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To have ME is to experience hell twice
over, firstly through the devastation of the
disease itself, and secondly through the
lack of diagnosis, information and support
that most sufferers are still having to
endure (Macintyre, 1998, p.ix).  Although,
as an illness ME/CFS has been in existence
for many years, it has taken time for the
medical profession and other experts who
have dealings with patients to accept it as a
real disease, and this appears to be the case,
even more so, when young people have the
illness.  Despite there being no diagnostic
test many more doctors and other relevant
professions now accept ME/CFS as a
genuine illness.  Nevertheless, there still
exists controversy over the kind of illness it
is, how it affects sufferers and how it
should be treated.  Regardless of such
conflict, ME/CFS is classified by the
World Health Organisation (WHO) as a
disease of the nervous system, a
neurological illness ICD 10
G93.3.ME/CFS is a chronic condition that
has an overwhelming and destructive effect
on the physical and psychological
functional ability of those who have it.  For
that reason, the intent is to address
ME/CFS from a personal perspective,
looking in particular at the physical and
psychological aspects and how they impact
on a young persons life.  Much research
has been done into how ME/CFS affects
adult sufferers.  Research is also available
regarding how the parents of children with
ME/CFS are affected and how they see
their children as having been affected. 
However, even though the 2002 United
Nations Convention on the Rights of the
Child (UNCRC) declared that children and
young people are entitled to have [their]
own opinion, which is listened to and taken
seriously (Save the Children, nd), very
little research specifically addresses how
they experience ME/CFS. Therefore, this
project will concentrate on the voice of
young people.  Conducting such an
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investigation might highlight areas where
young people can be better supported as
well as giving them a voice.
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mothers were interviewed individually.  remain present in the lives of women and children following separation? 
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