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To further understand lupus health impacts we 

explored flare symptoms, triggers and 

management with a focus on the patient lived 

experience. 

Mixed methods were used to retrospectively 

explore patient-perceived flare in 101 female 

Australian SLE patients, defined by ACR criteria. 

A novel flare definition focusing on the patient-

perspective and reflecting a chronic illness 

experience of symptom stability, and sustained 

exacerbation was used.  

Data collection used a  structured interview 

process  with the definition and an explanatory 

example of ‘flare’ included in the interview  

methods for standardisation.   

Flare definition: 

The appearance of a new clinical sign/symptom 

or the clinical worsening of a previous 

sign/symptom that had been stable for at least 

the previous 30 days and which persisted for a 

minimum of 24 hours.  
Poser CM et al. Ann Neurol 1983 

Fifteen questions exploring the patients’ flare 

experience were asked without participant 

response prompting or discussion. Interview 

times ranged from 10 to 15 minutes in total.  

 

Data were analysed using inductive thematic 

analysis. Separate analysis was performed for 

‘symptoms experienced in flares’, ‘identified 

triggers to flares’, and ‘management strategies 

for alleviating flare symptoms’.  

 

SLE patients of the Autoimmune Resource and 

Research Centre (ARRC) and private 

Immunology clinics in the Hunter/Central Coast 

regions of NSW, AUSTRALIA. 

 

Initial criteria included all identified SLE persons 

aged 18-80 years, but due to low numbers of 

male respondents, the final study was limited to 

females. The cohort was predominantly of 

Caucasian ethnicity.  

 

Mean age was 48(±12.9) years with mean 

disease duration of 7.7(±6.7) years. Illness 

comorbidity was reported in 65.4% with 61.4% 

reporting more than one autoimmune illness.  

ACR criteria and flare frequency of the Australian 

study population were similar to other Caucasian 

populations (Table 1. ACR criteria) Flare 

frequency for the study year was found to 

average 6.8 discrete flares and 29.9 self-

reported flare days. 

The results indicate that the Australian 

population is similar in most respects to other 

Caucasian populations.  Suspected 

environmental triggers of sudden weather and 

temperature change is of importance in view of 

global climate change concerns. 

 

SLE symptom exacerbations and capacity to 

manage these exacerbations can be influenced 

by everyday behaviours and lifestyle choices. 

 

Exacerbations are often not reported to 

managing clinicians due to: an individuals need 

to be in control of their illness; and barriers such 

as a past negative patient/clinician interactions.  

As compared to other populations, the Australian 

SLE patients experienced similar symptoms 

however, reported joint and muscle pain more 

frequently than fatigue.  Additional symptoms of 

gastrointestinal issues (13.9%) and shortness of 

breath (9.9%)  were also reported. (Fig.1) 

Table 1.  ACR criteria of population 
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 An Australian story: patient perceptions of SLE flare 

activity, symptoms, triggers and management 

Living with SLE involves a daily symptom 

background with various day-to-day life goals 

and activity impacts. Symptoms are managed to 

prevent organ damage and achieve acceptable 

levels of patient tolerance however, exacerbation 

periods (flares) still occur. Reported illness 

impacts vary between patients and clinicians and 

are influenced by illness severity; flare 

predictability; frequency and intensity; symptom 

characteristics; available supports and 

importantly, patient resilience and self-

management capacity. 

Overall 29 general trigger themes were self 

reported. Frequently published flare triggers of 

ultraviolet radiation, infection and stress were 

confirmed, with new triggers of temperature & 

weather changes; work and household 

chemicals, identified. 

Figure 1  SLE  Self-reported flare symptoms 

Figure 2  Top self-reported flare triggers 

Most flares were self-managed with patients 

making considered management choices without 

medical input.  

 

Patients employed numerous self-management 

strategies  which had been learnt over past 

years of living with illness symptoms. In addition 

management strategies were also learnt through 

education programs, support group and peer 

discussions. Strategies employed included: 

 

• Changing medication  

• Heat rubs, anti-inflammatory gels & lotions 

• Resting more, working less, relaxation & 

meditation, visualisation  techniques 

• Using aids (heat packs, wheelchair, walker) 

• Pace planning 

• Complementary therapies (massage, 

acupuncture) and medicines (herbal tinctures, 

ginger,  garlic, turmeric, fish oils, emu oil) 

• Diet modification – simpler foods, gluten free, 

• Exercise more, stretching, water exercising 

• Hobby distraction (art, music) 

 

Importantly  50% of participants reported self 

adjustment of medications such as prednisolone 

without medical advice. Many kept a supply 

specifically for exacerbation management. 

 

In general, the participants only sort medical 

input if self-management strategies did not work 

and symptoms persisted. Numerous medical 

support barriers were reported and included: 

availability of appointments; costs associated; 

and past negative experiences reflecting an 

incongruence between clinician and patient 

views of symptom impact and flare occurrence.  
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Malar rash 64 
Discoid rash 3 
Photosensitivity 47 
Oral/nasal ulcers 29 
Arthritis 79 
Serositis 21 
Renal disorder 41 
Neurological disorder 39 
Haematological disorder 43 
Immunologic disorder 30 
Antinuclear antibody (ANA) 89 


