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Abstract

Background: Living with a chronic illness entails adaptation, coping and
understanding own life situation. There exist gaps on how individuals
with SLE, as they experience fatigue and its concurrent symptoms, make
sense/process all of these as they live with the condition?

Objectives: To explore the process between fatigue, the presence of
concurrent symptoms and its social-psychological aspects.

Methods: Corbin and Strauss (Straussian) grounded theory (GT) ap-
proach was used in this study. Before this study's conduct, reflexivity
was observed by the authors. In this study, thirteen (N=13) (13 female
aged 19-58) individuals who qualified the inclusion criteria participated
in the study. Three (N=3) additional female participants diagnosed with
SLE validated the findings and suggestions were carried out. Individual
audio-recorded telephone and videoconferencing interviews were con-
ducted between October-December 2021. The data analysis included
open, axial, and selective coding combined with a software program for
gualitative data analysis. After initial purposeful sampling, theoretical
sampling and constant comparative technique were used to further en-
rich the data.

Results: Pain (10/13) was the most frequent symptom that occurred
concurrently with fatigue as reported by participants. Here we report
that based on the findings, process of outlook towards their functioning
was developed among participants as evident in three major categories:
Reliance (justifying the experience), Passiveness (being open and ac-
cepting), and Independence (efforts to gain control) and supported in
nine sub-categories. Outlook on functioning in this study refers to the
individual’s appraisal, interpretation, or general attitude towards their
functioning as they make sense of their condition and various forms of
social interactions. Theoretical assumptions developed include: (1) indi-
vidual outlook buffers the influence of social support to the outcomes,
(2) the nature and source of social support influences the individual out-
look, and (3) outlook on functioning is individualized and context based.

Conclusion: As reported in numerous studies that social support buffers
outcomes however in this grounded theory study, the concept of out-
look which refers to an individual’s critical interpretation of the various
forms of social interactions exists. In other words, social support does
not always buffer antecedents to outcomes but also serves as an ante-
cedent to outlook.

Impact: Further studies to prove the theoretical assumptions should be
conducted and to explore the role of outlook to outcomes. Outlook
should be included when assessing symptom experience.

Keywords: Chronic illness, grounded theory, systemic lupus ery-
thematosus, qualitative, nursing, fatigue



Introduction

Systemic lupus erythematosus (SLE) is
an autoimmune disease which has no cure and
with varying global incidence and prevalence.
Individuals with SLE, given the nature of the
disease, experienced SLE-related fatigue, and
its concurrent symptoms, having issues on
functioning and quality of life. As reported in
various studies, one of the most common
symptoms of SLE imposing limitations and
challenges on individuals and affecting their
quality of life is fatigue. Even individuals with
mild and inactive disease manifest SLE-related
fatigue (Elefante et al., 2020). While fatigue is
negatively associated with all measures of
functioning (Tench et al., 2000) and negatively
influences the quality of life (Elhone et al.,
2007), it is also associated with other symp-
toms such as depression (Azizoddin et al.,
2019), anxiety (Du et al.,, 2018), hysteria
(Omdal et al., 2003), sleep quality (Chiang et
al.,, 2019), stress (Azizoddin et al., 2019) and
pain (Palagini et al., 2014).

Despite this, various studies showed
that social support plays an important role to
coping to the disease experience of individuals
with SLE. For example, healthy social relation-
ships significantly impacted women's ability to
cope with stress and self-manage this disease
(Dunlop-Thomas et al., 2014). A qualitative
study's findings also showed that a greater
potential to remain in employment when mod-
ification of work patterns and support from
colleagues and management were availa-
ble (Booth et al., 2018). Given the influence of
fatigue on quality of life and functioning and
the positive impact of social support on cop-
ing, there exist gaps on how the individual
makes process all of these as they live with the
condition. While investigations describing the
adaptation or coping of individuals with SLE
are important, there remains the question,
what is the process of achieving coping or ad-
aptation?

This article is geared towards under-
standing that process, to promote holistic and
individualized care and to improve the quality
of life of individuals with SLE having concurrent
symptoms and given the nature of their condi-
tion. With enhanced quality of life, mortality

can be mitigated even without new therapies
(Barber et al., 2021). Therefore, our aim is to
explore the process between fatigue and the
presence of concurrent symptoms given its so-
cial-psychological context.

