVID-19-related stigma suggest a higher
prevalence among the elderly or patients with comor-
bidities, since they are most affected by the disease.” * 7
However, in our study, young to middle-aged participants
reported the highest level of experienced stigma. This
might result from the shift from ‘victim’ to ‘perpetrator’
mentioned earlier. Those participants who were seriously
ill often received sympathy from their social environment
and were seen as ‘victims’. In contrast, young people were
often asymptomatic and regarded as ‘super-spreaders’™'
and drivers of the pandemic. Similarly, a recent study
from Israel found negative age-related stereotypes asso-
ciated with younger people.” Reports from illegal parties
despite the curfew added to a reckless and careless
stereotype of young people.”> We assume stereotyping
also caused experienced stigma in participants with travel
history’*: Those coming back from a skiing trip in a
hotspot were seen as a major source of the pandemic and
perceived as reckless, putting fun above health. Similarly,
the patient’s origin was also connected with stigma in
other settings, for example, regarding migrant workers in
Delhi, India, residing in Haryana.11 162547 However, since
all our participants had the same cultural background, we
were not able to assess different ethnicities in our cohort.
In contrast to other studies, we did not find any difference
in gender' % % o education”™’ regarding experi-
enced stigma. Previous research identified an association
between poverty'® * or occupational status® and experi-
enced stigma, assuming a mutual influence: COVID-19 is
more easily spread in overcrowded, poorer areas; on the
other hand, COVID-19 can lead to a loss of livelihood of
those infected. We did not collect data on the economic
situation, but used the occupational status as a proxy,
which revealed no significant difference between the
groups. However, this variable might fail to reflect more
subtle socioeconomic differences between participants.
Similar to Gopichandran and Subramaniam,” our quali-
tative data suggested that experienced stigma differs with
residential site: participants in more anonymous urban

Applied coping strategies

COVID-19 as non-desirable condition
Perceived menace to others

Societal norms and values

Harm reduction Law-abiding
Social withdrawal

Hygiene advocacy

Indirect discrimination Lack of accountability

Inconsistency

Direct discriminati L treatment

Reaction to discrimination Leniency

Incomprehension
Received support Appreciation of health-care workers
Support group

Social rejection (Irrational) fear of infection
Perceived recklessness or
carelessness

Rumours

Stereotyping

Reaction to rejective
behavior

Resignation
Understanding
Reasoning

Social network Sympathy
Solidarity and support

Loss of autonomy Loss of independence

Violation of privacy
| vilification Blame
¥ Disregard

Avoidance of
personal contact

(Irrational) fear of infection
Other reasons

Reaction to rejective
behavior

Personal contact

Understanding
Reasoning
Distancing

Genuine interest and mindfulness
Unaltered interpresonal relationship
Comprehension

Vulnerability Fear, worries and despair
Shame, guilt or remorse

Loneliness and abandonment

Direct costs
Indirect costs

Financial
insecurity

Resilience Confidence
Self-efficacy
Coming to terms Pragmatism
Delayed disclosure
Rationalization
Denial or fallacy

Financial security.

Figure 2 Comprehensive framework of experienced stigma and applied coping strategies, stratified by societal layer.
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apartments experienced less stigma than those living in
rural areas, where residents know each other and word
by mouth travels quickly. On the other hand, participants
from rural areas also reported more neighbourly support.

Limitations, reflexivity and possible bias

Regarding the quantitative part, a questionnaire designed
for people living with HIV/AIDS or cancer was applied in
the absence of one specifically designed for experienced
stigma in COVID-19 survivors. Since these conditions
differ in many ways, the questionnaire used might fail to
reflect certain dimensions of COVID-19-related stigma.
Moreover, the response rate to the questionnaire was low,
probably due to the sensitive nature of the study and the
single-centre study design, resulting in a comparatively
low quantitative sample size.

Regarding the qualitative part, the interviews were
conducted by phone, so physical appearance and body
language did not influence the data, in contrast to face-
to-face interviews. This can work in both directions: either
participants appreciated the more anonymous atmo-
sphere to share private information, or they would have
preferred a more personal and intimate setting. Talking
to a medical doctor (LP), participants are used to share
physical reports rather than social experiences such as
stigma. Participants often had the impression that their
narratives were inappropriate or not of interest. Although
participants were encouraged to share their stories, an
expectation bias cannot be excluded. Since stigma is a
sensitive topic, it is easily subjected to a social-desirability
bias and hence bearing the risk of the respondents’ incli-
nation towards euphemised answers. Furthermore, a
recall bias must be considered due to the retrospective
character of the study.

Ultimately, those participants who volunteered to be
interviewed were mostly of German origin. The require-
ment of an advanced level of German and the single-
centre study design might have limited the diversity of
study participants and caused a selection bias, since the
sample is unlikely to represent all cultural groups and
ethnicities living in Germany.

CONCLUSION AND IMPLICATIONS FOR STAKEHOLDERS

Around the globe, stigma is a social phenomenon that
cuts through all layers of society. It is intertwined with or
aggravated by social factors that can lead to ‘othering’ and
discrimination. It can limit access to healthcare and other
public services and can therefore be seen as a social deter-
minant of health equity and a hidden burden of disease.
Stigma arises from perceived careless behaviour and irra-
tional fear of infection, which emerge from misconcep-
tions about the disease. Information about COVID-19 in
social media is often incorrect™ or biased** and people
have difficulties finding reliable sources'' to distinguish
between fake and fact. In line with previous research,”
we emphasise the need of providing accurate information

and exposing misinformation on disease prevention and
treatment to end COVID-19-related stigma.
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