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Abstract
Long COVID has affected many people in the past two years. Since Long COVID is a chronic
iliness, the symptoms are long-lasting. This can be a disruption in the life of those affected.
Therefore, analyzing how people suffering from Long COVID construct their resilience is vital,
given the lack of research in this regard. Two modes of storytelling, narratives, and letters from
the future, have been used in this thesis to understand comprehensively how people with Long
COVID experience their condition. A qualitative approach, thematic analysis, has been used to
analyze the data. Based on this data analysis, the following main themes regarding resilience
have been constructed from the narratives and future letters: "Maintaining a positive attitude™,
"Decelerate life”, "Acceptance and Adaptability”, "Visualization of the future”, "Connecting to
other people"”, "Perseverance" and "Initiative behavior". These insights could be helpful for
providers of health services to develop individual, holistic, caring plans based on the patient's
unique needs to maintain or improve their resilience and, therefore, the ability to deal with health
problems in a more adaptive way. The thesis makes a small contribution to narrative research as
it analyzes how participants construct resilience not only in their past and present but also in their

future lives.

Keywords: Chronic Illness, Long COVID, Resilience, Qualitative Studies, Thematic

Analysis, Health Care



Introduction

The severe acute respiratory syndrome coronavirus 2 (SARS-CoV-2) was first identified
in Wuhan, China, in December 2019 (Cheng et al., 2020). Since then, the virus has spread rapidly
worldwide and has been declared a pandemic by the World Health Organization (WHO, 2020).
According to Raveendran and colleagues (2021), around 80 % of those affected by COVID-19
have experienced mild to moderate symptoms, and approximately 5 % developed a critical
illness. However, few people who recovered from COVID-19 developed long-lasting symptoms.
In literature, this is referred to as “Long COVID”, “Long Haulers,” or “Post COVID syndrome”
(Raveendran et al., 2021). Interestingly, patients themselves collectively made the persistence of
the COVID-19 symptoms visible during the first months of the pandemic. Callard and Perego
(2021) described how those affected found one another on Twitter, where they exchanged their
experiences. They made their voices heard over social media, printed media, and policy channels
within a few months. Responding to Callard and Perego (2021), who addressed why patients
were that effective in making Long COVID visible and igniting action to improve its care, this
thesis uses narrative inquiry, a field of research that investigates the power of storytelling, to
analyze how individuals with Long COVID construct their resilience through narratives. This is
of great importance as the patient’s perception needs to be incorporated more intensively into the
conceptualization, research, and treatment of the disease (Callard & Perego, 2021). This thesis
gives the participants a voice for articulating the illness experience.

Chronic diseases are long-lasting conditions - mostly three months or more prolonged - or
can even be persistent in their effects (Bernell & Howard, 2016) and typically require continuous
medical attention (CDC, 2021a). In contrast, acute diseases typically have a relatively clear
determinable starting point, develop suddenly, are usually of short duration, and are generally

medically treatable (BZgA, 2022). Since Long COVID symptoms can last weeks (post-acute-



COVID) or even months (chronic-COVID) (Greenhalgh et al., 2020; Raveendran et al., 2021), it
can be seen as a chronic illness. Common Long COVID symptoms include extreme tiredness,
shortness of breath, problems with memory and concentration, chest pain, loss of appetite, the
inability to do routine activities, and mental health issues such as depression, anxiety, post-
traumatic stress disorder, and many more (Carfi et al., 2020). The Centers for Disease Control
and Prevention (CDC) currently defines Long COVID as occurring when someone does not
return to their usual health within four or more weeks after their initial infection. Still, there is no
official diagnosis of Long COVID yet (CDC, 2021b). This thesis, however, includes all people
that see themselves as living with Long COVID. Chronic illness, such as Long COVID, can be a
physical or mental health condition that causes functional restrictions or requires ongoing
monitoring and/or treatment (Buttorff et al., 2017) and display a significant impairment for those
affected on a physical, mental, emotional, social, and occupational level (Megari, 2013).
Therefore, it is important to hear what people affected with the chronic illness Long COVID state
about their chronic illness experiences and give a voice to those affected. It is still unknown who
is at the greatest risk of developing Long COVID. Some research has found a correlation between
the severity of the acute illness and the likelihood of developing Long COVID (Sykes et al.,
2021). Other research has shown that Long COVID was more likely with increased age, body
mass index, and female gender (Sudre et al., 2021). Moreover, there is not yet a single effective
treatment for Long COVID (RIVM, n.d.; Yong, 2021). The newness of the disease and therefore
the low level of information regarding the best healing methods can cause the patient additional
stress. Thus, the diagnosis of Long COVID can be seen as a disruptive life event that
significantly impacts one’s expectations and view of the future. Interestingly though, research has
also shown that some psychological factors, such as hope, optimism, gratitude, and faith, can help

adapt to chronic illnesses (Rybarczyk et al., 2012). Hence, this thesis analyzes how resilience,



which is connected to the above-mentioned positively focused constructs (Cohn et al., 2009;
Tugade & Fredrickson, 2007), is shown in Long COVID patients.

Resilience can be seen as a complex and multidimensional construct and as an essential
concept in learning to adapt to life with a chronic disease. Research suggests that resilience
influences the treatment of various chronic diseases, including, among others, diabetes,
rheumatoid arthritis, and systemic lupus erythematosus (Cal & Santiago, 2013; DeNisco, 2011;
Girtler et al., 2010). More precisely, the protective factors that come with resilience, including
"optimism and positive mood, self-esteem, self-care, independence, social support, and reduced
anxiety," are related to biological processes such as neuroendocrine and immune function. Again,
these factors are associated with a progression of the disease through a higher level of well-being
and response to treatment (Cal et al., 2015). Resilience comes with several benefits. It can, for
instance, give the patient a higher expectation of life and general well-being (Diener & Chan,
2011), positive mental health (Abiola & Udofia, 2011), and positive emotions (Cohn et al., 2009;
Tugade & Fredrickson, 2007). Hence, resilience seems to buffer against mental health problems.
It is, therefore, essential to address resilience in individuals affected with Long COVID, as this
can affect their mental health (Raveendran et al., 2021). As Ungar (2018) has stated, resilience
can be broadly understood as “the capacity of a system to anticipate, adapt, and reorganize itself
under conditions of adversity in ways that promote and sustain its successful functioning (in
human terms, its well-being)" (Ungar, 2003, p. 33). Additionally, resilience can be seen as the
capacity to navigate resources towards well-being, not only individually but also in a collective
capacity, such as the family environment (Ungar, 2010). Some literature defines resilience as a
personality characteristic (Stewart et al., 1997). However, in this thesis, resilience is neither seen
as an individual trait, a static process, nor a quantifiable construct. It is more understood as a

dynamic process, as it is referred to in qualitative research, a “dynamic process through which



people develop a sense of regaining well-being despite all challenges™ (Hassani et al., 2017). It is
seen as an adaptation during or following significant disturbances, such as Long COVID can be.
Here, being resilient means that an individual narrates themselves as adapting to the adverse
conditions in which a chronic illness can result in.

According to Bannink (2012, p.78), "people who cope resiliently, tend to construe events
positively, including objectively challenging events”. Consequently, resilience and positive
psychology are connected. Although studies on how individuals generally suffering from chronic
illnesses construct resilience already exist, there hasn’t been any work published yet, which
investigates this matter, focusing specifically and exclusively on the construction of resilience
when suffering from Long COVID. Taking this into account, it appears to be even more vital and
valuable to precisely do this within this thesis.

As mentioned, to analyze the experiences of individuals with Long COVID, narratives
were investigated. Narratives help us define our identity and social life; to be more precise, as
Murray (2003) stated, "Through narrative, we not only shape the world and ourselves but they are
shaped for us through narrative™. Narratives are unique and significant since people make sense
of their lives through storytelling (Murray, 2003; Wong & Breheny, 2018). Moreover,
storytelling gives insights into how people cope with different situations and how they derive
meaning from their experiences. Constructing meaning after the diagnosis of a chronic illness
goes along with redefining the previous view of life. The expectation towards the current life and
future might change through this disruptive life event that a Long COVID diagnosis can be. For
this thesis, two ways of storytelling have been considered: describing your past and future life.
These two modes of storytelling are essential to understand comprehensively how people with
chronic illness experience their condition. In moments when people are suddenly confronted with

disruptions to their lives, uncertainty might arise. Inviting people with chronic illnesses to tell a



story about their life and future might help improve resilience and guide their current thought and
action (Sools & Mooren, 2012). Therefore, a sense of certainty can be regained since the desired
future's imagination allows us to better understand the current situation and redefine new life
goals. In sum, narratives can help people process a disruption of daily life structures (Ricoeur,
1980) which can be influenced by chronic conditions, such as Long COVID. Moreover,
narratives can help transform illness events and construct a world of illness, reconstruct one’s life
history in the event of a chronic illness, and explain and understand the illness (Hydén, 1997).