Methods
Study Design

Corbin and Strauss's (2008) version of
the grounded theory approach was used in this
study. While the grounded theory is an induc-
tive, experience-driven method and grounded
in the data field, Strauss and Corbin's grounded
theory method was used because it allows in-
sights from literature review and the use of a
computer software for data analysis and, has a
focused research question (Streubert & Carpen-
ter, 2011). GT was used to understand a less
explored phenomenon and is geared towards
the understanding of a process involving multi-
ple concepts towards the development of an
explanatory representation of the concepts.

Setting and Participants

We recruited participants from an
online lupus support group in the Philippines.
During the initial stage of the recruitment, we
created a temporary study site where prospec-
tive participants could view study-related infor-
mation and interview questions. Aside from
online recruitment, an alternative recruitment
mechanism for admitted individuals with SLE in
a select hospital was in place to recruit addi-
tional participants; however, there were
enough participants recruited online.

The inclusion criteria were as follows:
1) confirmed SLE diagnosis for at least six
months using the SLICC Criteria (Petri et al.,
2012) was used initially as the criteria however
because other components of the SLICC criteria
cannot be ascertained from an online method,
participants disclosure of their clinical diagnosis
became the bases for inclusion; 2) age is 18 and
above; 3) presence of symptoms of fatigue
along with other concurrent symptoms report-
ed subjectively; 4) ability to answer questions;
and 5) agreed to be interviewed. Adults with
SLE were excluded if they had: 1) impairments
with the ability to hear, speak and think; 2) if
they were very sick to be able to answer the



interview questions; 3) if the reason for hospi-
talization was related to surgery or complica-
tions; 4) if they have psychosocial concerns.

Purposeful sampling was used during
the initial phase of the study. After data satu-
ration was achieved, we shifted to theoretical
sampling, which helped in enriching and clari-
fying the categories formulated.

The interview setting is naturalistic,
which means where the participant lives,
works, or is hospitalized. Interviews were
done using audio-recorded videoconferencing
platforms or telephone interviews available to
the participants. Physical limitations and risks
posed by the pandemic necessitate the choice
of interview platforms. The participants set
the time and date of the interview. There
were thirteen participants in the study and
three more who validated the findings. Alt-
hough the generally accepted number of par-
ticipants is 25, we relied on data saturation
and the richness of data. Few published
grounded theory studies used a sample of
eleven (Soanes & Gibson, 2018) and fifteen
(Neill et al., 2013) participants.

Data collection

Individual videoconferencing (N=12)
and telephone (N=1) interviews were con-
ducted between October 2021 and December
2021. A semi-structured interview guide
translated in Filipino was developed by the
principal investigator (JBT) with initially broad
and open questions such as “Tell me about
your experience of fatigue along with other
symptoms?" (translated in English). Data satu-
ration was reached during the interview of
the 7th participant noting the recurrence. All
interviews used the Filipino language. After
each interview, handwritten memos were im-
mediately done and kept in a privately owned
notebook. Audio recordings were transcribed
verbatim. We kept a medical teleconsultation
hotline available for any untoward incidents.
All participants completed the interview with-
out any discomfort and/or severe symptoms.

Data analysis

Data collection and analysis were done simul-
taneously and iteratively following each inter-
view. In the analysis, we used the three-phase
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process of open, axial, and selective coding
(Corbin & Strauss, 2008). We wused the
qualitative software program (MAXQDA-Trial
Version) to aid in organizing, storing, and analyz-
ing data.

In the open coding, the transcripts were
re-read line-by-line to examine what concepts
or patterns were represented in the partici-
pants' accounts of their experiences using an "in
vivo" coding and concept description. All coded
segments were reviewed for accuracy and ap-
propriateness.

In the axial coding, each coded segment
was assigned to a color-coded folder created
based on what abstract concept, construct, or
pattern they may represent. There were eight
grouped coded segments initially. The files were
reviewed for the soundness of the groupings of
the coded segments. Based on this review, nine
grouped coded segments that represent the sub
-categories of the study were created. As the
sub-categories are built grounded in the data,
we reviewed them on their overarching relation-
ships and patterns. Based on this process, three
major categories were identified.

