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this group of SLE patients, but not related with disease activity or damage. These findings suggest
that disease activity, cumulative damage and QoL
are independent outcome measures and should all
be used to assess the full impact of disease in SLE
patients.

Abstract
Purpose: To evaluate quality of life in Portuguese
patients with Systemic Lupus Erithematosus (SLE)
and its correlation with disease activity and cumulative damage.
Methods: We included consecutive SLE patients,
fulfilling the 1997 ACR Classification Criteria for
SLE and followed at the Rheumatology Department
of the University Hospital of Coimbra, Portugal at
time of visit to the outpatient clinic. Quality of life
was evaluated using the patient self-assessment
questionnaire Medical Outcomes Survey Short
Form-36 (SF-36) (validated Portuguese version).
The consulting rheumatologist fulfilled the SLE associated indexes for cumulative damage (Systemic
Lupus International Collaborating Clinics- Damage Index: SLICC/ACR-DI) and disease activity
(Systemic Lupus Erythematosus Disease Activity
Index: SLEDAI 2000). Correlation between SLEDAI
and SLICC and SF-36 was tested with the Spearman
Coefficient. Significant level considered was 0.05.
Results: The study included 133 SLE patients
(90.2% female, mean age – 40.7 years, mean disease duration – 8.7 years). Most patients presented
low disease activity (mean SLEDAI = 4.23) and limited cumulative damage (mean SLICC = 0.76). Despite that, SF-36 mean scores were below 70% in all
eight domains of the index. Physical function domains showed lower scores than mental function
domains. The QoL in this group of patients is significantly impaired when compared with the reference Portuguese population (p<0.05 in all domains). There was no correlation between clinical
activity or cumulative damage and quality of life.
Conclusion: QoL is significantly compromised in

Keywords: Systemic Lupus Erythematosus; Quality of Life; MOS Sf-36; SLEDAI; SLICC/ACR-DI;
Coimbra Lupus Cohort.

Introduction
Systemic Lupus Erythematosus (SLE) is a multisystem rheumatic autoimmune disease, with a
chronic course characterized by alternate episodes
of remission and exacerbation that may involve almost any organ or system, with high variability
among patients and in the same patient over time.
Over the last decades, the advances in diagnosis
and management of SLE improved significantly the
survival of SLE patients, from an acute disease with
a high rate of short-term mortality in the 1950’s to
a chronic condition with five year survival rates
now approaching 95%1-4 and 10-year survival rates
above 85%1-3, at least for those patients managed at
specialized centers. Consequently, outcome measures in SLE must go much beyond mortality data.
At present, optimal care for SLE patients aims to
provide a long-term health status as close to that of
the general population as possible. To guide quality clinical care there is a need to characterize and
monitor the full spectrum of SLE effects, including
disease activity (reversible), cumulative damage (irreversible) and health-related quality of life. A comprehensive assessment should consider these different domains, as recommended5-7.
Disease activity outcome measures include an
evaluation of a variety of clinical and laboratorial
findings, related to intrinsic disease mechanism,
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and are potentially reversible with treatment. Cumulative damage is irreversible, and could be due
to the disease, its treatment or both, or co-morbidities. However these outcomes, based essentially
in physical and laboratorial findings, do not directly capture the psychological and social impact
of the disease or its treatment in patient´s QoL. As
a chronic disease, SLE has, apart from physical impact in terms of disease activity and irreversible
and cumulative organ damage, a wide range of impacts in emotional, psychological and social aspects of patient´s life5.
Health Related Quality of Life (HRQoL) has been
defined as a multi-domain concept that represents
the patient´s overall perception of the impact of an
illness and its treatments8 and the degree to which
persons perceive themselves able to function
physically, emotionally and socially9. Assessing the
QoL is thus an important measure to appraise how
much the disease and its treatment is affecting an
individual10 and his or her physical, mental and social domains of life.
There are several instruments validated to evaluate QoL in healthy and disease populations. The
most commonly used worldwide is the Medical
Outcomes Short Form Survey 36 (SF-36). Several
studies in general healthy populations demonstrated that normal values vary greatly between different countries11-13.
Previous studies in other countries showed a
significant compromise of QoL in SLE patients,
with lower QoL when compared with healthy controls or population norms14-19. Mean QoL of SLE
patients was found to be worst than in patients
with hypertension, myocardial infarction or diabetes20. Studies comparing SLE with RA show a higher impact among RA patients in the physical components but with similar results for mental components15, 21. There are no previous studies characterising QoL in a representative SLE population in
Portugal.
The relationship between QoL with disease activity and cumulative damage has been researched
in previous studies with conflicting results10, 18, 22-25.
It is also possible that the potential contribution
of disease activity and cumulative damage to QoL
varies in SLE populations in different countries.
We hypothesise that the QoL of SLE patients in Portugal correlates with disease activity and damage.
Alternatively QoL may depend upon the patient’s
overall perception of the impact of the illness and
its treatments, more related to psychosocial and

cultural context than to objective disease outcome
measures.
The objectives of this study were: 1) to characterise QoL in a representative SLE population in
Portugal; 2) to evaluate correlation of QoL in this
population with disease activity and cumulative
damage measures.

