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ME/CFS & Long COVID Service

Managing Setbacks and Flare Ups



Symptoms can fluctuate, and there may be times when they become noticeably worse. This can be frustrating and may mean you need to temporarily change how you manage your day. A setback is not a failure, and it does not mean you have done something wrong.

What can contribute to a setback?

A setback or flare-up may happen without an obvious reason. At other times it may follow an infection, a period of increased physical, cognitive, emotional or social activity, poor sleep, stress, surgery, travel or several demands occurring close together. Try to notice patterns without blaming yourself.


Recognise your early warning signs

Your warning signs will be individual to you. They might include increasing fatigue, pain, cognitive difficulty, sensory sensitivity, disturbed sleep, flu-like symptoms or needing longer to recover after activity. Responding early may help you reduce the overall impact.

Reduce the demand

Temporarily reduce, postpone or adapt activities that are not essential. Break necessary tasks into smaller parts, accept help where it is available and create more space for rest and recovery. This may mean doing less than your usual level for a period of time.

Allow symptoms to stabilise

Do not try to push through a significant worsening of symptoms. Give yourself time to settle and use the pacing and energy-management strategies that normally help you. If you use an activity diary, it can help you see what was happening before and during the setback.

When you begin to feel better

Avoid trying to catch up with everything at once. Return towards your usual activities gradually and according to how your symptoms respond. There is no fixed timetable: you may need to adjust activity up or down as your health changes.

Practical and emotional support

Ask for practical help with tasks such as shopping, meals, caring responsibilities or household jobs where you can. A setback can also be emotionally difficult. Talk to someone you trust or your healthcare team if you are finding it hard to cope.

If infection or another illness is involved

An infection or new illness can temporarily increase symptoms. Reduce demands while you are unwell and follow the usual medical advice for that illness. Seek medical advice if you are concerned about new symptoms, symptoms that are severe, or symptoms that are different from your usual pattern.

Remember

Setbacks and flare-ups can happen even when you are managing your activity carefully. The aim is not to achieve a perfect routine, but to recognise changes, respond to what your body is telling you and adjust your activity and rest accordingly.
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