To conclude, this thesis aims at investigating how individuals with Long COVID construct
their resilience through narratives. More precisely, through analyzing the meaning of resilience
described by Long COVID patients through narratives, themes of resilience can be identified.
The results generated from this thesis can contribute to a wider research field regarding the
relatively new matter of Long COVID. Moreover, it can raise the awareness for the suffering
patients so that their perception does not fall into oblivion by the sinking COVID-19 numbers at
date (WHO, 2022).

Methods
Design of the Study

The data analyzed in this thesis stems from a Dutch empirical web-based study called
'Hoe mensen met een chronische aandoening verhalen over hun verleden en toekomst' (‘(How
people with chronic health conditions story their past and future lives'). The data used for this
thesis was collected between the 19™ of October 2021 and the 16™ of February 2022 and is an
ongoing study. The data was collected through Qualtrics. The ethical approval was granted by the
Ethics Committee of the Faculty of Behavioural Sciences of the University of Twente (211138).
The survey was spread through different social media platforms such as Facebook or LinkedIn

and various patient organizations. A brief information letter that provided all necessary further



information on the background, the purpose, the eligibility criteria and the survey content, the
benefits but also the possible burdens of participation, the confidentiality, and the information
about the research team was permanently attached. The inclusion criteria for this study were that
the participants see themselves as living with a chronic illness, were proficient in the Dutch
language, had enough technical knowledge to participate in an online survey, and had reached the
minimum age of 18. The participants were then asked to give consent to participate in the survey.
It took approximately 45 minutes to complete the whole survey. Researchers were available via
telephone and email if a participant had questions concerning the study. Withdrawal from
participation without giving a reason was possible at any point of the study. No reimbursements
or incentives for participation were offered. The dataset (N = 98) consists of 78 women and 20
men aged between 24 and 76.

In this study, narratives of people with chronic diseases have been collected. More
explicitly, people with chronic illnesses were first asked to write about their experiences living
with their condition. Using an illness narrative, they were asked to label their story according to
Frank (1998), and afterwards write about their desired future using the method "Letters from the
Future” (Sools, 2020). "Letters from the Future™ is a creative writing exercise where people
imagine traveling into the future and writing a letter from the future to the present. With this
instrument, "the human capacity of imagining the future", and insights into how humans
construct their future selves (Sools et al., 2015) can be explored. Participants can choose to whom
the letters will be written and from which future moment they are writing. Moreover, a
questionnaire that measures mental health (Mental Health Continuum-Short Form in Dutch,
MHC-SF (Keyes et al., 2008), a well-being scale, and general demographic data (age, gender,
occupational situation, living situation, other diagnoses) were included to generate a

comprehensive overview of the sample. Participants were also asked how the illness has affected



their lives; they could choose between "positively"”, "negatively", "both positively and
negatively,” or "hardly not affected”. Participants were also asked about their relationship status
and whether they had a second or third diagnosis.

Data Analysis

To analyze the data and identify the main themes regarding resilience, thematic analysis
(Braun & Clarke, 2012), a common method used in qualitative data analysis, was used. Thematic
analysis is a method of data analysis for understanding experiences, thoughts, or behaviors across
an entire data set (Braun & Clarke, 2012). In this thesis, resilience is seen as a dynamic process
through which people develop a sense of regaining well-being despite all challenges (Hassani et
al., 2017) and an adaptation during or following significant disturbances. Additionally, resilience
IS seen as navigating resources towards well-being. As a flexible analytical approach, thematic
analysis focuses on key themes relevant to the research question of how individuals with Long
COVID construct their resilience through narratives while maintaining an openness to new
constructions in the data. To analyze the data more thoroughly, it was first dissected to be worked
on step by step.

According to the six steps of thematic analysis (Braun & Clarke, 2012), research started
with (1) familiarization with the data. Since this study explicitly focuses on Long COVID
patients, only the participants' narratives, future letters, and diagnoses of people with this
diagnosis were translated from Dutch into English by the author using the translation program
"DeepL". A native Dutch speaker proofread the translations. Afterward, one file was created for
each of those participants, and the data was re-read to get more familiar with it. For the second
step of (2) generating initial codes, all narratives were uploaded into the program "ATLAS.ti"
(Version 22.0.2). Then, all documents were coded on a half-sentence level to multiple sentences

by the researcher, which was the unit of analysis in this thesis; the unit of observation is
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resilience, and the themes are the level of analysis. The narratives and future letters were
analyzed regarding the question on how people describe their experiences on living with Long
COVID. Data relevant to this was coded from meaningful data fragments with descriptive and
interpretative codes, which were modified throughout the analysis (Braun & Clarke, 2012). For
instance, the following quote is considered as meaningful as it contains several codes, shown
through the brackets in the quote, on how “Lieke”, a 54-year-old woman, constructs resilience
while describing her experiences with Long COVID.

I can only call for half an hour on good days. | can't stand stimuli and have
nowhere to go. | take a walk with my dog, mess in the garden, and read a bit [Self-Care].
Luckily, I can still do that [Gratefulness]. On good days. But | am also sick for days and
sometimes weeks in a row. Sometimes because I've done too much. Then all I can do is lie
in bed [Rest]. I feel very limited, I am a shadow of who | once was, and | have lost my
sparkle. Yet I am courageous [Self-Confidence]. The confidence that this phase will one
day lead to something good [Optimism, Hope, Faith].

After coding, the third step of (3) searching for themes was completed by grouping codes
meaningfully into overarching themes regarding the research question, how individuals with
Long COVID construct their resilience. The coded data got reviewed, and similarities were
identified. For (4) reviewing potential themes, codes were reviewed again for each transcript, and
corresponding quotes were checked for applicability to the themes. Two additional rounds of
reviewing codes and themes were completed to make further refinements. These iterative cycles
of coding verification, feedback, and thematic grouping ensured data immersion. To ensure
intercoder reliability, the coding scheme was co-coded by another psychology master's student
from the University of Twente.

Thematic analysis depends on whether one works with a prior research question
(deductive approach) or first creates themes from the material, which can later become research

questions (inductive approach). In this work, a hybrid approach was chosen, i.e., a mixture of
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both techniques (Fereday & Muir-Cochrane, 2006). The first categorization was conducted
inductively. Thus, the analysis was open-ended, and all possible themes found in the material
were categorized. The research questions of this thesis guided the second pass (from step 3), and
from the themes found, those that could provide concrete clues to answer the research questions
were further pursued and coded. Accordingly, this followed a deductive approach.
Description of Data

Since people with all different chronic diseases could participate in the survey, only the 37
participants who self-reported suffering from Long COVID were considered for this thesis. One
participant of these 37 was omitted due to incomplete and unusable responses. The final sample
that this paper is therefore going to analyze (N = 36) narratives, which consist of 31 women (86
%) and 5 men (14 %), in the age range from 25 to 63 (M = 48.75; SD = 10.32). The participants
consider themselves to be a person who is suffering from Long COVID. In total, 17 participants
(47 %) stated that their lives had been only negatively influenced, 17 participants (47 %) said that
their lives had been positively and negatively influenced, and 2 participants (6 %) said that their
lives had been hardly or not at all affected by Long COVID. In total, 23 participants (64 %)
stated that they are married, or in a registered partnership, 8 participants (22 %) stated that they
are single, and 3 participants (8 %) stated that they are divorced. Two participants (6 %) stated
that their relationship status differs from the given answers. Twenty participants (56 %) claimed
they have at least one other diagnosis next to Long COVID, and 16 participants (44 %) do not
have an additional diagnosis.

Results

Based on thematic analysis, | found seven main themes addressing the construction of

resilience by the participants, where they illustrated in their narratives how they adapted to Long

COVID or regained a sense of their well-being (resilience) throughout the course of the disease



12

or illustrated a desire or wish to do so in their future letters. The themes that | found are the

following: "Maintaining a positive attitude”, "Decelerate life”, "Acceptance and Adaptability”,

"Visualization of the future”, "Connecting to other people", "Perseverance,” and "Initiative

behavior" (Table 1).