Materials and Methods
Patients
One hundred and thirty three consecutive patients
attending the Lupus Clinic of the Rheumatology
Department at Coimbra University Hospital were
enrolled in this cross sectional study, between 2006
and 2008. All patients met ≥ 4 of the American College of Rheumatology (ACR) Criteria for Classification of SLE26. Patients unable to understand or to
answer the self-questionnaire were excluded.

Study Evaluation
Study evaluation was cross-sectional and data collected at time of programmed visit to the Outpatient Clinic. Disease activity and cumulative damage measures were evaluated by the physician
and the patient fulfilled the self-questionnaire of
QoL at time of inclusion.

Assessment of QoL
QoL was assessed with the Portuguese validated
version of the self-administered SF-36 questionnaire27, 28. This is a general, non disease-specific,
validated instrument for QoL assessment of general population as well as patients with chronic
illnesses as SLE. This instrument consists of 36
items covering eight domains: Physical Function
(PF), Physical role (PR), Bodily pain (BP), Vitality
(V), General Health (GH), Emotional Role (ER),
Mental Health (MH) and Social Functioning (SF).
The global score and the ones for each domain ranges from 0 to 100 with higher scores indicating better QoL29.
Measure of Disease activity:
Clinical activity of SLE was assessed using SLEDAI
200030. It is a physician-rated, valid and reliable index of lupus activity that reports on 24 descriptors
with pre-assigned severity weights. The total SLEDAI score can range from 0 (no activity) to 105 (maximum activity).
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Measure of Cumulative Damage
Clinical damage due to SLE was assessed using The
Systemic Lupus International Collaborating Clinic/ American College of Rheumatology Damage
Index (SLICC/ACR DI)31. Damage means irreversible impairment due to SLE or its treatment and is
usually defined as a clinical feature that has to be
continuously present for at least six months to score. The SLICC/ACR DI reports on 12 organs or systems which are ocular (ranges of score 0-2), neuropsychiatric (0-6), renal (0-3), pulmonary (0-5),
cardiovascular (0-6), peripheral vascular (0-5), gastrointestinal (0-6), musculoskeletal (0-6), dermatological (0-3), gonadal (0-1), diabetes (0-1) and
malignancy (0-2).

(SLICC/DI= 0) (Table I).
QoL assessed by SF-36 is low in this group of
SLE patients. Mean scores are lower than 70% in all
domains, with lower scores in the General Health
domain (39,04%). The mean scores are lower for
the four domains of the physical component than
for the domains of mental component (Table I).
Due the non-normality of data (Shapiro Wilk
Test, p<0,05), Spearman rank correlation was used
to test correlations between QoL and disease activity (SLEDAI), cumulative damage (SLICC), disease duration and age. Except for Physical Function
and Physical Role, all domains varied inversely
with SLEDAI, although none achieved statistical
significance.
No correlation is observed between cumulative
damage assessed by SLICC/DI and SF-36 domains
(Table II).
No correlation exists also between disease duration and any scores of SF-36. There is a weak negative correlation between age and all domains included in SF-36 (r varies between -0,2 to -0,4,
p<0,01 for all domains).
When comparing the SF-36 in SLE patients, with
results previously published from a large sample
representative of the general Portuguese population32, the scores are statistically lower in the SLE
population. Despite being statistically significantly
lower, Mental Health was the domain with scores
closer to those observed in the general Portuguese population (59.22 vs 64.04%; p=0.03). All the
other domains present a higher mean difference
(between 8 and 23%; p<0.001 for all of them). The
difference to the Portuguese Population is higher
for the domains of the physical component.

Statistical Analysis
All statistical analysis was performed by SPSS® version 15.0. Categorical variables were presented as
percentage and continuous variables were presented as means and standard deviation (SD).
The normality for each variable was assessed
using Shapiro Wilk Test. The Spearman rank correlation test was applied to correlate disease activity
and damage with QoL in SLE patients. Comparison
of SF-36 scores for each domain between SLE patients and previously available representative results for the general Portuguese population32 were
performed using a one-sample test.
A statistical significance was considered when
p<0,05.

Results
133 patients comprised the study population, with
90.2 % (n=120) women, mean age of 40.69± 14.02
years and mean disease duration of 8.69 ± 7.13
years.
The mean disease activity, as assessed by SLEDAI in these patients is low (4.23± 4.27; range from
0 to 33). The majority of the patients (70.4%) are in
remission or mildly active, with a SLEDAI score
lower than six and only 4.3% of patients presented
high disease activity with a score of 10 or higher
(Table I).
The cumulative damage is low, with a mean of
score of 0.76 (0.76± 1.09, range from 0 to 5). The majority of patients (54.6%) do not present any irreversible damage due to SLE or its treatment

Table I.