Data saturation was reached at the 7th
participant. To enrich the categories, theoretical
sampling and selective coding were initiated
when the data showed recurrence of the partici-
pants' accounts of their experiences. Then, in-
terviews continued until the thirteenth partici-
pant guided by a focused question.

We followed an interpretive perspective
to identify a core category from the grouped
data. Two questions in doing this guided us: (1)
"What is the deeper understanding that
emerged from the grouped data?" and (2) "How
do people construct social meaning from this
situation?” The core category identified in this
study was the Process of Functioning Outlook
Formation.

Rigor

We ensured trustworthiness following
the four evaluative criteria of Lincoln and Guba
(1985), such as credibility, transferability, de-
pendability, and confirmability. Credibility is pre-
sent in this study because we suspended our
preconceived beliefs and built trust with partici-
pants through informal talks before asking the



interview questions. The findings of this study
may also be transferable because the core cat-
egory, major, and sub-categories are described
sufficiently, understandably, and thickly, allow-
ing its applications to other contexts. The de-
pendability of the findings was achieved by
validating the findings from individuals with
the same characteristics as the study sample
and having interview questions that can cap-
ture the phenomenon of interest. Also, three
invited participants ascertained the findings
and offered suggestions. Finally, the study find-
ings are confirmable because we maintained
transparent methods and procedures and kept
a detailed audit trail. Tables describing the cat-
egories and sub-categories and a figure ex-
plaining the core category are available to aid
in better understanding the study's findings.

Ethical considerations

This study was approved by the Uni-
versity of the Philippines Manila Ethics Review
Board with an approval number 2020-790-01.
Complete confidentiality and anonymity were
maintained by removing all possible identifying
information of the participants from the tran-
scripts and the results. Participants' agreeing
to participate in the interview, setting the time
and platform, and continuing to answer the
interview questions implied consent. Other
details of their rights and scope in participating
in the study were explained prior to each inter-
view.

Table 1
SLE-related fatigue and its concurrent symptom/s

Participant

Fatigue
Code

Results

Socio-demographic characteristics

Thirteen participants aged 19-58 partici-
pated in this grounded theory study. All partici-
pants were female (13/13) and of Filipino eth-
nicity (13/13). The mean age of the participants
was 39.62, married (6/13), currently unem-
ployed (7/13), and with child/children (7/13).
Three additional female participants validated
the findings. The most frequent symptom that
occurred concurrently with fatigue was pain
(10/13), followed by sleep disturbance (2/13),
mood changes (2/13), feeling of being ill/sick,
and loss of appetite (2/13) and sadness (1/13).
Table 1 shows fatigue and its concurrent symp-
toms.

There were 179 coded segments related
to the phenomenon of interest. The core cate-
gory Process of Functioning Outlook Formation
was evident in the nine sub-categories, and
three major categories. The core category repre-
sents an intertwined response on how the out-
look of individuals is developed as they experi-
ence various social interactions. Functioning
outlook as emerged in this study refers to the
individual’s critical appraisal, interpretation, or
general attitude of the various social interac-
tions. Functioning is closely connected to the
experience of multiple symptoms because it
brings various ranges of limitations in activities.
Table 2 shows the core category, major catego-
ries, and sub-categories.

Mood al- Others

terations

Sleep Disturb-  Sadness

ance

1 Fatigue Body pain; Frequent Head-
ache
Fatigue Pain
Fatigue Pain felt on the hands and Mood
stomach changes
4 Fatigue Pain Difficulty falling Mood
asleep changes
5 Fatigue Being ill/sick
6 Fatigue Pain
7 Fatigue Difficulty falling
asleep
8 Fatigue Sadness
9 Fatigue Back pain
10 Fatigue Back pain
11 Fatigue Bone pain Appetite loss
12 Fatigue Pain
13 Fatigue Joint pain




Table 2

Core category, major categories, and sub-categories

Core Category Major
Categories
Process of Functioning Reliance

Outlook Formation

Sub-categories

a. Rumination on past health-related
behaviors
b. Availability of social support

Passiveness

a. Feeling of empathy for the prima-
ry care providers
Navigating social isolation
Unavoidable physical limitations
and environmental barriers

Independence

Q. Symptoms masking
Efforts to strengthen the self
Acquiring mastery of the condi-
tion

d. Refitting activities of daily living

Core category, major categories, and sub-
categories

As seen in Figure 1, three intertwined
components of how an outlook is developed
which include: Reliance (justifying the experi-
ence), Passiveness (being open and accepting),
and Independence (efforts to gain control).
The outlook may influence various outcomes
and it buffers various forms of social interac-
tions.

