MEDICAL GUIDANCE:
SUPPORTING A PERSON WITH
POST-EXERTIONAL MALAISE (PEM)

CLINICAL WARNING

People with myalgic encephalomyelitis (ME) have varying abilities day-to-day. But
when a person has very severe ME, or is experiencing PEM, any additional activity—
sitting up, walking a few steps, or answering one question—can worsen symptoms,
reset recovery, and accelerate long-term decline. Rest must be strictly protected as a
medical intervention.

M RECOMMENDED ACTIONS

Ensure they are lying down, comfortable, and do not need to move.

Keep the environment dark and quiet (eye mask, blackout curtains, noise control).

Bring essentials (water, food, medication) to them so they do not get up.

Provide safe, simple meals or snacks within reach. Respect dietary sensitivities
and intolerances. Choose easy-to-digest foods that do not create extra strain.

Buffer household noise and interruptions (children, pets, chores, visitors).

Believe and trust them. Accept when they say it is a crash and wait until they
indicate recovery.

Use shorthand codes or signals (such as a traffic light card; thumbs up;
one tap for yes, two taps for no) to reduce verbal demands.

Offer reassurance. Remind them rest is treatment, not laziness.

B ACTIONS TO AVOID

Do not ask questions or start a conversation; even one can overload.

Do not ask them to explain or justify what they are experiencing.

Do not turn on lights or make noise without consent.

Do not make them sit up, walk, or fetch items.

Do not touch or stimulate them physically if they are hypersensitive.

Do not bring unsafe foods or expect them to make food decisions.

Do not bring scents or odors into their room.

Do not encourage them to ‘push through, which causes harm.

BWHY THIS MATTERS

Every additional demand risks worsening symptoms, extending recovery time, and
lowering long-term baseline. ME is a very serious, often progressive, neurological
disease that can impact all body systems. Believing them without question and using
shorthand communications prevents unnecessary cognitive exertion. Protecting
strict rest, including safe food support, safeguards both short-term recovery to base-
line and long-term health. Disbelieving their suffering has led to a dramatic increase
in the suicide rate for this vulnerable population.

This guidance is consistent with consensus recommendation from NICE (2021), CDC, and the Institute
of Medicine (2015) for management of post-exertional malaise in ME (ME/CFS) and Long Covid.



