
What is ME/CFS or PVFS?

Post Viral Fatigue Syndrome (PVFS), Chronic Fatigue Syndrome (CFS) and Myalgic
Encephalomyelitis (ME) are different names for what is possibly the same illness. Its cause is
currently unknown, but the World Health Organisation states that it is a neurological illness. The
term most commonly used is ME/CFS.

It is estimated that 1 in 250 people have ME/CFS, approximately 21,000 in Scotland and
approximately 250,000 in the UK. At least 80 people in Lochaber have ME/CFS at any one time.
The illness can be very debilitating, but with early diagnosis and careful management the outlook is
improved.

Most people have experienced a bad dose of flu and know that recovery to normal energy levels can
take a month or two. When post viral exhaustion is severe, with a substantial reduction in activity
and recovery taking more than 3 months, the cause may be ME/CFS. It is important that your
doctor does blood tests to exclude other potential causes of the fatigue – especially Lyme disease,
coeliac disease, underactive thyroid and autoimmune disease. There is no specific test that GPs use
for ME/CFS. The NICE guideline on ME/CFS (2021) advises healthcare professionals to diagnose
ME/CFS in a child, young person or adult who has the symptoms that have persisted for 3 months
and are not explained by another condition.

All of these symptoms should be present:
● Debilitating fatigue that is worsened by activity, is not caused by excessive cognitive, physical,

emotional or social exertion, and is not significantly relieved by rest.

● Post-exertional malaise after activity in which the worsening of symptoms:

○ is often delayed in onset by hours or days

○ is disproportionate to the activity

○ has a prolonged recovery time that may last hours, days, weeks or longer.

● Unrefreshing sleep or sleep disturbance (or both), which may include:

○ feeling exhausted, feeling flu-like and stiff on waking

○ broken or shallow sleep, altered sleep pattern or hypersomnia.

● Cognitive difficulties (sometimes described as 'brain fog'), which may include problems finding

words or numbers, difficulty in speaking, slowed responsiveness, short-term memory problems,

and difficulty concentrating or multitasking.

It’s common for people with ME/CFS to look normal. The severity of symptoms varies from person
to person, and over time. Please see our leaflet on Mild, Moderate, Severe and Very Severe
ME/CFS for more information.

There is currently no cure. Some therapies that have been tried are Pacing, Graded Exercise
Therapy (GET),  Cognitive Behavioural Therapy (CBT) or any combination of the three:

● Pacing is staying within  one's energy limits and balancing bouts of activity and rest to
reduce symptoms. Pacing is recommended in the NICE guideline on ME/CFS (2021).

https://www.nice.org.uk/guidance/ng206/chapter/recommendations#fatigue
https://www.nice.org.uk/guidance/ng206/chapter/recommendations#activity
https://www.nice.org.uk/guidance/ng206/chapter/recommendations#post-exertional-malaise
https://www.nice.org.uk/guidance/ng206/chapter/recommendations#activity
https://www.nice.org.uk/guidance/ng206/chapter/recommendations#unrefreshing-sleep


● GET is a process of incremental increases in the amount of exercise. The majority of people
with ME who used GET reported that it caused them to deteriorate. The NICE guideline on
ME/CFS (2021) advises that GET should NOT be offered. A scientific trial (White et al.,
2010)1 that claimed GET and CBT were safe and moderately effective  has been accused of
significant bias (http://www.me-lochaber.org.uk/leaflets/GET
InfoForHealthProfessionalsHighlandRegion.pdf).

● Cognitive behavioural therapy (CBT) can help  people cope with having a chronic illness.
The NICE guideline on ME/CFS (2021) recommends that it is not offered as a cure for
ME/CFS but as a support for people to manage their condition. For more information on
approaches that can help ME, see Action for ME’s  website or the ME Association's
website. Many people,  at all levels of severity, find listening to relaxation or meditation
tapes useful.

The duration of the illness varies from person to person. Sometimes people recover within a year,
for other people it takes longer to achieve recovery/remission. Others recover to the point where
they can lead a fulfilling life, even if they have to manage their activity levels differently to the way
they did when they were healthy. Sadly some people never recover.

There are currently no specialist services for people in Lochaber who have ME/CFS. One of the
Support Network’s aims is to persuade NHS Highland to provide us with specialist services.

The aims of Lochaber ME Support Network are to:

• Allow people whose lives are affected by ME/CFS (both those with the illness and their carers,
families and friends) to support one another;
• Raise awareness of the illness locally among the public and the medical profession
• Campaign for specialist services to be provided by NHS Highland.

Membership is free.

To join or find out more, e-mail m.e.lochaber@googlemail.com

Web site: www.me-lochaber.org.uk
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