Table 1: Themes and Codes from Thematic Analysis regarding Resilience.

Themes

Codes Frequency of the Themes

Maintaining a positive attitude

Decelerate life

Acceptance and Adaptability

Visualization of the future

Connecting to other people

Perseverance

Initiative behavior

Optimism, Hope, Faith 96
Gratefulness

Living in the here and now

Finding meaning in helping others

Avoiding stimuli 70
Setting boundaries to restore energy

Rest

Searching for professional support

Acceptance of the illness 65
Adapting to the disruptive life event

Revision of your own self-concept

Growth after the disruptive life event

Making plans for the future 48
Restore normality
Visualizing a new meaningful job

Importance of the family 44
Support, Love, Connectedness
Felt heard and taken seriously

Not giving up after long courses of 38
illness and setbacks

Patience

Self-Confidence to fight illness

Self-Control 23
Taking care of oneself
Starting new activities

Note. Frequencies display the number of occurrences in narratives and future letters.
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Theme 1: Maintaining a Positive Attitude

Participants wrote about the importance of maintaining a positive attitude. As an aspect of
maintaining a positive attitude, optimism, hope, and faith were mentioned. “Julia”, a 51-year-old
woman, described at the end of her narrative, where she wrote in detail how hard the course of
the disease was for her after nine months of ups and downs where she even spent time in the
emergency room, optimistically: "Stay Positive is my life motto, | am currently sticking to it". Her
optimistic life motto seems to help her throughout the nine months of ups and downs that she
experiences with Long COVID. “Staying positive” is commonly described by the participants.
“Lieke”, a 54-year-old woman, described vividly in her narrative: "l feel very limited, | am a
shadow of who I once was, and | have lost my sparkle. Yet | am courageous. The confidence that
this phase will one day lead to something good.”. Lieke maintains her optimistic thinking even
though she is “a shadow of who [she] once was” and even “lost her sparkle”. Furthermore, she
even states how she has the confidence that the phase of Long COVID “will one day lead to
something good”. It seems as if this hopeful thinking helps her adjust to the chronic illness. As
“Thomas”, a 63-year-old man, described, he relapsed three times. Nevertheless, he has hope that
the third time will be the time it will all change for the better:

Looking back on this period of 15 months: | have gone through a rough time, I was on the
verge of collapse in the ICU... | am a true optimist by nature, and that did help me
through.

Thomas has stated how being an optimist has helped him cope with the disrupting life event, as
many other participants described in their narratives and future letters. As seen in his future letter,
he wrote an optimistic thought at the end to probably cheer himself up: "Hang in there, keep your
head up, and know that you can do this". Further, participants seemed to maintain their positive
attitude by writing about being grateful or “thankful for [her] health” (Lotte). “Kim”, a 55-year-

old woman, described her gratefulness after she was in a coma as the following:
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From the moment you opened your eyes you had one goal in mind: to be grateful for your
body that survived the virus. Very grateful also for the nurses and doctors. Grateful for
my husband and children.

And she later explains that she “made it by being grateful for [her] new life ”. Being grateful for
surviving and for the family members was narrated commonly in the narratives and future letters.
Theme 2: Decelerate life

The participants describe throughout their narratives how they try to slow down in their
lives, rest more, cancel visits from friends to restore their energy that can be used for recovery
and avoid stimuli in general. Moreover, some of the participants wrote about their desire or wish
in their letter from the future, how they want to cut back their lives in the future (which is closely
connected to the theme “visualization of the future”).

As a means to decelerate life, avoiding stimuli was mentioned. Julia described in her
narrative how it helped her to avoid stimuli and “plan the day and especially make the rest
moments stimulus-free, so lie in bed, and take recovery time”. It seems that having “stimulus-free
moments” are “especially” helpful for her. Later she described how this helped her with “getting
some grip” on her life. As Isa described, “avoiding messages” has helped her since she gets
“completely overstimulated by the music, the light, my list, other customers, sounds, etc.”.
Avoiding stimuli and, therefore, decelerating life has helped the participants to adapt to the new
life circumstances and increase their sense of well-being. As shown in the future letter from Kim,
she described to herself how rest would help her when dealing with Long COVID:

My goal was to get back on that train as soon as possible. It took quite a while when |
realized that speed would not help me. Rest would. Lots and lots of rest. Dear impatient
you. You made it. By being grateful for new life and rest.

It seems as if to “get back on that train as soon as possible”, here meaning living a healthy life

again, would be manageable through “lots and lots of rest”. As “Fiene”, a 38-year-old woman,
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described vividly, she “stopped all the treatments except for a few more times of occupational
therapy” and “finally choose what all the therapists kept saying but didn't feel any room for:
REST”. She even described how her headaches “decreased from ‘continuous' to ‘regular™
through resting. The extracts illustrate how the participants need rest during their illness and how
this helped them to get better and adjust to the new situation in a more adaptive way.

Many participants described how setting boundaries and saying no to visitors has helped
them to restore their energy and decelerate their life. As “Livina”, a 28-year-old woman, wrote in
her narrative:

I have learned to say no, to choose for myself, and not always be ready for someone else.
I notice that some people are not always there for me. That's why | choose myself. | no
longer put energy into people who weren't there for me now. | desperately need that
energy to get through the day well, and to grab the moments that give me energy!

She even described how she “learned to say no”, “choose herself,” and “no longer put energy
into people who weren't there for her”. It seems as if the illness has taught her to set boundaries
for herself and how this gives her new energy “to get through the day well”. “Lotte”, a 45-year-
old woman, even stated how she “started to pay more attention to [her] limits” to “become less
anxious”. Setting boundaries and paying attention to her limits helped her to regain a sense of her
well-being through becoming less anxious. Listening to oneself and one’s limitations and then
setting boundaries to restore energy has helped the participants deal with Long COVID and
regain a sense of their well-being.

Some participants wrote how professional help helped them with slowing down in life.
Livina wrote about something similar, how she was also going to see a psychologist and how “the
psychologist has helped sort the chaos in the head and link causes/effects. This gave peace and
overview”. Here, the help of the psychologist seemed to help her reduce the chaos in her head,

which can be seen as more calmness and recreation. This seemed to help the participants



16

decelerate their life and restore their energy, which appears helpful for adjusting to the new life
circumstances and regaining a sense of well-being.
Theme 3: Acceptance and Adaptability

In the theme “Acceptance and Adaptability,” the participants wrote about a process of
adapting to what is supposed to be a new phase in their lives, dealing with the processing
(acceptance) of the illness. Here, the participants describe their new stage of life as inevitable,
which should be met with acceptance and adaptation. A forced change on the part of the
participant is described as impossible. Ultimately, some participants learn that they grow by
dealing with the effects of the disease and how they revise their self-concept.

Firstly, acceptance was shown as a means of dealing with Long COVID. Julia described
how acceptance of how Long COVID is now a part of her life and will be a part of her life in the
future and how this even helped her become more aware of making choices that are good for her:

Long Covid is a struggle in your life right now. However, know that that has brought you
to very good decisions in your life. Long Covid will continue to play a role in your life,
but that is precisely why you are more and more aware of making choices that are good
for you. You needed this hard lesson... My message is; accept life as it comes. You cannot
already know what the course of your illness will be. Really a waste of your energy."

She described how acceptance could help not waste the energy to find out how the course of the
iliness might be. If acceptance helps maintain one’s energy, this energy might be better used for
recovery. By saying that Long COVID “has brought her to very good decisions” in her life, she
illustrates how this disruption in her life has led to something positive, which can be seen as
growth. Throughout the narratives, many participants described their illness as a “lesson” that
they “needed” and constructed its influence in terms of, for example, an increase in
consciousness. Advice on how to “accept life as it comes” was not uncommon in the narratives.
“Tjarda”, a 48-year-old woman, described how she was “struggling to recover” for a long time

and how ““after a lot of tears, [she] learned to deal with the limitations”. She stated that she has
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“learned to build a different life and still be able to enjoy [herself] despite the limitations”.
“Dealing with limitations” was commonly described by the participants as a way of accepting the
new life circumstances.

Moreover, adaptation was mentioned as a means of dealing with long COVID. Thomas
described how he made an important decision “as of August 2022, | will no longer work in
education: I will bring my retirement forward about 2 years and enjoy the free time that will be
given to me then”. He adapted his life after falling ill from Long COVID and described how he
would “enjoy his free time” then. He seems to regain his well-being through taking active steps in
his life and adjusting to it. Moreover, participants wrote about how they had to revise their self-
concept.

