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AbsTrAcT
Systemic lupus erythematosus (SLE) activity indices are 
widely applied in academic centres and for research 
protocols but are often not part of usual care in busy 
under- resourced clinical settings especially where 
non- rheumatologists are involved in SLE management. 
We developed a simplified activity index based on the 
established knowledge and experience of SLE in our 
hospital and further applied a treatment guideline to 
assist in acute clinical decision- making. The index is 
colour- coded for easy reference and categorizes clinical 
complications in order of the severity of the threat they 
pose to the patient. An index such as this can be modified 
to have wider application and relevance in other countries 
with reduced access to specialist care.

SLE activity indices are useful in clinical moni-
toring of patients to identify those most at risk 
of adverse outcomes, to help guide management 
decisions, to determine the urgency of treat-
ment and to evaluate response to such treat-
ment.1 They can be used to assess the disease 
longitudinally, document patterns of disease 
and outcomes and record the attainment of low 
lupus disease activity state, which is emerging as 
a reasonable therapeutic target.2

SLE activity indices are typically applied 
in clinical trials and in specialist centres.3 
They are often not used as part of usual 
care in busy clinical practices or by non- 
specialist medical practitioners. In small 
island developing states such as the islands 
of the Caribbean, there is a dearth of 
rheumatologists in spite of the high prev-
alence of SLE, and there are resource 
limitations which challenge the use of the 
most commonly applied disease activity 
indices. The Systemic Lupus Erythema-
tosus Disease Activity Index score may 
not accurately reflect disease severity, and 
some clinical manifestations of SLE are 
not represented. Additionally, some labo-
ratory tests, for example, complements 

and anti- dsDNA titre, are not available in 
all clinical settings. The British Isles Lupus 
Assessment Group Index is complicated, 
requiring some training and experience. 
The Lupus Foundation of America Rapid 
Evaluation of Activity in Lupus clinician- 
reported outcome was developed to be 
an accurate and practical measure but 
has not yet been assessed when used by 
non- specialists.4

We embarked on the development of a 
locally relevant activity index based on estab-
lished knowledge of the most common and 
severe clinical complications of SLE at our 
hospital.5 The index covers various organ 
domains, is non- numerical and uses a simpli-
fied colour- coded threat- level approach 
inspired by the US Department of Homeland 
Security Advisory System for terrorist attacks, 
2002–20116 (table 1).

It was styled to capture clinical data in subop-
timal, resource- constrained settings and for 
use by non- specialists who are frequently at the 
forefront of SLE diagnosis and management. 
It was designed to help the non- specialist with 
therapeutic decision- making in the acute clinical 
encounter.

After initial clinical assessment of 
the patient, the doctor applies clinical 
reasoning and supportive investigations 
to determine whether the presenting 
features are due to one or more of the 
following: active SLE, secondary damage 
from SLE, a side effect of medication, 
an intercurrent illness and a concur-
rent disease. Once a clinical feature is 
attributed to active SLE, the index is 
applied. The index helps advise on how 
aggressively the patient’s condition needs 
to be managed based on risk. If the clinical 
feature is not represented in the index, 
that feature is uncommon in our clinical 
setting and should prompt a rethink of 

8

 on M
ay 22, 2023 by guest. P

rotected by copyright.
http://lupus.bm

j.com
/

Lupus S
ci M

ed: first published as 10.1136/lupus-2021-000484 on 12 F
ebruary 2021. D

ow
nloaded from

 

http://www.lupus.org/
http://lupus.bmj.com/
http://orcid.org/0000-0003-4515-4444
http://crossmark.crossref.org/dialog/?doi=10.1136/lupus-2021-000484&domain=pdf&date_stamp=2021-02-10
http://lupus.bmj.com/


Flower C. Lupus Science & Medicine 2021; :e000484. doi:10.1136/lupus-2021-0004842

Lupus Science & Medicine

Table 1 SLE colour- coded threat- level advisory system

Severe
  Perilous organ complication
  Major cause of death
  Treatment as for high risk
  Prioritised as a medical emergency

High
  Major organ involvement
  Risk of death
  Treatment options

 ► PulseMTP 500–750 mg/day intravenous×3.
 ► Prednisone 1 mg/kg/day.
 ► CTX 0.5g–1.0 g, RTX 1g, MMF 2–3 g/day.
 ► Background HCQ 5 mg/kg/day.

Elevated
  Moderate disease
  Not usually a cause of death
  Treatment options

 ► Prednisone≤0.5mg/kg/day.
 ► AZA 2 mg/kg/day, MTX 15 mg/week, MMF 2–3g/day.
 ► Background HCQ 5 mg/kg/day.

Guarded
  Mild disease
  Not a cause of death
  Treatment options

 ► Topical steroids/NSAIDs.
 ► Prednisolone<6 mg/day.
 ► May require AZA, MTX.
 ► Background HCQ 5 mg/kg/day.

Low
  Very low- risk complication
  Not a cause of death
  Treatment options

 ► Topical steroids/NSAIDs.
 ► Background HCQ 5 mg/kg/day.

Organ domains Low Guarded Elevated High Severe

Mucocutaneous Malar rash, 
isolated DLE, 
non- scarring 
alopecia, 
oral/nasal 
ulceration

Extensive DLE, Vasculitic 
purpura/nodules, Scarring 
alopecia

Vasculitic ulcers

Musculoskeletal Arthralgia Polyarthritis

Cardiopulmonary Mild pleuritis
Mild pericarditis

Moderate/large pleural 
effusion, shrinking 
lung syndrome or 
pneumonitis with 
exertional symptoms
Moderate/large 
pericardial effusion

Shrinking lung syndrome 
or pneumonitis with 
symptoms at rest
Cardiac tamponade

Renal Proteinuria<1 g
Normal creatinine

Proteinuria>1 g
Normal creatinine

Proteinuria>1 g
elevated 
creatinine

Neuropsychiatric Psychosis, seizures, 
myelopathy, ACS

Stroke

Ophthalmic retinal vasculitis

Haematological Leucopenia, 
lymphopenia

Thrombocytopenia>50 000 Thrombocytopenia
10 000–50 000

Thrombocytopenia < 
10,000
AIHA

ACS, acute confusional state; AIHA, autoimmune haemolytic anaemia; AZA, azathioprine; CTX, cyclophosphamide; DLE, discoid lupus 
erythematosus; MMF, mycophenolate mofetil; MTP, methylprednisolone; MTX, methotrexate; RTX, rituximab.
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attribution to SLE and additionally would indicate 
that expert opinion is needed. In our hospital, the 
most common disease- related causes of death in SLE 
are severe lupus nephritis and stroke.5 7 As a result, 
these complications are coded as ‘severe’, with this 
designation prioritising them for resources such as 
hospital or intensive care unit admission.

This system affords the opportunity for wider application 
through the modification of clinical domains based on knowl-
edge and experience in the particular hospital or country in 
which it is to be used.
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