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Background: Systemic lupus erythematosus (SLE) is a multisystem autoimmune disease that often leads
to situations of harm to the mother-fetus binomial. Given the potential for complications and morbidities
in these pregnant women, it is essential that a multidisciplinary team be involved in pregnancy planning,
as well as monitoring the course of the pregnancy and the postpartum period. Owing to the imminent
risks of disease worsening along with consequent disabilities, these women may experience psychological
and psychosocial impacts conflicting with the psychological demands of pregnancy.

Objective: To understand the meanings attributed to pregnancy by women with SLE.

Design: A qualitative design with face-to-face interview following a semi-structured script of open-ended
questions.

Setting: A specialized outpatient clinic where during prenatal care, women with stable disease undergo
scheduled appointments.

Participants: The sample was intentionally composed of women visiting a specialized outpatient clinic
from July 2017 to July 2018. The participants (N = 26) were interviewed in depth, with no refusal. The-
matic analysis according to the 7 steps of qualitative analysis was conducted using NVivo 11.

Findings: Four categories were identified: (1) unplanned pregnancy and nonuse of contraception, (2)
feeling healthy despite a doctor’s warning of the disease worsening because of pregnancy, (3) joy coupled
with fear of the future and pregnancy, and (4) self-perception and straight perception.

Conclusions: The experiences of pregnant women with SLE are permeated by ambiguous feelings. These
women feel healthy because they can bear a child despite the chronic disease diagnosis and, at the same
time, experience fear and insecurity owing to the imminent possibility of disease-related disabilities and
limitations. They especially wish to experience motherhood, and they strive for safety and support.

Implications for practice: Health teams must be structured to welcome and advise these women in plan-
ning relationships and pregnancy, as well as choosing the best contraceptive methods and making opti-
mal reproductive decisions. The development of strategies to deal with changes in the perinatal period
may be helpful, as these women are willing to take care of themselves.

© 2020 Elsevier Ltd. All rights reserved.
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Introduction

Systemic lupus erythematosus (SLE) is a multisystem autoim-
mune disease that can affect the skin, joints, kidneys, heart, lungs,
and serous membranes, among others, with a prevalence of 40 to
200 cases per 100,000 individuals and a female to male incidence
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ratio of 9:1 (Borella et al., 2014; Pastore et al., 2018; Petri et al.,
2012; Fortuna & Brennan, 2013). Owing to its high prevalence
among women of childbearing age (15-45 years), amid pregnant
women, the SLE incidence ranges from 1:660 to 1:2.952 and the
condition is associated with an increased risk of maternal and fe-
tal complications (Lateef & Petri, 2017; Shaikh, Jordan, & D'Cruz,
2017).

Many common conditions, including hypertension, nephropa-
thy, and the presence of autoantibodies, can affect the maternal-
fetal binomial (Lateef & Petri, 2017; Shaikh et al., 2017). As results,
situations such as preterm birth, cesarean delivery, and preeclamp-
sia have been reported (Harris, Eudy, & Clowse, 2019) Despite ad-
vances in clinical follow-up, the fetal prognosis may still be im-
paired by common situations such as miscarriage, growth restric-
tion, and prematurity as well as increased maternal mortality rates
(Buyon et al., 2015; Pastore et al., 2018)

In such scenarios, challenges exist both related to the manage-
ment of the disease and pregnancy and in making the distinction
between expected physiological changes and manifestations of the
disease (Harris et al., 2019).

The ideal time for pregnancy in a woman affected by SLE is
when the disease has been in remission for at least six months,
when the medication regimen is compatible with pregnancy, and
in the absence of disabilities such as heart or pulmonary failure;
therefore, it is strongly advised that pregnancy be planned for in
advance (Andreoli et al., 2017; Borella et al., 2014; Pastore et al.,
2019). Given the potential complications and morbidities that may
present in pregnant women with the abovementioned conditions,
it is essential to follow the pregnancy and puerperium manage-
ment plan formulated by the multidisciplinary team in question
(Knight & Nelson-Piercy, 2017; Surita et al., 2007).