Furthermore, growth was also mentioned. As the following example shows, Kim
described how the new life circumstances have led to something positive:

My life takes place between the triangle of couch, bed, and a little exercise. And from that
triangle, I watch my husband and four children participate in life. | stand on the sidelines.
It's not always an annoying triangle, by the way. My life has never been more mindful,
simple, and regular. The clock ticks slowly, the dishwasher is no longer an in-between
chore. Having coffee together with my husband can even be called very enjoyable.

Here, the participant described how her life has changed after adapting to it and how something
good evolved through the forced change by the illness. She described her life that she has now as
something positive, even more positive and “more mindful” than it was before. Describing the
new life as “more mindful” in the future letters was not uncommon. Kim described how having
coffee with her husband can “even be called very enjoyable”. This illustrates that having coffee
before with her husband might not have been as enjoyable because her life has not been as
mindful and slow as it is now. She seems to have a higher sense of well-being than she had
before. These experiences can even be seen as more than the dynamic process of adapting and

regaining well-being despite all challenges. The participants seem to adapt to the new life through
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the acceptance of the illness as well as adapting to, for instance, through revising their self-
concept. In some participants, growth can even be an outcome of dealing with Long COVID.
Theme 4: Visualization of the future

The participants wrote about a desired future; some wanted to restore their normality and
others wanted to start a new meaningful job. As a means of visualizing the future, making plans
for the future was mentioned. Thomas wrote in his future letter how he desires to make plans for
“bringing forward his retirement”, which other participants also described in their future letters.

I have made an important decision: as of August 2022, | will no longer work in education:
I will bring my retirement forward about 2 years and enjoy the free time that will be given
to me then. (...) I see my future bright when I no longer have any headaches about
teaching. In any case, I'm going to enjoy it to the fullest: our beautiful apartment, cycling,
shopping, and cooking, having a good time with my husband (name) working on my old
jeans and then wearing them with pride and showing them to the outside world, reading
thrillers when | can, watching detectives idem.".

He seems excited about his future and his new plans. It is the opposite of resignation within the
illness. He is visualizing a bright future and lists many things that bring him joy. This description
of a “bright future” and “enjoying life to the fullest” was not uncommon in the future letters of
the participants. This visualization of the future gives the participants a sense of well-being. As
“Neeltje”, a 62-year-old woman wrote in her letter to the future that she wrote to herself: “I have
my humor, happiness, and my life with fulfiliment. The decision to retire early was a good one,
but also to spend half of those last two years doing something else that gave me energy . Here,
she illustrates the desire to fill her life with something that gives her energy by retiring earlier,
which seems to provide her with a sense of well-being, as she described how she now has
“humor, happiness and life with fulfillment”. Livina described how she wants a more meaningful
job and change something after the Long COVID experience: “l am also thinking about making a

switch in work. I notice that the regularity that I now have is very good for me.” Moreover, she
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even realized how her “current job with irregular shifts has given [her] stomach complaints and
how these complaints “have disappeared since | got home ” after falling ill with Long COVID.
Visualizing a new, more meaningful job gave the participants a sense of well-being.

Other participants did not seem to want to change their future after dealing with Long
COVID; it seems as if they wanted to restore their normality again. As “Saskia”, a 41-year-old
woman, described in her letter to the future how she has the desire to “go back to the way we (she
and her husband) used to be, traveling around with the tent again and doing normal things
again”. Being able to go back to life as it has been before the illness or visualizing this in the
future letters seems to give the participants a sense of well-being despite the challenges that come
with Long COVID. Both aspects, visualizing a more meaningful job and making new plans for
the future as well as restoring the normality seem to be a part of adapting to the new life and
regaining a sense of well-being. This theme is closely connected to acceptance and adaptability,
as it is necessary to accept the new life circumstances to consider an adaptation of one’s life in
the future.

Theme 5: Connecting to other people

In people’s extracts, they write about hopeless times through their need to connect to
others which is problematized by their disease. The importance of family was mentioned. “Tess”,
a 53-year-old woman wrote in her narrative: "My partner is my backup for ideas, solutions, pep
talk, motivation, but is also my guide to the appointments in the hospital, with conversations at
work because | can't remember it yet.". Tess describes her partner as her backup and guide,
which were common metaphors for family members in this theme. Participants did not describe
their partners or family members as being unsupportive. This underlines the idealized impression
management which occurs in this data. Moreover, aspects that can be seen as support, love, and

connectedness (beyond the family) are mentioned often regarding the recovery process. “Isa”, a
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40-year-old woman, has noted how she is “now in contact with fellow sufferers” and how she has
“underestimated how valuable that is”. She writes: “I don't have to explain anything there, | feel
appreciated and not judged”. The support of fellow sufferers seems to be especially helpful when
dealing with Long COVID, as it is commonly mentioned in the participants' narratives. Similarly,
Tjarda claimed in her future letter how it is necessary to go through times like the Long COVID
experience together and show cohesion:

But in the end, we had to do it together, solve it together, get out of that crisis together.
Because everyone was fed up. Commenting, criticizing, and grumbling from the sidelines
is what happened instead of putting our shoulders to the wheel together and biting the
bullet. Support each other, respect each other, be creative, then we all come out stronger
in the end.

Also, in visualizing your own future, connectedness and cohesion are important aspects to “get
out of that crisis together”. On the other hand, some participants wrote about their limits and how
they had to set boundaries with friends or visitors to restore their energy level. These two
different perceptions will be explained in depth in the seventh theme and discussion. Isa wrote in
her letter from the future to her children: “Never forget girls, that you have to take care of
yourself. Now I help other people with this process, and it is so valuable. As far as I'm
concerned”. She gives her children the knowledge to take with them on their way that they “have
to take care of [them]selves” but at the same time that “life is all about connecting people”. It
seems as if a balance of both is important when dealing with Long COVID.

Further, feeling heard and taken seriously was mentioned as a form of connecting to other
people. “Sophie”, a 55-year-old woman, even described in her letter from the future to herself
that “people who feel heard don't have to feel anger and don't have to hunt for "the guilty”. And
this gives peace”. Feeling heard from others is important to participants when dealing with Long
COVID; this helps them feel less anger or even more peaceful. Participants seem to adapt to the

new life and regain a sense of well-being through connecting to other people, receiving support
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and love through their families, partners or friends, and feeling heard and taken seriously by
doctors.
Theme 6: Perseverance

During the rehabilitation process, the participants describe that they encounter obstacles.
Naturally the obstacles set them back in a multitude of ways. However, the participants are
willing to find ways to overcome them. Many participants know that the rehabilitation process
can be long, requiring perseverance and patience. The stories were complex: participants lost
members of their families while being incurably ill themselves. Most of them lost the ability to
work again or exercise. However, many mentioned not giving up after long courses of illness and
setbacks. Lotte wrote about her experience with Long COVID: “I was sick for nine months, and |
was back to square one ”. Even though Lotte had repeated relapses throughout her illness, and
even had to start over after nine months of trying to get better, she kept fighting and trying until
she was able again to “get out of bed about half of the time” after six weeks. Hans, a 62-year-old
man, described vividly how he kept fighting despite repeated relapses: “So, almost one and a half
years after the beginning of my illness. I'm only progressing in very small steps. Like 20 forwards
and 19 backwards ”. But as he continues in his story, he does not give up and “keeps going”.
Juliea wrote in her narrative, "on bad days it feels like a curse... And yet, | don't give up, giving
up is not an option. I am in fact on the right track ”. Here, the endurance can be seen clearly as
she is not giving up, even though the chronic illness feels like a curse to her. The following quote
comes from the participant’s letter from the future, and it shows how perseverance is, in
retrospect, essential for “Hendrikje”, a 39-year-old woman:

It was hard work and a big fight against your long covid syndrome. You had to do a lot,
and it was immensely hard, especially when a heavy depression entered your head. You
went through many therapies, had to endure a lot, and often wanted to give up, but you
persevered, and finally, all your fighting was rewarded.
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The participant illustrates how showing endurance is worth it, even when suffering from Long
COVID and from “a heavy depression” at the same time and fighting and enduring can even be
rewarded in the end.

