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Abstract

Objectives A survey conducted by the Spanish Lupus Federation (FELUPUS) shows the results on perceptions and experi-
ences of the people who live with lupus in Spain. The information was gathered anonymously from May 21% to June 30,
2020. The aim of the study was to monitor the impact of the disease on quality of life, as well as to measure the impact of
organ damage in lupus patients.

Methods A national survey was conducted among people with lupus living in Spain who belong to the Spanish Lupus
Patient Association (FELUPUS). Online interviews of approximately 25 min were completed. The information was gathered
anonymously from May 21* to June 30, 2020.

Results One thousand two hundred sixty-three interviews were completed. 92% had a diagnosis of Systemic Lupus Ery-
thematosus (SLE) and 8% of Cutaneous Lupus Erythematosus (CLE); 95% of the patients surveyed were female. Most of
the patients claimed they stay up late, exercising and work/study were the most limited actions due to the disease. 73% of
patients considered that there was little knowledge of the disease by society and at the time of diagnosis, the patient’s level
of knowledge about lupus was low in 92% of them. Regarding organ damage, many patients did not understand the concept
of chronicity and irreversibility of the term, relating it erroneously to acute symptoms like fatigue (38%), joint pain (47%)
and even to the presence of cutaneous symptoms such as the presence of oral ulcers (17%).

Conclusions The survey highlighted the need for disease awareness campaigns, greater involvement of healthcare profession-
als and the need to provide more information to lupus patients from the time of diagnosis. Nationally and to our knowledge,
this is the survey with the largest number of participants (N=1263) conducted in patients with lupus.

Key Points

oA national survey was conducted among people with lupus living in Spain and belonging to patient associations in Spain (FELUPUS).

e Nationally and to our knowledge, this is the survey with the largest number of participants (N = 1263) conducted in patients with lupus.

eMost of the patients claimed they stay up late, exercising and work/study were the most limited actions due to the disease.

©73% of patients considered that there is little knowledge of the disease by society and at the time of diagnosis, the patient’s level of knowledge
about lupus was low in 92% of them.
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Introduction

Lupus is a chronic, autoimmune disease of variable course.
Within the pathology, we can clearly differentiate CLE
(cutaneous lupus erythematosus) and SLE (systemic lupus
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erythematosus). SLE is the most prevalent, with a universal
distribution of 1.8 to 7.6 cases per 100,000 habitants/year
in different areas of the USA (United States of America)
and 3.3 to 4.8 cases per 100,000 habitants/year in different
countries of Northern Europe [1, 2]. Recent data collected
from the Spanish EPISER2016 study show a prevalence in
Spain of 210 cases per 100,000 inhabitants [3].

SLE is a very heterogeneous disease that affects several
organs and systems (skin, joints, kidneys, heart, lungs and
brain) causing multiple clinical manifestations, from mild
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symptoms to really severe manifestations such as end-stage
kidney disease or central nervous system (CNS) compro-
mise [4, 5]. To assess chronic organ damage in SLE, the
SLICC/ACR (Systemic Lupus International Collaborating
Clinics/American College of Rheumatology) damage index
(SDI) has been used since 1996 [6]. As shown in the work
of Urowitz MB et al., even though the inflammatory activ-
ity of the disease decreases after the first 5 years of diag-
nosis, irreversible damage accrual (SDI) can reach 40% of
patients in the first year and up to 50% in the first 5 years
[7]. Mortality from SLE has decreased substantially in the
last few years, with 10-year survival currently exceeding
90% [8]. This is due to several reasons: improvements in
healthcare systems, the appearance of biological therapies,
greater access to medical information, the great role played
by patient associations and the new attitude of the patient
towards the disease (the concept of the “expert” patient, the
“empowered” patient appears). All this leads to an increase
in the importance of establishing solid patient-physician
relationships for better disease control, and the need to
measure PROs (Patient Reported Outcomes) and train expert
patients is becoming more evident.