SLEDAI
SLICC/DI
Physical Function
Physical Role
Bodily Pain
General Health
Vitality
Emotional Role
Social Function
Mental Health
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4,23 ± 4,27
0,76 ± 1,09
57,01±26,38
47,39 ± 41,71
53,3± 26,64
39,07±17,03
48,11± 22,02
60,09± 41,72
66,76 ± 27,66
59,0 ± 25,36
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Table II. Correlation of Quality of Life (MOS SF-36) and Disease
Activity (SLEDAI) and damage (SLICC/DI)

Physical Function
Physical Role
Bodily Pain
General Health
Vitality
Emotional Role
Social Function
Mental Health

Disease
Activity
(SLEDAI)
r
p
0,048
0,607
0,035
0,706
-0,08
0,936
-0,053
0,574
-0,086
0,357
-0,046
0,623
-0,134
0,151
-0,027
0,776

Cumulative
Damage
(SLICC/DI)
r
p
0,073
0,411
-0,002
0,979
0,072
0,415
0,002
0,979
0,008
0,925
0,035
0,699
0,055
0,534
0,063
0,478

physical component but not with mental components of SF-3616,22. One study from China found a
negative association between disease activity and
both components of SF-3635, another study with
Mexican women reported a negative weak correlation between SLEDAI and some domains of
SF-3625. When BILAG is used as a measure of disease activity, a weak correlation is reported in 3 studies14,38,39. Interestingly, when SLAM is used, a negative correlation with QoL is shown in most studies18,24,36. In two of them18,36, both SLAM and SLEDAI were used and a correlation of QoL with SLAM
was found but not with SLEDAI. This discrepancy
could be due to a higher sensitivity of SLAM to patient’s SLE related subjective complaints that are
not scored in the SLEDAI or BILAG.
Similar to ours, some studies from Canada,
Syngapore and Brazil, report no association between damage and QoL37,38,40-42. Other studies found
that damage was correlated with QoL14,15,18,22,39 but
this correlation was usually weak and only for
physical domains of SF-36.
A recent comprehensive review of literature of
QoL in SLE patients shows the discrepancy between studies in this field and the tendency of no correlation with disease activity or damage43.
Important caveats should be referred in our
study. This is a cross sectional study, without a
comparison group. We made an indirect comparison, using data reporting SF-36 scores from a representative sample from the Portuguese general
population. This carries some limitations. Sociodemographic and clinical factors, known as potential predictors of QoL, could not be adjusted for

Discussion
QoL is becoming an important focus on clinical
research during the last years, mainly in chronic diseases as SLE. Studies have been conducted in
other countries but to our knowledge no published
studies exist in Portugal, regarding SLE.
In our study, QoL in this sample of SLE patients,
assessed by SF-36, is low. The major impact is
observed in the domains of the physical component. When compared with the reference values
from a large Portuguese sample32, all scores are significantly lower.
Patients present a mean low disease activity,
with the majority of the patients in remission or
inactive disease. The damage is also low in this cohort of patients, with more than half of the patients
without any organ damage due the disease or its
treatment. We did not find a statistically correlation
between QoL and disease activity or damage in this
group of patients.
Our results are consistent with other published
studies. All the studies conducted show lower quality of life in SLE patients when compared with
what is expected for the reference general population14,17,18 or when compared with healthy controls15,16,19,33- 35.
The absence of correlation between disease activity and QoL found in our study is also reported
in other studies. Most studies using SLEDAI14,24,36,37
to assess disease activity showed no correlation
with QoL. However, other studies reported an association. Two studies, from South Africa and USA,
report a weak negative correlation of SLEDAI with
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this comparison, such as gender, age, level of education, type of work, income, labour activity status,
social support, residence area, depression, anxiety
or fibromyalgia. For example, our SLE population
included more women (90.2% vs 58.1%) and studies of QoL show that women tend to have lower
scores. This study was conducted in one single centre in the central region of the country. The generalizability of these results should be made carefully. However, according with previous publications, our cohort is similar with other Portuguese
Cohorts44, 45, and, in our understanding, be representative of Portuguese SLE Patients.
Future studies, comparing with healthy controls
and adjusting for these variables, are necessary to
confirm and validate our results and better characterize SLE impact on QoL.
In conclusion, this study characterised QoL in a
large Portuguese SLE population. This provides
previously unavailable data for SLE patients in this
country. The indirect comparison with the Portuguese general population suggests a significant impact of SLE in the patient’s QoL. The low QoL presented by these patients could not be explained by
SLE disease activity and cumulative damage. This
corroborates similar results from most studies in
other countries.
These results support the concept of QoL as an
independent outcome measure that should be incorporated in the quality care management of SLE
patients. Assessing QoL is thus an important measure to appraise how much the disease process and
its treatment is affecting an individual, to identify
potential factors of poor QoL and to program adequate interventions.
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