Furthermore, patience was mentioned as a form of perseverance. Hendrikje wrote how
enduring and having patience is essential in adapting and regaining well-being, which is in the
thesis at hand, defined as resilience. In addition, self-confidence was also mentioned as a form of
perseverance. In their experience with Long COVID, the participants mentioned phrases that
illustrate their self-confidence while enduring the course of the disease. The participants had self-
belief in themselves and in the ability to get better. After describing how hard Long COVID is on
her life, Julia makes powerful statements, for instance, “this won't happen to me, I'm going to
fight, and I'm going faster than anyone thinks!” which seem to help her in enduring during the
Long COVID experience. The participants adapt to the new life and regain a sense of well-being
through persevering and believing in themselves.

Theme 7: Initiative behavior

The participants described initiative behavior in their stories by expressing doing things
that bring them pleasure and by talking about starting new activities. Firstly, as a form of
initiative behavior, the desire for self-control is expressed by the subjects by describing a high
level of activism after being bedridden for a long time due to the disease. They strive to be able to
shape their own lives again rather than just having to follow the course of the disease.

Self-control as initiative behavior was expressed in different ways by the participants.
“Juliea”, a 48-year-old woman, described it as the following:

And from that moment on things are different. From that moment on, | am no longer
sitting next to Covid in the passenger seat driving around recklessly, but I am behind the
wheel myself and the speed goes down, way down.
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She described how gaining back control of her life, and the disease has helped her take the speed
out of the course of the disease, which is helpful with the process of adapting and regaining well-
being. She is “behind the wheel” and takes the initiative to deal with the challenging situation.
Before the extract, she described how she was tired of the uncertainty, the symptoms, and the ups
and downs that came with the disease. In the shown quote, she seems to structure herself and the
uncertainty through being “behind the wheel” and trying to decide by herself what comes next.
This highlights how regaining self-control can be seen as another aspect of taking the initiative to
deal with the disease and participate in life again. “Maaika”, a 25-year-old woman, on the other
hand, described how one of the most important lessons of the period of illness was that her “need
for control is not going to help further in the recovery” and how she “learned to let go”. Both,
taking control as well as letting go can be seen as part of the dynamic process of developing a
sense of regaining well-being and adapting to the adverse conditions that Long COVID can be.

Further, self-care was described as a form of initiative behavior. Lotte described her
experience in the narrative as the following, which illustrates how she positions herself as
someone taking the initiative to participate in life again:

I've learned to watch out for my limits and take good care of myself, so I do that at times
like that. I go to church again and I play the flute again in church, as | used to. Every now
and then I go to the sauna with my husband for a day. Every now and then | meet up with
a friend for an afternoon of shopping.

The participant presents herself as someone who has learned to take care of herself, described as
an act of “watching her limits”. Listing different activities that the participant does ,,again‘ after
having to quit them for a period after falling ill with Long COVID was a common phenomenon
in this theme. Lastly, starting new activities was shown as a form of initiative behavior. Lieke
stated in her narrative, after vividly describing how hard the Long COVID disease was on her,

how she “started volunteering at a market garden” and how this “gave her energy”. Lieke,
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therefore, expresses how taking the initiative and starting new activities seem to help her adapt to
the new life and regain a sense of well-being.

Discussion
Summary and Interpretation of Findings, including Practical Implications

Overall, I found seven themes throughout the narratives, as well as the letters from the
future of the participants.

A theme that occurred often was how the participants maintained a positive attitude and
stayed hopeful during the hard times. This finding of a narrative where an ill person is to be
positive and self-confident in Western society stands in alignment with other research (Couser,
2016). In Western society, being healthy is considered normal and illness refers to a deviation
from that norm (Boorse, 1997), which might explain this clichéd positive and self-confident
narrative. An important aspect of resilience appears not to be the absence of difficult life
experiences but rather the ability to determine a positive perspective within the experiences,
which stands in alignment with earlier studies (Olsson et al., 2003). Optimism, hope, faith, and
gratitude were often mentioned throughout the narratives and future letters. The results | found
stand in alignment with other research: the above-mentioned positive constructs such as hope and
optimism can bring relevant results for general health and physical well-being (Snyder et al.,
1991). Some research claims that positive expectations are considered one of the main
determinants to see whether people will continue to pursue their life objectives when living with
a chronic disease (Hart et al., 2008). The positive psychological factors of hope, optimism,
gratitude, and faith can help adapt to chronic illnesses (Rybarczyk et al., 2012). Therefore, it
makes sense how this theme occurred as often throughout the narratives. As shown in the results
of this thesis, a positive attitude was mentioned many times, also in the sense of cheering oneself.

Thus, it might be necessary for families and nurses to maintain and promote this positive attitude
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of Long COVID patients to increase their resilience. The positive psychological exercise "Three
good things™ might be helpful for this. Humor, sometimes mentioned in the narratives, might be
beneficial as well. Therefore, keeping a positive attitude as a healthcare provider might help the
patients to maintain theirs.

Almost all the participants wrote about was how they decelerate their life after falling ill
with Long COVID. They wrote about avoiding stimuli, resting, and setting boundaries to restore
their energy, which is in alignment with earlier studies (Opsomer et al., 2019). This contrasts with
other qualitative research, where the participants describe physical activity and exercise as
helpful when living with chronic illness (Hunt & Papathomas, 2020). It seems to depend on the
illness and the individual, which way they describe as being helpful. In this thesis, however, one
participant described how she learned that her need for control was not helping her recover and
that learning to let go was one of the most important lessons in her period of illness. This
contrasts with how many other participants described that being in control is helpful for them in
dealing with chronic disease. Resting and letting go seem to be meaningful for the participants to
construct both aspects in this thesis, which aligns with other qualitative chronic illness research
(Lerdal, 1998; Najafi Ghezeljeh & Emami, 2014). The findings in this thesis show how patients
deal with chronic illness differently and how unique individual treatment is crucial for the
patients.

Furthermore, the participants wrote how accepting the new life that is caused by Long
COVID, for instance, through revising their self-concept has helped them to adapt and regain a
sense of well-being. One of the most important dimension of meaning that contributed to
resilience was that of acceptance. Being able to accept a new life chapter of living with a chronic
illness as well as adapting to this are important aspects for the participants and to deal with Long

COVID. Recent research has stated that acceptance and commitment therapy (ACT) helps foster
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resilience in pediatric chronic illness by promoting psychological flexibility (Ernst & Mellon,
2016). By accepting the new reality, adjustments for adaptation can be made. For nurses and
families, this insight might help avoid raising false hope with the course of the disease. If a
patient is young and healthy, not to tell them that they will be better soon but instead to make
sure that for now, the patient accepts the diagnosis and the change in life. Promoting acceptance
of the chronic illness might increase the will to adapt to the new life (Walker et al., 2004). The
findings are in alignment with the findings of Hassani and colleagues (2017), as they have found
in their qualitative analysis of resilience in the elderly with chronic illness following themes:
"accepting life with chronic disease" and "adapting to health problems".

I found in the future letters how the participants visualized their future and how they
either wrote about restoring their normality or finding a new, more meaningful job. This brings
new information to narrative research, as the method of imagining one’s future was first used in
analyzing how people with Long COVID construct their resilience. The participants present plan-
making in their narratives or future letters to give them a sense of well-being and a positive
mindset. Especially in the future letters, the positive visions came clear; the participants wanted
to change their lives for the better or restore their normality. It seems as if this is an individual
and subjective desire that varies between the participants. Health care providers or families could
assist the participant in visualizing their future as this was constructed by the participants in this
thesis in a very positive way.

The theme of connecting to other people and giving and receiving support often occurred
throughout the narratives and future letters. The participants often wrote about how the love and
support of others helped them to keep going. Some people reported that without this, they would
not be able to continue their "journey" with Long COVID. Some research has shown that social

connectedness can be seen as a source as well as a consequence of meaning in life (Stavrova &
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Luhmann, 2015). Moreover, some research has shown that a sense of meaning in life can increase
resilience to stressors (Ostafin & Proulx, 2020). The insights from the thesis at hand on how
Long COVID patients narrate about connectedness and the support of others might help nurses
and families in dealing with the disease. For a healthcare worker, looking out for support for the
patient within their family system or friends is essential. If none of this is applicable, it might be
helpful to suggest support groups for people with chronic illnesses. Then, people can receive the
support and understanding that they might need. Health care workers could additionally focus on
telling patients about the ability to grow from this chronic disease since many fellow sufferers
reported that this is possible in the narratives and future letters and that they now have a more
meaningful life than before falling ill with Long COVID. Therefore, resilience in patients might
be maintained or increased.