In addition, there are major physical, psychic, and emo-
tional transformations inherent in the pregnancy process
(Bjelica, Cetkovic, Trninic-Pjevic, & Mladenovic-Segedi, 2018).
Usually, women'’s expectations revolve around bearing a healthy
child and beginning the experience of motherhood.

Throughout pregnancy, psychic movements cause a transforma-
tion, priming the woman to welcome her child; thus, her iden-
tity as a mother is built on past experiences gained to this point
(Falcone et al., 2005). In the context of SLE, with the imminent
risk of a worsening condition and the onset of disabilities, women
may experience unique psychological and psychosocial impacts
(Neri et al., 2004; Tingstrom et al., 2010), conflicting with the psy-
chological demands of pregnancy.

In such a situation, how women perceive the disparity between
the promise of a new life and the threat of more severe SLE? In an
attempt to answer this question, this study aims to understand the
meanings attributed to pregnancy by pregnant women with SLE
during prenatal care.

Methods
Study design

The study design used was based on the qualitative method
(Turato, 2011; Fontanella, Campos & Turato, 2006) which is con-
structed via three pillars: (1) a clinical attitude that values listening
and contact between the health care professional and patient; (2)
an existentialist attitude that values the problems experienced
by a participant; (3) and a psychoanalytic attitude that accepts the
existence of the unconscious psychic instance that lies between the
lines of the discourses and the behavior of the participants.

Research setting

The study setting was a single specialized outpatient clinic
where, during prenatal care, women with stable disease undergo

scheduled appointments. On a weekly basis, about 40 pregnant
women diagnosed with high blood pressure, sickle cell anemia,
cancer, and autoimmune diseases are treated at this clinic, and the
average annual number of pregnant women patients treated with
SLE is 25.

Sampling

The selection of participants was intentional. All women had in
common the experience of pregnancy and SLE diagnosis and were
under care at the clinic in question. All participants were in the
third trimester of pregnancy, near 30 weeks of gestation. Finally, all
women visiting the clinic from July 2017 to July 2018 were invited
to participate and all those who were invited agreed to be part of
the present study.

Approaching the participants

The first author (L. R.) established the field setting between
November 2016 and July 2017. Study data were collected via 1 in-
terview with each participant. Prior to each interview, a rapport
was established by creating an atmosphere of empathy, trust, and
responsiveness. Participants were provided with an explanation of
the research topic, study aims, and rights of the parties involved,
with sociodemographic data were collected thereafter. Written per-
mission to use a tape recorder was sought.

Subsequently, the first author (L. R.) conducted the interviews
using a semi-structured script with six open-ended questions de-
signed to explore the following themes: feelings about being an
SLE carrier, experience with carrying this disease while being preg-
nant, pregnancy monitoring, sexual behaviors after finding out
about the illness and pregnancy, and daily life.

The question script was created to guide the interviewer dur-
ing the data collection process but was flexible to account for
the interviewee’s speech flow, with no need to ask the questions
in a certain sequence. Behavioral and intervening aspects were
recorded in a field diary.

The interviews took place on the same day that the patients
underwent prenatal consultations and were held in a private room
previously prepared to receive each participant after acceptance.
This room had two chairs facing each other (interviewee and inter-
viewer) without tables or clipboards or any materials that would
distance the two people or indicate any power.

Data analysis and validation

Following data collection, seven steps of content analysis (Faria-
Schiitzer, et al., 2018) were performed. These were:

1 Text editing for transcription of the recorded interviews and
field diary notes organized by the first author (L.R.); the inter-
views were transcribed verbatim by the first author (L.R.) and
later had grammar corrected grammar to facilitate the reader’s
understanding

2 Listening to and re-reading of the material by two independent
authors (L. R. and F. G. S.)

3 Documenting impressions of the re-reading by registering
emerging and meaningful themes in the right margin of the
transcribed text

4 Organizing all generated content under categories and subcate-
gories to identify patterns of meaningful units and main fea-
tures of the text, carried out while taking into account the
relevance implicit in each interview as well as the frequency
(Bardin, 2011; Berelson, 1984) of the appearance of a theme

5 Debating disagreements that arose between the two authors (L.
R. and E G. S.) with the other authors until a consensus was
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reached (V.L.PA.), followed by presentations in research groups
and congresses to attain validation of the material

6 Establishment of categories based on the authors’ interpretation
and discussions

7 Data validation by peers (all authors) and members of the re-
search group

Here, NVivo 11 (QSR International, Melbourne, Australia) was
used for material organization beginning with the first step. The
COREQ checklist (Tong et al., 2007) was used to promote good
qualitative rigor of the study.