The scientific community does not know accurately the
perception of our patients regarding the knowledge of the
disease, just as the relationship between patients and the
disease. Adherence to therapy, the impact on quality of life
and work productivity, the relationship with and knowledge
of the disease, and the interaction with healthcare providers
and treatments are identified as major challenges in this area
[9-17]. For this reason, it was decided to carry out a survey
in 2020 conducted by the Spanish Lupus Federation (FELU-
PUS), about the perceptions and experiences of patients with
SLE, in order to give voice to the patient and understand
their future needs. Nationally and to our knowledge, this is
the survey with the largest number of participants (N =1263)
conducted in patients with lupus.

Objective

The aim of the survey was to describe the profile of patients
with lupus in Spain, to evaluate their relationship with the
disease and healthcare providers, as well as to reflect their
knowledge of it. In addition, other aspects such as the impact
on quality of life and organ damage were assessed.

Methods

A national survey was conducted among people with lupus
living in Spain who belong to the Spanish Lupus Patient
Association (FELUPUS, https://www.felupus.org/). The
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survey was developed by patients from the 21 Regional
Patient Associations that belong to FELUPUS. Subse-
quently, it was corrected and validated by the members of
the FELUPUS scientific committee. Online interviews of
approximately 25 min were completed. The information
was gathered anonymously from May 21% to June 30,
2020. Patients were contacted via email through FELU-
PUS distribution list to all regional patient associations.
They had support from an external provider to design and
create the survey (Ipsos, https://www.ipsos.com /es-es).
Adherence to relevant recommendations on online surveys
was performed [9] and all patients were asked for informed
consent via the web at the beginning of the survey and par-
ticipated voluntarily. There were no specific patient selec-
tion criteria, but rather every patient with lupus was a can-
didate to answer the survey. The patients did not receive
any compensation for answering. No validated question-
naire was used for SLE, but questions that could be of
interest to understand the perspective of the patient with
lupus about her disease were included. FELUPUS devel-
oped the questionnaire taking advice from trusted experts
who are part of its scientific committee. The survey was
divided into 6 well-defined sections: [1] SLE patient pro-
file, [2] impact on quality of life and work productivity,
[3] relationship with healthcare providers, [4] relationship
with treatments, [5] knowledge of the disease and, finally,
[6] relationship with the disease, with a total of 41 themes
to be dealt with in all the sections. The main results of the
survey are presented below.

Results
SLE patient profile

One thousand two hundred sixty-three interviews were
completed. The survey population sample was representa-
tive of the lupus patient population in Spain [associated
sampling error: 2.76%]. The vast majority of patients
were from Andalucia (276), Catalonia (184), Madrid
(168). Regarding age, most were in the range 46—65 years
(n=484) or 36-45 years (n=423). Regarding the lupus
patient profile, 92% had a diagnosis of SLE and 8% of
CLE; 95% of patients surveyed were female, most of them
with medium-high education and only 32% of them, full-
time salaried. 64% of patients had no recognized degree
of disability and about half of the patients had been
diagnosed with SLE for more than 10 years. The major-
ity (73%) did not have private health insurance, 45% of
patients had smoked or were smoking at the time of the
survey and up to 25% of them stated that they did not
practice any type of sport activity.
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On the other hand, 46% of the respondents belonged to
a patient association which they had entered mostly of their
own free will.

Impact on quality of life and work productivity

In relation to quality of life and work productivity, most
of the patients claimed they stay up late, exercising and
work/study were the most limited actions due to the disease
(Fig. 1), 23% presented a high impact in their work produc-
tivity, 35% in their daily activities and 60% of patients were
unable to work more than 32 h per week. 64% of patients had
no recognized degree of disability. Of the remaining 36%
that they do have recognized, only 6% had a minor disability.