Additionally, the participants narrated how perseverance, not giving up after several
relapses through being patient and believing in themselves, has helped them to adapt and regain a
sense of well-being which is seen as resilience in the thesis. The ability to keep going despite
major setbacks, here called perseverance, can be seen as one part of resilience, which aligns with
how Wagnild & Young (1993) define resilience. In this thesis, the participants described how
they kept going despite setbacks or relapses of Long COVID, how this endurance is worth it and
might be rewarded in the end. This reflects the common “warrior metaphor”, a common narrative
in Western society that describes how illness is a war and the individual goes through it fighting
like a soldier (Chin, 2020). This stands in alignment with findings of other research, as they have
found how "being strong™ and "bearing pain™ are essential to maintaining endurance in life with
chronic illness; moreover, living with chronic disease could be seen as "hovering between
suffering and enduring” (Ohman et al., 2003). In the thesis at hand, the aspects were reflected in

the experiences of the Long COVID patients. Having endurance and being persistent are personal
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strengths reported by patients in another qualitative study of people with chronic illnesses
(Kristjansdottir et al., 2018), which aligns with the results found in this thesis. This insight given in
this thesis into how perseverance is mentioned as a prominent theme in the narratives and future
letters can inform families about the importance of promoting the perseverance of those affected.
Moreover, the self-confidence of the patients could be increased through psychologists, as
participants described how having professional help has supported them.

The participants describe how showing initiative behavior through starting new activities
or regaining a sense of control in their lives has helped them to adapt to their new lives and regain
a sense of their well-being. This stands in alignment with another qualitative study on resilience
in chronic illnesses (Opsomer et al., 2019). Keeping the results in mind, it might be necessary for
the families and healthcare providers to foster the initiative behavior of the participant and
increase the sense of control or motivate them to start new activities. As other research has also
stated, promoting the autonomy of the chronically ill patient, is vital for managing the condition
best (Heaton et al., 2015).

Most of the discoveries in this thesis are in alignment with the PERMA-model (Seligman,
2018) of well-being, for instance, having positive emotions (optimism, hope, faith), showing
engagement in activities that give you a higher sense of well-being (initiative behavior), having
positive relationships (connecting to other people), and accomplishment (visualization of one’s
future).

Strengths, Limitations, and Recommendations

One strength of this thesis is that, to my knowledge, this is the first qualitative study that
analyzes how people with Long COVID construct their resilience. Furthermore, it is a small
contribution to chronic illness experiences and narrative studies with the strength that this thesis

at hand does not only look at how participants construct their resilience in their past or present



29

but also how they write about a desire or wish in the future on how to adjust to the illness and
regain a sense of well-being. This thesis used datasets of 36 participants with Long COVID; the
saturation was achieved in that themes were repeated across the sample. Another strength of this
study is that a qualitative method has been used for analyzing resilience. As Ungar (2003) has
stated, qualitative methods are well suited to discovering processes relevant to the lived
experiences of the research participants in resilience.

Additionally, one strength of this thesis is that | coded the transcripts being chronically ill
myself. Therefore, knowing many things about chronic illness already, | believe I can identify
with the topic and reflect especially well on it. This subjectivity and personal reflection are seen
as a resource in reflexive thematic analysis (Braun & Clarke, 2019).

One limitation of this study is that because of the high number of participants with several
chronic illnesses, the results cannot be explicitly attributed to Long COVID. It might be the case
that the participants constructed their resilience differently due to other experiences with other
chronic diseases. Another limitation of this thesis is that the dataset is limited to participants from
the Netherlands, and the results cannot be generalized to other cultures. Mainly since illness
narratives depend on different values of a society, the narratives might look different in other
cultures. As Ungar (2006) has found out, youth that faced similar adversities coped in a great
variation across cultures. For example: Perceived and received support looks different in British
and Spanish students (Goodwin & Plaza, 2000). Moreover, resilience in itself is seen differently
in other cultures. As Ungar (2006) has stated, most resilience research has focused on western
populations and their definitions of healthy functioning. Aspects of healthy functioning, such as
self-efficacy, hopefulness, or attachment, might be relevant globally, but “the relative importance
of each is far from consistent in the literature when cultural variation is taken into account”

(Ungar, 2006, p.222). Future research could therefore gather data regarding the construction of
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resilience in Long COVID patients from different cultures, especially since this chronic illness
affects people around the entire world.

Another limitation is that for the data gathering, writing exercises were needed; therefore,
the participants required some degree of cognitive skills. Future research could use different tools
so that people with less cognitive skills can participate. Moreover, the participants were in
various stages of their chronic illness course, and therefore the mindset of the patients might
differ due to that. Additionally, the severity of the disease was not surveyed. Consequently, it is
unclear whether resilience was found more in people with more severe disease courses or the
opposite. Future research could elaborate on this issue. One other limitation is that the dataset
consisted of 80 % women; therefore, the experiences of men are underrepresented in this thesis;
however, since women are twice as likely to develop Long COVID as men (CDCb, 2021), the
underrepresentation of men in the data is not that high. Nevertheless, future research could
include more experiences of men living with Long COVID.

The data was coded, and the themes were identified by one person; multiple perspectives
from various people with different expertise could not be provided. Future research could involve
several individuals with themes being developed using discussions with other researchers, a panel
of experts, or the participants themselves.

Conclusion

Examining the personal experiences of Long COVID patients is currently of great
importance. The high level of impairment of those affected is alarming; thus, research should
focus on what is buffering against the high impairment and what those being affected see as
helpful for their resilience. Understanding how people with Long COVID construct their
resilience, which was examined in this thesis, helps with that. Therefore, this thesis makes a small

but valuable contribution to the field of narrative research in chronically ill people by analyzing



31

not only the past or present experience of people with chronic illness but also the desires and
wishes expressed in the future letters. For the first time, narratives of Long COVID patients
regarding resilience were analyzed. Moreover, this thesis amplifies previous findings on
resilience in people living with a chronic illness. The importance of nurses and families in the
role of resilience in chronically ill people should not be underestimated. Therefore, the practical
implications might help the surrounding of those being affected to adjust to their chronic illness
in a more adaptive way and regain a sense of their well-being. Health care providers and families
could profit from the results gained in this thesis to develop, for instance, holistic caring plans for
Long COVID patients as supporting patients in mobilizing their strengths is essential in providing
empowering, person-centered care for people with chronic illnesses. Moreover, this thesis gives a
voice to Long COVID patients and a better understanding of the chronic illness to others, which
is vital given the fact that the patient’s perspective needs to be more incorporated into the
research of this chronic illness. Moreover, this thesis can raise the awareness for the suffering
patients so that their perception does not fall into oblivion by the sinking COVID-19 numbers at

date.



32

References
Abiola, T. & Udofia, O. (2011). Psychometric assessment of the Wagnild and Young's resilience
scale in Kano, Nigeria. BMC Research Notes, 4(1), 1-5.

https://doi.org/10.1186/1756-0500-4-509

Bannink, F. (2012). Practicing Positive CBT: From Reducing Distress to Building Success
(1st ed.). Wiley-Blackwell.
Bernell, S. & Howard, S. W. (2016). Use your words carefully: What is a chronic disease?

Frontiers in public health, 4, 159. https://doi.org/10.3389/fpubh.2016.00159

Boorse, C. (1997). A rebuttal on health. In J.M. Humber & R.F. Almeder (Eds.), What is disease?
(pp.1-134). Humana Press. https://doi.org/10.1007/978-1-59259-451-1 1

Braun, V. & Clarke, V. (2012). Thematic analysis. In H. Cooper, P. M. Camic, D. L. Long, A. T.
Panter, D. Rindskopf, & K. J. Sher (Eds.), APA handbook of research methods in
psychology, Vol. 2. Research designs: Quantitative, qualitative, neuropsychological, and
biological (pp. 57—71). American Psychological Association.

https://doi.org/10.1037/13620-004

Braun, V., & Clarke, V. (2019). Reflecting on reflexive thematic analysis. Qualitative research in
sport, exercise, and health, 11(4), 589-597.

https://doi.org/10.1080/2159676X.2019.1628806

Buttorff, C., Ruder, T. & Bauman, M. (2017). Multiple Chronic Conditions in the United
States. Rand
BZgA, Bundeszentrale fur gesundheitliche Aufklarung. (2022). Krankheit.

https://leitbeqgriffe.bzga.de/alphabetisches-verzeichnis/krankheit/

Cal, S. F. & Santiago, M. B. (2013). Resilience in systemic lupus erythematosus. Psychology,