Ethical aspects

This study complies with National Health Council Resolu-
tion No. 466 (Brazil, 2012) on health research with human be-
ings. It was authorized by the local ethics committee under no.
68143817.0.0000.5404. All content gathered from the interviews
was treated confidentially. The first author (L.R.) read and ex-
plained the free and informed consent form to the participants,
who signed the document after the necessary clarifications were
made. One copy of the document remained with the researcher
and the other copy was given to the participant.

Results

Our sample included 26 participants interviewed in depth, with
the per-interview average (standard deviation) length of time being
29.14 (14.22) minutes. The average age of the study population was
28.80 (4.30) years and the average time since SLE diagnosis was 9.5
(6.50) years. All participants reported experiencing previous dis-
ease activity but stability during the current pregnancy. Seven pa-
tients had previously experienced miscarriages, 14 had other living
children, and five were in their first pregnancy. Most reported hav-
ing a partner and some religiosity, and half of them were white.
The participants’ characteristics are described in Table 1.

Table 1. Participants’ Characteristics

During data analysis, four categories were identified as follows:
(1) unplanned pregnancy and nonuse of contraception, (2) feeling
healthy despite a doctor’s warning of the disease worsening be-
cause of pregnancy, (3) joy coupled with fear of the future and
pregnancy, and (4) self-perception and straight perception.

The following categories reflect the meta-aggregation of the col-
lected data. The process of elaborating these structures is illus-
trated in Figure 1.

1. Unplanned pregnancy and nonuse of contraception

This theme represents the ambiguous domain between plan-
ning failure and the veiled desire to get pregnant. Participants
seemed to deny the obstetric risk associated with their condition
or the possibility of conceiving. Pregnancy appeared to be a chal-
lenge, with success seeming to empower the participants and give
them a sense of having overcome the disability caused by the dis-
ease. Many of these disabilities were imagined.

E23. It was a surprise. I did not use contraception because, de-
spite being sexually active, I never got pregnant and, thus, be-
lieved it wouldn’t happen. I thought the medications I used to
take for lupus had destroyed my womb and that I wouldn’t ever
get pregnant. That was my gut feeling. However, I got pregnant.

Reasons for continuing with this pregnancy

Association between the partner’s desire to have a child appears
as in the women’s speech, they face the risks of pregnancy in the
presence of the disease to satisfy the partner.

E25. While the reason for this pregnancy was a desire to
strengthen our bond, I have decided [that] this is the last time.
I won't put myself at risk again.

The impossibility of using effective contraceptive methods avail-
able due to the disease is present in the speech of women.

E24. 1 was not planning on getting pregnant, especially because
I was unemployed. It was an accident. We used only condoms
because of the hormone issues associated with lupus.

Table 1
Characteristics of women with lupus in prenatal care
Age Skin Paid Number of Gestational Years of Planned Use of
Interview (years) color Religious Partner work Schooling pregnancies losses diagnosis pregnancy (e
1 29 Mix Evangelical Yes Yes HS* 1 0 9 No No
2 25 Black Evangelical Yes Yes HS 1 0 2 No No
3 27 White Catholic Yes Yes HS 1 0 4 No No
4 28 Mix Catholic Yes Yes HS 3 0 3 No No
5 24 White Catholic No No HS 1 0 3 No No
6 23 White Catholic Yes Yes TE*** 1 0 2 No No
7 23 Mix Believes in God Yes No ES* 1 0 5 No No
8 22 White Catholic No Yes UE*# 1 0 12 No No
9 30 Mix Not religious Yes Yes HS 1 0 9 No No
10 28 White Believes in God No No ES 3 0 23 No Yes
11 33 White Catholic Yes Yes HS 3 1 5 Yes Yes
12 32 Mix Evangelical No Yes HS 4 2 3 No No
13 34 White Believes in God Yes Yes UE 5 0 6 No No
14 28 Mix Evangelical Yes Yes HS 2 0 18 No Yes
15 34 White Evangelical Yes Yes HS 2 0 7 Yes No
16 29 White Catholic Yes Yes HS 2 0 4 No Yes
17 28 Mix Catholic Yes Yes HS 3 0 17 No No
18 33 Mix Evangelical Yes Yes HS 3 1 6 No Yes
19 19 White Christian Yes Yes HS 1 0 12 No No
20 26 White Catholic Yes Yes HS 3 2 13 Yes No
21 30 Black Catholic Yes Yes UE 3 0 13 No No
22 33 White Catholic Yes No UE 1 0 13 Yes No
23 31 Black Non confessional Yes No HS 3 0 7 No No
24 30 White Non confessional Yes No UE 2 1 23 Yes No
25 35 White Sei-Sho-No-le Yes No HS 2 1 21 No Yes
26 35 White Evangelical Yes Yes HS 4 2 7 No No