Figure 1

Outlook Formation Process

Outlook

Independence

Reliance

Passiveness

Reliance

Reliance, which is closely connected to
dependence exists in various forms where par-
ticipants cling, rationalize, justify, or depend on
something relative to their experience shaping
later their functioning outlook. Rumination on
past health-related behaviors is a sub-category
where individuals cling on what could have
caused their present condition, Participant 2 “I
did not neglect myself; | ate on time.” Partici-
pants also put emphasis on the importance of
the Availability of social support because if they
are supported at work or at home, they gain self
-confidence in performing their daily activities,
Participant 10 for example, "Yes, my self-esteem
and confidence in my work, especially when they
ask me ‘What should | do?’ | think | can do some-
thing, that my opinions matter, and that | am
valued. So, it gives me the will to live because
you know you have a value."

Passiveness

Passiveness as a response to helpless-
ness is an attitude of being open and accepting
to social and environmental limitations imposed
by concurrent symptoms and their condition.
Participants became helpless and had a Feeling
of empathy for the primary care providers as
participants witnessed how they care for them
“Participant 3 mentioned, “l pitied my parents
even more because sometimes, they could not
do anything and could not help me with what |
felt. They can only embrace me." Living with the



condition, participants had experienced Navi-
gating with social isolation because symptoms
and physical changes became a deterrent to
quality social interactions and activities Partici-
pant 10, “And because of that, | became anti-
social, because | would rather rest because | still
have worked the next day.” With the experi-
ence of multiple concurrent symptoms, partici-
pants also had Unavoidable physical limitations
and environmental barriers whether it is the
work or at home, for example, “Participant 12
mentioned, "My body is very different from be-
fore. Until now, when | commute in Manila,
where the stairs are high, and you need to go
up and down, | get short of breath. | feel very
tired. | try to catch my breath, adding to the
difficulty of the mask | wear."

Independence

Independence which is closely connect-
ed to self-management refers to the active
efforts to gain control over self. Symptoms
masking was practiced by participants to hide
their state or condition and prevent their family
to worry, Participant 13 “At first, of course, |
was happy because | was with them...| did not
make it obvious that even though my foot hurt,
| pretended that | was okay, we were okay...|
didn't make it obvious.” In attempt to maintain
independence, participants had made Efforts to
strengthen the self, for example, Participant 8
mentioned, "l just accepted the complicated
things. My condition is difficult, but it feels like
okay” while Participant 3 expressed, "I feel
stronger with what | feel. | become more posi-
tive because they still want to care for me even
if they see how bad | feel." By living with the
condition and the presence of multiple concur-
rent symptoms, participants were Acquiring
mastery of the condition, for example Partici-
pant 9 mentioned “Before, | could not control
when | experienced stress; | do not know what
to do but what | do to handle the stress is |
watch a movie." Some Refitting of daily activi-
ties were needed, for example Participant 6
mentioned, "l do not drink anymore. | also slept
early and started an exercise routine. Before, |
do not usually do exercise. | also juiced vegeta-
bles even do | am not used to it."

Discussion

The core category unraveled in this
grounded theory reflects how the individual in-
terprets various forms of social interactions, en-
vironmental barriers, and personal challenges
towards their functioning. This process of out-
look formation is a critical aspect of nursing care
as symptom experience is subjective and individ-
ualized. The process of outlook formation with
three components: Reliance (justifying the expe-
rience), Passiveness (being open and accepting),
and Independence (efforts to gain control) are a
result of various social interactions be it a posi-
tive experience or a negative one. Based on the-
se findings theoretical assumptions were devel-
oped include: (1) individual outlook buffers the
influence of social support to the outcomes, (2)
the nature and source of social support influ-
ences the individual outlook, and (3) outlook on
functioning is individualized and context based.