Health, and Medicine, 18, 558-563. https://doi.org/10.1080/13548506.2013.764457



https://doi.org/10.1186/1756-0500-4-509
https://doi.org/10.3389/fpubh.2016.00159
https://doi.org/10.1037/13620-004
https://doi.org/10.1080/2159676X.2019.1628806
https://leitbegriffe.bzga.de/alphabetisches-verzeichnis/krankheit/
https://doi.org/10.1080/13548506.2013.764457

33

Cal, S. F., S, L. R. D, Glustak, M. E. & Santiago, M. B. (2015). Resilience in chronic diseases:
a systematic review. Cogent Psychology, 2 (1), 1024928.

https://doi.org/10.1080/23311908.2015.1024928

Callard, F. & Perego, E. (2021). How and why patients made Long Covid. Social science &

medicine, 268, 113426. https://doi.org/10.1016/j.socscimed.2020.113426

Carfi, A., Bernabei, R. & Landi, F. (2020). Persistent symptoms in patients after acute COVID-

19. Jama, 324(6), 603-605. https://doi:10.1001/jama.2020.12603

CDC, Center for Diseases Control and Prevention. (2021a). About chronic diseases.

https://www.cdc.gov/chronicdisease/about/index.htm

CDC, Center for Diseases Control and Prevention. (2021b). Post-COVID Conditions: Overview

for Healthcare Providers. https://www.cdc.gov/coronavirus/2019-ncov/hcp/clinical-

care/post-covid-conditions.html

Cheng, S. C., Chang, Y. C., Chiang, Y. L. F., Chien, Y. C., Cheng, M., Yang, C. H., ... &
Hsu, Y. N. (2020). First case of Coronavirus Disease 2019 (COVID-19) pneumonia in
Taiwan. Journal of the Formosan Medical Association, 119(3), 747-751.

https://doi.org/10.1016/j.jfma.2020.02.007

Chin, N. (2020). Engaging with the cancer warrior metaphor: How language polices
interaction. Drake Undergraduate Social Science Journal,(60), 1-25.

Cohn, M. A., Fredrickson, B. L., Brown, S. L., Mikels, J. A. & Conway, A. M. (2009).
Happiness unpacked: positive emotions increase life satisfaction by building

resilience. Emotion, 9(3), 361. https://psycnet.apa.org/doi/10.1037/a0015952

Couser, G. T. (2016). Body language: IlIness, disability, and life writing. Life Writing, 13(1), 3-

10. https://doi.org/10.1080/14484528.2016.1132376



https://doi.org/10.1080/23311908.2015.1024928
https://doi.org/10.1016/j.socscimed.2020.113426
https://doi:10.1001/jama.2020.12603
https://www.cdc.gov/coronavirus/2019-ncov/hcp/clinical-%09care/post-covid-conditions.html
https://www.cdc.gov/coronavirus/2019-ncov/hcp/clinical-%09care/post-covid-conditions.html
https://doi.org/10.1016/j.jfma.2020.02.007
https://psycnet.apa.org/doi/10.1037/a0015952
https://doi.org/10.1080/14484528.2016.1132376

34

DeNisco, S. (2011). Exploring the relationship between resilience and diabetes outcomes in
African Americans. Journal of the American Academy of Nurse Practitioners, 23,

602-610. https://doi.org/10.1111/].1745-7599.2011.00648.x

Diener, E. & Chan, M. Y. (2011). Happy people live longer: Subjective well-being contributes to
health and longevity. Applied Psychology: Health and Well-Being, 3(1), 1-43.

https://doi.org/10.1111/].1758-0854.2010.01045.

Ernst, M. M. & Mellon, M. W. (2016). Acceptance and Commitment Therapy (ACT) to Foster
Resilience in Pediatric Chronic lliness. In: DeMichelis, C., Ferrari, M. (eds) Child and
Adolescent Resilience Within Medical Contexts. Springer, Cham.

https://doi.org/10.1007/978-3-319-32223-0 11

Fereday, J. & Muir-Cochrane, E. (2006). Demonstrating rigor using thematic analysis: A hybrid
approach of inductive and deductive coding and theme development. International
Journal of Qualitative Methods, 5(1), 80-92.

http://journals.sagepub.com/doi/pdf/10.1177/160940690600500107

Frank, A. W. (1998). Just Listening: Narrative and Deep IlIness, 16, 21-40.

https://doi.org/10.1037/h0089849

Girtler, N. C. E. F., Casari, E. F. & Brugnolo, A. et al. (2010). Italian validation of the Wagnild
and Young Resilience Scale: a perspective to rheumatic diseases. Clinical &
Experimental Rheumatology, 28(5), 669.

Goodwin, R. & Plaza, S. (2000). Perceived and received social support in two cultures:
Collectivism and support among British and Spanish students. Journal of Social and

Personal Relationships, 17(2), 282-291. https://doi.org/10.1177/0265407500172007

Greenhalgh, T., Knight, M., Buxton, M. & Husain, L. (2020). Management of post-acute

covid-19 in primary care. bmj, 370. https://doi.org/10.1136/bmj.m3026



https://doi.org/10.1111/j.1745-7599.2011.00648.x
https://doi.org/10.1111/j.1758-0854.2010.01045
https://doi.org/10.1007/978-3-319-32223-0_11
http://journals.sagepub.com/doi/pdf/10.1177/160940690600500107
https://doi.org/10.1037/h0089849
https://doi.org/10.1177/0265407500172007
https://doi.org/10.1136/bmj.m3026

35

Hart, S. L., Vella, L. & Mohr, D. C. (2008). Relationships among depressive symptoms, benefit-
finding, optimism, and positive affect in multiple sclerosis patients after psychotherapy
for depression. Health Psychology. 27, 230-238.

https://doi.org/10.1037/0278-6133.27.2.230

Hassani, P., Izadi-Avanji, F. S., Rakhshan, M. & Majd, H. A. (2017). A phenomenological study on
resilience of the elderly suffering from chronic disease: a qualitative study. Psychology

research and behavior management, 10, 59. https://doi.org/10.2147/PRBM.S121336

Heaton, J., Réisénen, U. & Salinas, M. (2016). ‘Rule your condition, don't let it rule you’: young
adults’ sense of mastery in their accounts of growing up with a chronic illness. Sociology of

health & illness, 38(1), 3-20. https://doi.org/10.1111/1467-9566.12298

Hunt, E. R. & Papathomas, A. (2020). Being physically active through chronic illness: life
experiences of people with arthritis. Qualitative Research in Sport, Exercise and Health, 12(2),

242-255. https://doi.org/10.1080/2159676X.2019.1601637

Hydén, L. C. (1997). lliness and narrative. Sociology of health & illness, 19(1), 48-69.

https://doi.org/10.1111/j.1467-9566.1997.tb00015.x

Keyes, C. L. M., Wissing, M., Potgieter, J. P., Temane, M., Kruger, A. & van Rooy, S. (2008).
Evaluation of the mental health continuum-short form (MHC-SF) in setswana-speaking
south africans. Clinical Psychology and Psychotherapy, 15(3), 181-192.

https://doi.org/10.1002/cpp.572

Kristjansdottir, O. B., Stenberg, U., Mirkovic, J., Krogseth, T., Ljosa, T. M., Stange, K. C. & Ruland,
C. M. (2018). Personal strengths reported by people with chronic illness: A qualitative

study. Health Expectations, 21(4), 787-795. https://doi.org/10.1111/hex.12674



https://doi.org/10.1037/0278-6133.27.2.230
https://doi.org/10.2147/PRBM.S121336
https://doi.org/10.1111/1467-9566.12298
https://doi.org/10.1080/2159676X.2019.1601637
https://doi.org/10.1111/j.1467-9566.1997.tb00015
https://doi.org/10.1002/cpp.572
https://doi.org/10.1111/hex.12674

36

Lerdal, A. (1998). A concept analysis of energy: Its meaning in the lives of three individuals with
chronic illness. Scandinavian journal of caring sciences, 12(1), 3-10.

https://doi.org/10.1111/j.1471-6712.1998.tb00468.xX

Megari, K. (2013). Quality of life in chronic disease patients. Health psychology research, 1(3).

https://doi.org/10.4081/hpr.2013.e27

Murray, M. (2003). Narrative psychology and narrative analysis. In P. M. Camic, J. E. Rhodes &
L. Yardley (Eds.), Qualitative research in psychology: Expanding perspectives in
methodology and design (pp. 95-112). American Psychological Association.

https://doi.org/10.1037/10595-006

Najafi Ghezeljeh, T., & Emami, A. (2014). Strategies for recreating normal life: Iranian coronary
heart disease patients' perspectives on coping strategies. Journal of clinical

nursing, 23(15-16), 2151-2161. https://doi.org/10.1111/jocn.12428

Ohman, M., Séderberg, S. & Lundman, B. (2003). Hovering between suffering and enduring:
The meaning of living with serious chronic illness. Qualitative health research, 13(4),

528-542. https://doi.org/10.1177%2F1049732302250720

Olsson, C. A, Bond, L., Johnson, M. W., Forer, D. L., Boyce, M. F. & Sawyer, S. M. (2003).
Adolescent chronic illness: a qualitative study of psychosocial adjustment, Annals of the
Academy of Medicine Singapore, vol. 32, no. 1, pp. 43-50.