*CM - Contraception Methods, **HS - High School, ***TE - Technical Education, *ES - Elementary School, #*#UE - University Education
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Family planning and contraceptive
methods

Reasons for pregnancy

Partner’s personal fulfillment

Miracles—Religiosity

Unplanned pregnancy
and non-use of contraception Reason for continuing

with the pregnancy

To fulfill pyrmcr's \\'ish(
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Treatment control
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—_
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Fear of pregnancy complications
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Death

Job loss

Loss of autonomy

Loss of decision-making power

Joy coupled with fear of
the future and pregnancy s =
Talking about losses loss of autonomy

neonatal death notice
miscarriages

E21. Oh my God, I don’t want
to die now!” I have to look after
my children, I want to take care
of them until they grow up

Self-perception and
K straight perception
Perception: -
Of the significant people L E15. When I questioned the doctors, — 3.
Of the woman herself they said: “You can't get pregnant

because you and your baby may be

in danger”. I was very sad because

J every woman wants to be a mother.

Significant people
The woman about herself

Figure 1. Comprehending interview reports and the category construction process.

There were also reports of women who underwent proper preg-
nancy planning.

E15. [It]s been nine years [of waiting] for this to happen [preg-
nancy]. Then, the day of my appointment arrived and I said to
the doctor, “look, I can’t have a child” and so on. On that oc-
casion, she said: “It's a great time for you to have a child.” So
when she said that..Wow! Because, every time I asked [previ-
ously], [the answer was] “No! No! No.” [ would leave sad [and]
devastated. And, on that day, she said yes. So, I was very happy
and thought “wow! I am fine.” And I was at ease.

2. Feeling healthy despite doctor’s warning of disease worsen-
ing because of pregnancy

This category reflects the interplay between having a disease
and the choice to feel sick or healthy. In this specific situation, it
seems that the idea of “bringing forth life” is a kind of cure be-
cause it leaves no space for disease in the pregnancy experience.

E6. | take the medication but I tend to forget that I have lupus.
Sometimes there is a reddening of the skin and I have to put on
some sunscreen, a habit I didn’t previously have. These things
serve as a reminder [of the disease] but they become inconse-
quential as I focus on the pregnancy.

Feeling sick because of medication use

The participants expressed displeasure with the side effects of
their medication. Since the disease would eventually go into re-
mission, they attributed all discomfort and symptoms to the pre-
scribed medications. That connects then with a professional rela-
tionship.

E20. | stopped taking hydroxychloroquine on my own. I even
told the doctor that I wasn’t going to take it anymore because
it was causing major hair loss and because I felt it was bad for
me... | feel so well that taking medication is just an obligation.

Doctors know what we have to do. But, if it were up to me, I
wouldn’t take it because I feel fine. My body is fine, you know?

Willingness to pursue self-care related to SLE in pregnancy

The participants wished to engage in self-care and comply with
the treatment proposals for the benefit of the pregnancy and the
baby.

E07. Earlier, I didn’t care about going to the doctor but [this is]
not [true] nowadays (with the pregnancy). Now, I don’t think
only about myself; I think of the baby [and] I think about the
life to come. Because I never imagined being pregnant, I didn’t
think I had what it takes. But, I think it happened for the bet-
ter...