Fig.1 Everyday actions limited
by the fact of suffering from
lupus. [Indicate to what extent
the fact of suffering from Lupus
limits your ability to perform
the following everyday actions]

Getting out of bed
Attending my work/study centre
Travelling

Shopping

Personal hygiene

Fig. 2 Healthcare professional-
patient relationship. The
frequency of satisfaction repre-

Overnight
Performing my work/studies in full..,

Labour market access

Relationship with healthcare providers
and treatments

Regarding the physician—patient relationship, it was
observed that 77% of the respondents prepared the consult
in advance; however, 40% of the respondents considered
that the physician—patient dialogue was scarce. It was noted
(75%) that the language used by the physicians was adequate
and without excessive technicalities.

The majority of patients (69%) stated that, despite a high
demand, they did not receive any type of informative mate-
rial at the physician office visit. Some of the materials that
the patient would have liked to receive were the following:
the drug package leaflet and verbal explanations; schematic
and graphic materials to facilitate interpretation of the
information; and written materials that were as exhaustive
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as possible. Satisfaction with the information received was,
therefore, moderate, with slightly higher satisfaction related
to treatment access. (Fig. 2).

Regarding the search for information about lupus on the
web, 75% of patients visited websites about their pathol-
ogy and only 14% had received information about reference
websites from their physician.

With regard to the follow-up of the disease by the physi-
cian, the respondents highlighted that only 63% and 30%
were concerned about following up on organ damage and
fatigue, respectively. In addition, they highlighted the low
satisfaction with the degree of patient participation in the
choice of treatment. In this respect, only 56% were satisfied
with the treatment, this satisfaction being higher in those
treated with biologics. Among those treated with biologics,
2/3 had been treated for more than a year.

Knowledge of the disease

The questions regarding the knowledge of the disease
showed that 73% of patients considered that there is little
knowledge of the disease by society; and as for the patient’s
knowledge about lupus, it was noticed that it increased as
the disease progressed, therefore, at the time of diagnosis,
the patient’s level of knowledge about lupus was low in 92%
of patients, while at the time of the survey, 68% of patients
claimed to have a high knowledge of the disease.

Relationship with the disease

Questions about the patient’s relationship with the disease
revealed that up to 97% of patients were mostly aware of
symptoms related to renal, cardiac involvement, fatigue and
skin involvement. On the other hand, 3 out of 4 patients
had disease-related symptoms such as muscle and joint pain

Fig.3 Presence of SLE
symptoms. [Indicate the degree
of discomfort you experience
with each of the following SLE
symptoms]

Headache/migraines

Poor circulation

Sun-induced erythema

Ocular problems or discomfort
Hematological problems

Oral or nasal ulcers/sores
Dysthermic sensation

Muscle and joint pain/swelling

Fatigue, extreme tiredness and/or weakness
Dry skin and/or mucous membranes

Weight gain/loss

(75%), fatigue (74%), being these which generated the most
discomfort to the SLE patients surveyed (Fig. 3). In terms of
statements related to suffering from lupus, there was consid-
erable agreement with not being able to sunbathe (78%), lack
of energy (61%) and weakness of the whole body (60%).
Flares (86%), followed by fatigue (78%) and pain (77%)
were palpable causes of great concern for patients. At the
time of the survey, 71% of patients reported joint involve-
ment, 42% skin involvement, 27% renal involvement, and
up to 17% CNS involvement. In relation to organ damage,
it was found that many patients with systemic involvement
(SLE) did not understand the concept, mistakenly relating
it to fatigue (38%), joint pain (47%) and even with the pres-
ence of cutaneous symptoms such as the presence of oral
ulcers (17%).

Discussion

The survey showed the need to strengthen physician—patient
relationships in a disease as complex as SLE. The survey
was conducted during the start of the COVID-19 pandemic,
and it was distributed almost at the same time (2 months
later) with the start of the pandemic in Spain. The inter-
action of the patient with the doctor and the healthcare
team is based on trust, communication and the willingness
to achieve common goals such as health preservation and
recovery, rehabilitation and family, social and work reinte-
gration and above all, the aim is to seek the well-being of
the patient.