Opsomer, S., Pype, P., Lauwerier, E. & De Lepeleire, J. (2019). Resilience in middle-aged
partners of patients diagnosed with incurable cancer: A thematic analysis. PLoS ONE,

14(8), 222. https://doi.org/10.1371/journal. pone.0221096

Ostafin, B. D. & Proulx, T. (2020). Meaning in life and resilience to stressors. Anxiety, Stress, &

Coping, 33(6), 603-622. https://doi.org/10.1080/10615806.2020.1800655



https://doi.org/10.1111/j.1471-6712.1998.tb00468.x
https://doi.org/10.4081/hpr.2013.e27
https://doi.org/10.1037/10595-006
https://doi.org/10.1111/jocn.12428
https://doi.org/10.1177%2F1049732302250720
https://doi.org/10.1371/journal.%20pone.0221096
https://doi.org/10.1080/10615806.2020.1800655

37

Raveendran, A. V., Jayadevan, R. & Sashidharan, S. (2021). Long COVID: an overview.
Diabetes & Metabolic Syndrome: Clinical Research & Reviews, 15(3), 869-875.

https://doi.org/10.1016/j.dsx.2021.04.007

Ricoeur, P. (1980). Narrative time. Critical Inquiry, 7(1), 169-190.

https://doi.org/10.1086/448093

RIVM, National Institute for Public Health and Environment. (n.d.). Long COVID.

https://www.rivm.nl/en/coronavirus-covid-19/long-covid

Rybarczyk, B., Emery, E. E., Guequierre, L. L., Shamaskin, A. & Behel, J. (2012). The role of
resilience in chronic illness and disability in older adults. Annual review of gerontology

and geriatrics, 32, 173-187. https://doi.org/10.1891/0198-8794.32.173

Seligman, M. (2018). PERMA and the building blocks of well-being. The journal of positive

psychology, 13(4), 333-335. https://doi.org/10.1080/17439760.2018.1437466

Snyder, C. R., Harris, C., Anderson, J. R, Holleran, S. A., Irving, L. M., Sigmon, S. T. &
Harney, P. (1991). The will and the ways: development and validation of an individual-
differences measure of hope. Journal of personality and social psychology, 60(4), 570.

https://doi.org/10.1037/0022-3514.60.4.570

Sools, A. M., Tromp, T. & Mooren, J. H. (2015). Mapping letters from the future: Exploring
narrative processes of imagining the future. Journal of health psychology, 20(3), 350-

364. https://doi.org/10.1177%2F1359105314566607

Sools, A.M. & Mooren, J. H. (2012). Towards Narrative Futuring in Psychology. Graduate
Journal of Social Science, 9(2), 206.

Sools, A. (2020). Back from the future: A narrative approach to study the imagination of
personal futures. International Journal of Social Research Methodology, 23(4), 451-

465. https://doi.org/10.1080/13645579.2020.1719617



https://doi.org/10.1016/j.dsx.2021.04.007
https://doi.org/10.1086/448093
https://www.rivm.nl/en/coronavirus-covid-19/long-covid
https://doi.org/10.1891/0198-8794.32.173
https://doi.org/10.1080/17439760.2018.1437466
https://doi.org/10.1037/0022-3514.60.4.570
https://doi.org/10.1177%2F1359105314566607
https://doi.org/10.1080/13645579.2020.1719617

38

Stavrova, O. & Luhmann, M. (2015). Social connectedness as a source and consequence of
meaning in life. The Journal of Positive Psychology, 11(5), 470-479.

https://doi.org/10.1080/17439760.2015.1117127

Stewart, M., Reid, G. & Mangham, C. (1997). Fostering children’s resilience. Journal of

Pediatric Nursing, 12(1), 21-31. https://doi.org/10.1016/S0882-5963(97)80018-8

Sudre, C. H., Murray, B., Varsavsky, T., Graham, M. S., Penfold, R. S., Bowyer, R. C. &
Steves, C. J. (2021). Attributes and predictors of long COVID. Nature medicine, 27(4),

626-631. https://doi.org/10.1038/s41591-021-01292

Sykes, D. L., Holdsworth, L., Jawad, N., Gunasekera, P., Morice, A. H. & Crooks, M. G.
(2021). Post-COVID-19 symptom burden: what is long-COVID and how should we

manage it? Lung, 199(2), 113-119. https://doi.org/10.1007/s00408-021-00423-z

Tugade, M. M. & Fredrickson, B. L. (2007). Regulation of positive emotions: Emotion regulation
strategies that promote resilience. Journal of happiness studies, 8(3), 311-333.

https://doi.org/10.1007/s10902-006-9015-4

Ungar, M. (2003). Qualitative contributions to resilience research. Qualitative social work, 2

(1), 85-102. https://doi.org/10.1177%2F1473325003002001123

Ungar, M. (2006). Resilience across Cultures. The British Journal of Social Work, VVolume 38,

Issue 2, February 2008, Pages 218-235, https://doi.org/10.1093/bjsw/bcl343

Ungar, M. (2010). What is resilience across cultures and contexts? Advances to the theory of
positive development among individuals and families under stress. Journal of family

psychotherapy, 21(1), 1-16. https://doi.org/10.1080/08975351003618494

Ungar, M. (2018). Systemic resilience: principles and processes for a science of change in
contexts of adversity. Ecology and Society 23 (4):34.

https://doi.org/10.5751/ES-10385-230434



https://doi.org/10.1080/17439760.2015.1117127
https://doi.org/10.1016/S0882-5963(97)80018-8
https://doi.org/10.1038/s41591-021-01292
https://doi.org/10.1007/s00408-021-00423-z
https://doi.org/10.1007/s10902-006-9015-4
https://doi.org/10.1177%2F1473325003002001123
https://doi.org/10.1093/bjsw/bcl343
https://doi.org/10.1080/08975351003618494
https://doi.org/10.5751/ES-10385-230434

39

Wagpnild, G. M. & Young, H. M. (1993). Development and psychometric. Journal of nursing
measurement, 1(2), 165-17847.

Walker, J. G., Jackson, H. J. & Littlejohn, G. O. (2004). Models of adjustment to chronic illness:
Using the example of rheumatoid arthritis. Clinical psychology review, 24(4), 461-488.

https://doi.org/10.1016/j.cpr.2004.03.001

WHO, World Health Organization. (2020). Director-General’s opening remarks at the media

briefing on COVID-19. https://www.who.int/director-general/speeches/detail/who-

director-general-s-opening-remarks-at-the-who-press-conference-30-march-2022

WHO, World Health Organization. (2022). WHO Coronavirus (COVID-19) Dashboard.

https://covid19.who.int

Wong, G. & Breheny, M. (2018) Narrative analysis in health psychology: a guide for analysis.
Health Psychology and Behavioral Medicine, 6, 245-261.

https://doi.org/10.1080/21642850.2018.1515017

Yong, S. J. (2021). Long COVID or post-COVID-19 syndrome: putative pathophysiology, risk
factors, and treatments. Infectious diseases, 53(10), 737-754.

https://doi.org/10.1080/23744235.2021.1924397



https://doi.org/10.1016/j.cpr.2004.03.001
https://www.who.int/director-general/speeches/detail/who-%09director-general-s-opening-remarks-at-the-who-press-conference-30-march-2022
https://www.who.int/director-general/speeches/detail/who-%09director-general-s-opening-remarks-at-the-who-press-conference-30-march-2022
https://covid19.who.int/
https://doi.org/10.1080/21642850.2018.1515017
https://doi.org/10.1080/23744235.2021.1924397