Information provision and the effectiveness of communication with
health care providers

The relationship of the woman with the health professional
will mark the woman’s life. This mark can be positive or nega-
tive depending upon the quality of communication. This subcat-
egory highlights the importance of assertive communication be-
tween health professionals and women with SLE.

E19. We are not kept informed of all relevant matters. Even
when I started treatment with a high-risk doctor, I wasn’t told
about the risks of pregnancy. Another professional I visited gave
me a huge scare by saying that the risk was very great and that,
in most cases, either the child or the mother dies. I think [the
resulting] anxiety worsened my condition and, at present, the
lupus bothers me a lot.
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Disease severity and pregnancy complications

This subcategory reflects the brush with reality; the possibility
of complications and negative outcomes for oneself and the fetus.
It reflects the very real presence of SLE.

E26. Sometimes we have to insist that they pass information
on to us; otherwise, they don’t tell us, and we end up unin-
formed... Sometimes we feel something, go to a medical ap-
pointment, and they say: “how are you?” But, when I don’t even
know what the disease entails, how am I going to talk about it?

Link between compliance with treatment and disease control

This subcategory reflects women’s perception of the need for
SLE monitoring and treatment.

E24. 1 do not think I need it [all the treatment prescribed during
pregnancy|.

E26. I told the doctor that I intended to get pregnant. I was
young but I had wanted to have a child since before I knew I
had lupus. He said, “look, you can get pregnant, but it will be a
high-risk pregnancy.”

3. Joy coupled with fear of the future and pregnancy

This category reflects a fear of death and of the possible disabil-
ities associated with SLE. This is further correlated with the possi-
bility of not being able to take care of the child. Therefore, the in-
terviewed women reported lifestyle changes related to the desire
to be in good health so as to live with the baby and experience
motherhood.

E21 | feel fearful because this disease has no cure, only treat-
ment, so sometimes one gets psychologically distressed. Over-
whelmed by sadness, anguish, and fear, I say, “oh my God, I
don’t want to die now!” I have to look after my children, I want
to take care of them until they grow up.

E17. How am I going to take care of a baby if I can’t even take
care of myself properly? It has to be bathed, taken care of... A
baby needs all sorts of care, so I ask myself “how are you going
to do this? On days you are in pain, how are you going to han-
dle it? On days that you are sick, with whom will you leave the
baby [with] so you can go to the hospital?”

The participants reported that they do not share their concerns
for fear of increasing everyone’s suffering and try to appear strong.

E18. Regarding family members: spare them. When you expose
your suffering, they suffer harder. My mother started to cry. I
said, “don’t cry, because you have to be stronger than me.”

Talking about losses

Women talked about the loss of autonomy during pregnancy
with lupus.

E18. I needed to be hospitalized and the doctor said, “then, do
you accept the hospitalization?” I [responded] “there is no way
of not accepting it, doctor.” Imagine if I don't accept it and I
have thrombosis at home because of the lack of treatment and
I lose my baby.

There was the consideration of gestational and neonatal losses
in the participants’ statements.

E26. When I found out [about my pregnancy], I was happy and
worried at the same time. The worry came from the fact that
[ was taking a lot of medication for lupus, which I was afraid
would affect the fetus. My husband and my son, too; we all

wanted that child. So, we wanted it. When I found out it was
there, that lifeless child, I couldn’t accept it. That loss was hard
for me. I cried a lot.

E12. | hate answering phone calls at night. The ringing of the
phone at that time instills in me a horrible fear of receiving
news of death.

4. Self-perception and straight perception

This category suggests the women'’s self-image: sick and preg-
nant. It also reflects how the participants imagined they were per-
ceived by significant people such as family members, friends, and
even strangers.

The women reflected on themselves that their lives and desires
evolve over time but everything remains shaped by lupus because
the disease does not pass.

E15. I started treatment when I was single, then I got married.
And then, at some point, you want to have a child, right? And,
when | questioned the doctors, they said, “you can’t get preg-
nant because you and your baby may be in danger.” I was very
sad because every woman wants to be a mother.

