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Abstract

This Guide analyses how relapses in children with ME are being caused by
inappropriate programmes of reintegration arrived at through misinterpretations of the
statutory guidance Access to Education for Children and Young People with Medical
Needs.

The Department of Health now refers to this condition as CFS/ME

Many doctors use the term CFS (Chronic Fatigue Syndrome). Others prefer ME
(Myalgic Encephalomyelitis) as originated in The Lancet.

This guidance concerns the neurological condition classified under the names ME and
CFS by the World Health Organisation as a disease of the brain and nervous system
(ICD 10; G93.3).
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Access to Education for Children with Chronic Fatigue Syndrome/ME

126 families with children with Chronic Fatigue Syndrome/ME were surveyed about their experiences of the state
education system and how helpful their LEAs had been.
These were their responses:

Educational provision

[76% were not satisfied with their education provision
22% were satisfied but some said they provided it themselves
2% did not answer this question

87% had had to struggle for recognition of their needs
[-13% had not had to struggle for recognition of their needs

81% had moved school to get recognition of their needs
14% had not moved school to get recognition of their needs
4% did not answer this question

[ 68% had left state education
[31% had not left state education
6% did not answer this question

[65% had paid for private tuition or distance learning
[-33% had not paid for private tuition or distance learning
2% did not answer this question

62% had felt threatened or bullied by attitudes from other children
[35% had not felt threatened or bullied by attitudes from other children
3% did not answer this question

84% had felt threatened or bullied by attitudes from professionals
C13% had not felt threatened or bullied by attitudes from professionals
1% did not answer this question

72% did not give a vote of confidence to state education for children with CFS/ME
[14% did give a vote of confidence to state education for children with CFS/ME

[14% abstained from this question; some explained that they could not give an opinion as they were using private
educational facilities.

Help from LEAs

10% of families rated their Local Education Authority ‘as helpful as possible’.

5% of families rated their Local Education Authority ‘very helpful’.

[25% of families rated their Local Education Authority ‘helpful’.

28% of families rated their Local Education Authority ‘not helpful.

1% of families rated their Local Education Authority ‘very unhelpful'

C11% of families did not answer this question. Some said this was because they were not using LEA facilities.

"It was noticeable that in most cases, this applied to both medical and educational professionals, but in some cases only one profession was
referred to, commonly either the medical or the educational profession.
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