Summary of feedback – Forum 20th April 2006

Comments from young people:

What is the most difficult thing about being a young person with CFS / ME?
Pacing ‘all the time’

No social life

People not trying to understand

Isolation from other people

Talking about illness all the time

Misunderstanding other symptoms and what CFS / ME really is

Problems encountered at school / education and with social life:

Teachers should be more helpful and not force you to do things – don’t understand CFS / ME

Walking around school is difficult – rooms could be rearranged to make it easier

Home tutoring – not enough and not understanding

Missing out on the social part of school

Feeling that you get behind in subjects

Limits most school activities

Stress make symptoms worse 

Need somewhere to go when tired

Difficult to meet new people

Things that might help:

Arranging for a friend to come round for an hour

Contact with other people with CFS / ME – using Internet *AYME chat room

                                                                                              * MSN school friends

Information sites to help friends explain / understand

Talking to friends, trying to get them to listen

More information for teachers

More publicity – so people know where to go for information

Comments from parents:
Misunderstood

? Name – CFS / ME

Lack of specific test for CFS / ME

Lack of additional services eg Occupational Therapist or Physiotherapist

Differing responses from staff in educational setting

Children don’t want to be different

Important to maintain peer contact

? why no-one present from Stockport professional / support services

How we are looking at developing the service:

1
Put together a leaflet – keep it simple, not too much information (to include)

· Important to do things you enjoy

· How it can fluctuate – pacing activities

· Mental and physical energy – how it affects individuals

2
Ongoing training events for professionals. This will include feedback from forums regarding frustrations and difficulties, highlighting the needs of young people.

3
More events for young people being planned – we will be asking you to help us plan for this event.


Some initial thoughts………….

· Holding the next event at the end of August

· Looking at alternative venues (any ideas?)

· Focussing on talking about specific topics / problems that you highlight

We would appreciate your views on these thoughts and suggestions for our future events.

Please contact us on: telephone 01204 390512 or email cf.service@rbh.nhs.uk or write to:
Frances Moulden


Chronic Fatigue Nurse Co-ordinator


Ward B2


Royal Bolton Hospital


Minverva Road


Farnworth


Bolton


BL4 0JR