Among significant people, the woman perceives a constant con-
cern exists about her health and even a strangeness that a woman
sick with lupus is pregnant.

E17. Everybody in my family was happy [about pregnancy] but
they had concerns about my health. Once you speak about lu-
pus and pregnancy, everyone gets scared.

E22. People see the limitation. I don’t. It can even be funny. Ev-
eryone worries a lot. Many people told me they were worried,
that they even thought I could not get pregnant. Sometimes it’s
because they don’t know much about the disease.

Discussion

Our results allow us to gain an understanding of the percep-
tions of pregnant women with SLE. Ambiguous aspects were
clarified through organization into themes such as (1) un-
planned pregnancy and nonuse of contraception, (2) feeling
healthy despite a doctor’s warning of the disease worsening
because of pregnancy, (3) joy coupled with fear of the future
and pregnancy, and (4) self-perception and straight percep-
tion.

The average duration since diagnosis with this chronic disease
was seven years. Considering the imminent possibility of the dis-
ease worsening and perinatal complications, pregnancy planning
and the very desire to get pregnant are topics that health care
professionals should discuss with women diagnosed with SLE. This
would engender the possibility of choosing an effective contracep-
tive method (CM) and the best time for pregnancy.

The World Health Organization (WHO) publishes and updates
the best contraception practices for medical conditions, as well as
large-scale family planning models (national level) (WHO, 2018).
Moreover, a study on contraception best practices (Fox et al., 2018)
suggests that women prefer to use the services of qualified coun-
selors who empower them to make their own decisions about CMs
and who prioritize their autonomy and respect their preferences.

The majority of women in this sample reported either no con-
traceptive use or the misuse of CM. Thus, in the context of women
with SLE, selecting adequate contraception may be a challenge for
health care teams.

Another issue that warrants attention in this population is that
these women do not want to think about their disease; they would
rather focus on the pregnancy. This reveals a great motivation be-
cause they feel healthy and attribute it to the fact that they are
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pregnant. However, this is associated with an increased risk of
nonadherence to prescribed medications. Psychologically, this may
be an act of denial of the disease and its consequences can include
inefficacy or the complete discontinuation of treatment.

Another rationale for discontinuing medication is the associated
feelings of sickness. These findings are consistent with the litera-
ture (Haag et al., 2018); further, patients’ understanding of their
treatment has a profound effect on their perceptions, compliance,
and withdrawal. Sometimes, women seem to believe that the im-
pact of SLE is not severe enough to justify the use of such strong
medications, possibly because they are in remission when the dis-
ease is not actively manifested.

However, participants also displayed an increased willingness
to pursue self-care and compliance with SLE treatment during
pregnancy, reporting commitment to changing their habits to of-
fer the pregnancy and the baby the best possible chance of flour-
ishing. Therefore, the pregnancy may represent a great opportu-
nity for discussion and intervention by health professionals. This
complements the literature on prenatal health interventions that
emphasizes this as an opportunity for good short-term outcomes
(Solhi et al., 2019; Miller, 2016; Shorey & Ng, 2019; Rasouli et al.,
2019).

The side effects of medications used for controlling SLE can
also lead to changes in self-concept and body image, which may
cause a woman not to identify with herself. This engenders psy-
chological and social impacts activated by the visibility of the
disease. Participants reported experiencing social isolation, sad-
ness, and hopelessness because of their disease-related self-image.
In this sense, our findings corroborate prior literature (Rutter &
Kiemle, 2015; Jolly et al., 2012) correlating self-image disorders
with treatment manifestations and disease symptoms. The avail-
able literature largely mentions also about women’s experiences
during the perinatal period regarding the complexity of body im-
age (Fuller-Tyszkiewicz, Skouteris, Watson, & Hill, 2013; B. Watson,
Fuller-Tyszkiewicz, Broadbent, & Skouteris, 2015). Thus, we empha-
size the difficulty in attributing the perceptions related to self-
concept and body image solely to the pregnancy or to the lupus.
As such, we limit ourselves only to highlighting the observation in
our findings.