Various studies have reported on moder-
ating or buffering role of social support to out-
comes. For example, the negative impact of low
resilience on individual mental health was buff-
ered by social support (Li et al., 2021). In addi-
tion, as the value of the perceived social support,
being the moderator variable, changes the nega-
tive life events and levels of depressive symp-
toms also changes (Miloseva et al., 2017). How-
ever, our study showed that as a response to
various forms of social interactions including so-
cial support an outlook towards their functioning
was developed among participants which im-
pacts how they see their functioning.

Various studies have touched on some of
the sub-categories uncovered in this study.
Delmar et al. (2006), in their qualitative study
among individuals with chronic illness have high-
lighted that self-control and self-responsibility
are values significant to daily activities and deci-
sions. They also described that independence
and managing own self is connected to dignity
and respect. Our study showed that participants,
to achieve independence, had masked their
symptoms to prevent their care providers to
worry, strengthened themselves, gained mastery
of their condition and modified their lifestyle.

Furthermore, in another study a wide
range of adaptations have used by adults with



chronic physical illness and disability which in-
clude among others, optimizing performance
and gaining help from others (Gignac et al.,
2000). In our grounded theory study, partici-
pants relied on the availability of social support
and felt empathy towards them. In our study
we considered them not as a form or means of
adaptation but a component in how their out-
look towards their functioning was formed.

One of the dimensions of the Revised
Symptom Management Model (SMM) (Dodd et
al., 2001) is the symptom experience which in-
cludes the aspects of individual perception,
evaluation and response to a symptom and hav-
ing bidirectional relationships with each other.
The symptom experience influencing and inter-
acting with the three domains of nursing
(person, health and illness, and environment)
are also critical in symptom management strat-
egies and outcomes.

Our study showed that participants felt
that there are unavoidable physical limitations
and environmental barriers related to fatigue
and experience of multiple symptoms which is
closely connected to the concept of perception
of symptoms (involves noticing changes in the
feeling and behavior). Also, closely related to
the concept of evaluation of symptoms
(involves evaluating the cause, severity, and
impact on their lives) in the SMM are the sub-
categories (1) rumination on past health-related
behaviors and (2) navigating social isolation.
Lastly, sub-categories such as (1) efforts to
strengthen the self, (2) acquiring mastery of the
condition, (3) refitting activities of daily living,
(4) feeling empathy for the primary care provid-
ers and (5) symptoms masking are sub-
categories closely connected to response to a
symptom (multidimensional response to a
symptom). However, our study showed that the
sub-categories emerged supporting a process
on how an individual develops his/her outlook
towards functioning as they live with the condi-
tion and experienced multiple symptoms.
Limitations of the Study

This study utilized a qualitative ap-
proach which does not aim to explain causation.
The findings are also limited to individuals with
SLE having fatigue and concurrent symptoms.
Since all participants were female, it should also
be limited to the female population having

having unique social roles. The use of videocon-
ferencing and telephone interviews as means to
collect data may also limit the breath of data in-
terpretation because non-verbal cues or body
language cannot be observed fully.

Conclusion

Living with a chronic condition without a
cure entails adaptation, coping and understand-
ing own situation. This grounded theory uncov-
ered that outlook was developed from three
components which include: Reliance, Passive-
ness, and Independence. This finding highlights
the individualized and unique responses to vari-
ous social support. Therefore, nurses must incor-
porate this finding on the timing/frequency,
manner, planning, method, or measure of nurs-
ing interventions provided to individuals with
chronic illness.

Implications

Our research findings shed light on the
process of functioning outlook formation among
individuals with SLE experiencing concurrent
symptoms. Provision of nursing care and evalua-
tion of its effectiveness should always consider
the point of view of the individual. When evalu-
ating concurrent symptoms of individuals with
chronic condition such as SLE, it is also best to
include the social support system, individual’s
perception to their condition and environmental
context. Further studies should be conducted on
the role of individual outlook on patient out-
comes.
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