In this regard, we find in the literature some studies
and surveys conducted in cohorts of lupus patients out-
side the Spanish territory that assess the “burden” of the
disease on the different patient outcomes. Some exam-
ples are the SLE-UPDATE survey that mainly assesses
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patient satisfaction with treatments [10], assessment of
quality of life using the LupusQol (Lupus Quality of
life) questionnaire in Venezuela [11] and Turkey [12],
the 2014 LUPUS UK Members survey [13], some inter-
national multicenter studies [14, 15], a French survey
[16], different questionnaires that assess how the disease
affects work productivity [15, 17] and fatigue [17, 18].
Nationally and to our knowledge, this is the survey with
the largest number of participants (N=1263) conducted
in patients with lupus.

The survey indicated that SLE affects mainly young
women of working age at the professional level, affecting
their quality of life and work productivity. 64% of patients
had no recognized degree of disability and among those
with a known degree of disability, only 6% had a minor dis-
ability. The majority of respondents were moderately disa-
bled, and some were severely disabled, thus highlighting
the above mentioned, it seems that only moderate-severe
patients are recognized to have some degree of disability.
In this regard, 23% of respondents presented a high impact
on their work productivity, 35% on their daily activities and
60% of patients were unable to work more than 32 h per
week, which is in line with previous studies [15, 17], where
up to 52% of the patients had to stop working altogether.
Therefore, the surveys reflected the current problems faced
by these patients, since it is difficult to be granted a degree of
disability and, in turn, the disease substantially affects their
work productivity. One of the reasons for this impact of the
disease on work life, physical activity and even daily social
activities is fatigue. In the survey, up to 74% of patients
stated that fatigue was one of the symptoms that generated
the most general discomfort, which is consistent with previ-
ous surveys [17, 18].

The physician—patient relationship is the generally
unwritten contract, established by autonomous persons free
to initiate, continue or terminate this relationship where both
share the same goal, to restore the health of one of them.
The language used by physicians to communicate with their
SLE patients seemed adequate in 75% of cases; however,
respondents highlighted that only 63% and 30% were con-
cerned about following up on organ damage and fatigue,
respectively, a data not previously published in the literature.
40% of patients reported that there was little dialogue with
their specialist, and the majority of patients (69%) reported
that, despite high demand, they did not receive any informa-
tion material at the physician office visit and also reported
low satisfaction with the degree of patient participation in
the choice of treatment and moderate satisfaction with the
information received, thus reflecting the need for greater
involvement of healthcare providers and the need for more
information for SLE patients from the time of diagnosis.
There is evidence that all of these strategies are associated
with better disease control, greater adherence to treatment,

greater treatment satisfaction with fewer side effects and
more positive beliefs about disease control [19, 20]. A rel-
evant finding is the lack of agreement on disease control
between physicians and SLE patients [21-25]. In general,
once the treatment has been established, different studies
show that patient satisfaction with the treatment is high in
most patients [10, 16, 26].

At the time of diagnosis up to % of SLE patients had lit-
tle knowledge of the disease, which is in line with the pre-
viously published French survey [16]. Among the findings
of the survey, it is highlighted that society and the general
population are unaware of what lupus is, while, in the case
of lupus patients, knowledge increases as the disease pro-
gresses. On the other hand, half of the patients were diag-
nosed after 10 years of symptoms and 92% of the patients
had organ involvement at diagnosis. This means that we are
late in diagnosing many patients, which makes it necessary
to promote close collaboration between primary care and
hospitals to refer patients with suspected SLE.

Finally, it is noticeable that many patients did not under-
stand the concept of irreversible organ damage, mistakenly
relating it to fatigue (38%), joint pain (47%) and even to the
presence of cutaneous symptoms such as the presence of
oral ulcers (17%). In the work of Mok et al. [26], up to 48%
of patients had irreversible organ damage at baseline, so it
is essential that patients understand the concept of damage
and differentiate it from acute activity.

In summary, the survey highlighted the need for disease
awareness campaigns, where patient associations alongside
health authorities have a crucial role to play; in turn, there
is a need for greater involvement of healthcare providers
and the need for more information for SLE patients from
the time of diagnosis.
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