Disease activity may lead women with SLE to experience tem-
porary or permanent disabilities, and participants expressed fear
in this regard. Even if they do not actually experience a disability,
there is a constant feeling of imminent risk, leading to anxiety. In
this sense, it seems that the guarantee of a support system that
helps the mother to care for both herself and the newborn would
contribute to increasing her sense of security.

The participants frequently mentioned gestational and neonatal
losses; past losses instilled anxiety and fear about the possibility
of future losses. Therefore, it is essential that the services offered
to pregnant women with SLE include the discussion of ways to ac-
cept their losses while also supporting them in their grief. This re-
flection corroborates the literature that observes the need for ade-
quate support in situations of loss (Watson et al., 2019). Especially
in the event of a new pregnancy, support offered using appropriate
strategies can reduce anxiety and improve maternal attachment to
the new baby (Lamb, 2002).

The women of this study reported that, at times, their rela-
tionships with other people were influenced by ignorance, prej-
udice, and discrimination. SLE causes various difficulties in daily
life, especially in the context of how people view the associ-
ated changes in the patient’s physical appearance. The women
related this to the manifestation of the disease as well as to
the consequences and adverse effects of treatment, and a simi-
lar situation can be seen in cases of other discriminatory or stig-
matizing factors (Mascayano et al, 2015; Faria-Schiitzer, et al.,
2018).

This perception of prejudice and discrimination may be another
factor related to the development of mental health problems. Our
participants reported experiencing a realistic level of fear regard-
ing what the disease might cause or bring on in the future. The
existence of SLE, which has both psychological and psychosocial di-
mensions, demands a commitment to ensuring mental health and
calls for cooperation among health care professionals to meet the
needs of these women (Nowicka-Sauer et al., 2018).

The women interviewed also revealed a desire to feel active
and unrestrained. This indicates that working can promote a sense
of wellness. In this respect, our study is in agreement with other
literature on work as a health intervention (Booth et al., 2018;
Gordon et al., 2013).

Finally, participants referred to the active stage of disease as a
moment of disturbance. However, the literature highlights the role
of stressful social factors contributing to the progression of SLE and
correlates lower family income with greater damage caused by the
disease (Chae et al., 2015).

Given the above, we can infer some particularities of women
with lupus while in prenatal care. Most of our participants did
not plan on becoming pregnant but many of them demonstrated a
veiled desire for pregnancy, finding nonphysiological justifications
for the occurrence of their pregnancy. Their perceptions prompt us
to consider the health care gaps that contribute to the occurrence
of unplanned pregnancies.

Limitations and strengths

This research contributes to the existing pool of literature on
SLE, detailing how women perceive their disease in the context
of pregnancy. Based on the results, when women with SLE visit
the doctor, they can and should be armed with information that
goes beyond epidemiological data, enabling better communication.
In addition, this study highlights the need for broad mindsets that
go beyond simply the clinical context.

These data emphasize the importance of empowering pregnant
and sick women without ignoring their need for constant and solid
support. However, the study has some limitations as well. As the
participants belonged to a specific region of a country with great
diversity, attempts to generalize the results must be conducted
with caution. Further research involving other groups of women is
required with the intention of showing differences and similarities
between groups with different characteristics.

Conclusions

Women with lupus who became pregnant and were treated at a
high-risk prenatal clinic had experiences permeated by ambiguous
feelings. These women felt healthy because they found that they
could have a child despite being diagnosed with a chronic disease;
at the same time, they experienced fear and insecurity because of
the imminent possibility of disease-related disabilities and limita-
tions. Further, they had a strong desire to experience motherhood
but concerns regarding safety and support, owing to the possibility
of limitations related to the disease interfering in adverse ways.

The understanding of these women’s experiences afforded by
this study can lead to and support improvements in clinical man-
agement and approaches. Thus, this study seeks to offer health
professionals relevant information about the greater scope of ser-
vice required when caring for pregnant women with SLE. Health
teams can be structured to accommodate and advise these women
when planning for relationships and pregnancy and how to choose
the best CMs and make optimal reproductive decisions. It can
also aid in the development of strategies to facilitate behavioral
changes in the perinatal period since these women are willing to
take care of themselves. Thus, this period can be used to prepare
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women for managing their disease and their reproductive lives
more diligently.
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