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Change of Chairperson ¢ As some of you already knowpuise has stepped down as the group
Chair, due to pressures of life as a carer with atiole job. | hope that she will continue to be very

much involved with the group in the futurend wish both heland Luke the best of ludk hy [ 2 dzA a
suggestion, | have taken her role and will be sending out the newsletter and ansvedirergjuiries

from now on - Lindsey

West Berks ME & FM Group _ Awareness Event ¢! RIS F2NJ SOSNE2ySQa R

Friday 18' Octobe 2007 4pm to 6pm
Baptist Chuch Hall, Cheap Street, Newbury

The group is havings first Awareness Event in Octobérhere will be talks, information stands and

plenty of opportunity to meet other people and hopefully spread some awareness. Refreshnvéht
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volunteering(or has family/friends who will volunteerhas a raffle prize ready to be donated or would

like to have an opportunity to setheir crafts, then please call Lindsey on 01635 529676. Volunteers
g2dZ RYy Qi KIF@S G2 O02YYAl G2 GKS gK2ft SAfyerfoythey | y:
event has been sent with this newsletter for you to put up anywhere you can think of.

Members Tips of the Month ¢ Every month we will now publish members tips on living with ME
or FM. Please send your suggestiongxfo@wbme.orgor call Lindsey.

Amandarecommends turning the TV subtitles on, if you finging to concentrate on both the sound
and the picture difficult.

Mary recommended getting an information sheet to give to your dentist. FMAUK no longer have this
2y GKSAN) 6S0aAlGST odzi 5SOAYy {dGFNIIlyetf Qamayd&o ana i
involved in your healthcare team, from dentists to pharmacists:
http://www.sover.net/~devstar/sheets.htm They are written with FM and CMP (Chronic Myofascial
Pain) sufferers in mind, butygn the similarities between FM and ME and the likelihood that many ME
AdZFFSNBNR faz2 KFE@S [/ at S@SYy AT (KSe& R2y QU (y20
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New Poster ¢ Following our change of name, new publicity material has been produced. A gigap lo
formed of the MECFS and FM awareness ribbons in Dark Blue and Purple has been developed and this
now appears on all our material. A new poster has also been created and a copy of this is included with
this newsletter. If everyone can ask at their dastopharmacy or anywhere else you can think of if
they have our poster and if not, would they put it up, then we should be able to let more people know
about the group.

Joining Forces  with _more people with Fibromyalgia ¢ Louise and Lindsey attended a ntieg

on August 18 with June Elcock and some of the people who had responded to her letters in the
Newbury Weekly News asking if anyone with Fibromyalgia would like to meet. The meeting was very
well attendedand people were enthusiastic to hear about theup and what we can offer. Hopefully
many of the people who attended will come to further group meetings.

Group Committee ¢ June and Richard have joined Lindsey, Katy and Wendy on the group committee.
Richard will now be hosting many of the Hillcro@ldza S YSSGAy3asx F2ft26Ay3
well as some of the social events.

Custom Merchandise ¢¢ KS DNRdzL) y2¢ KIFa Odzaid2yY YSNDKI YyRAA!
including clothing, bags, hats, mous®ts and stickers. An American compa@gafePress was chosen

to host the site and provide the merchandise because the favourable exchange rate means that, even
GAOK &aKALIWAY3IAT AG gl a OKSFLISNI GKFy GKS 'Y FyR ¢
from and the small proft madeoda 2 YS 2F GKS AdGSya gAaftft 32 G261 N
store is athttp://www.cafepress.com/westberksmefm
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http://www.cafepress.com/bydls
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Honorary Members of the Neurological Alliance ¢ John Holt, the liaison offer for the West
Berks Neurological Alliance has very kindly offered the group honorary membership of the
Neurological Alliance. We will enjoy the benefits of association with the group, but do not have voting
rights at their meetings.
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West Berks Neurolog ical Alliance AGM ¢ On Monday September'3 Lindsey attended the
AGM of the West Berks Neurological Alliance, at the request of Eileen Shoosmith, from the Reading ME
Group, who was unable to attend.

The Chairman of the WBNA, David Roberts, gave aKpeezy (G KS 3INPR dzLJQ& LINE INB
including progress witkhe new Berkshire West P(fe success of the Specialist Neurology Nurse for
Rare & Complex Conditioasid the plans to bring a hydrotherapy pool to Newbury.

Speaking at the meeting was Dr Jamas€; a leading, political, local @o gave a rather provocative

and very interesting tale y G2 K& RAA&ASlIasSa | NB o0l R dybaddBeziad KSI
17 years, feels that we as a society focusrahvidual diseases and quick fix medioas too much. He
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thinks that alliances like the WBNA, which focus on the similar needs of a large group rather than their
individual diagnoses, are a better waf the voluntary sector helpinddr Cavediscussed the problems

of individual charities for every variation of some diseases, such as cancers. He spoke of the criteria for
support from the charities being related not to the needs that they could supplsinyone most in

need, but to the specific disease of the patient. Dr Calge believes that health charities a whole

suffer because there is little pressure for efficiency in the voluntary sestdrmany charities compete
against each other instead aorking together He spoke of how charities tend tmly advertise the
aGlraAraidAaoa o2dzi GKSANI ALISOATAO Af f yHeapiomoie& | (
generalist medicine over specialist led care, feeling that your GP needs to dwaygolved as they
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was a very interesting talk and the questions afterwards clarified much of his position.

Dr Cave was most helpful with givingntision how groups can deal with our new PCT and gave us some
more information on the new Practice Bas€P Commissioning Bodjeshich have now been given
more influence and control over how money is spent on health care services.

E- Petition ¢The2 Y £ Ay S 32 @S NY YS YV (ihad abvi reachiec 6450 Gignatures and NI f ¢
29" place overall. If you, or any friends or family have yet to sign the petition, please do so. The
32 @SNY Y Sy (i ©basetlJappronkhitd KMEJAvhich means only CBT and GET are pushed and
OA2YSRAOIFf NBaSINODK R2SayQd 3IS4G 320SNYYSyd TFdzy
the two conditions are so closely relatddtp://petitions.pm.gov.uk/MEis-real/
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NICE ME - CFS Guidelines - The National Institute for Health and Clinical Excellence [Ni&E
published their document for clinical guidelines of the diagnosis and management eCH3E
Recommg RI G A2y a Ay Of dzZRSX

oDiagnosis:

w If a child or young person under 18 years old has symptoms of possible CFS/ME they should
be referred to a paediatrician within 6 weeks of first seeing their doctor about the symptoms.

w After other possible causestie been excludk a CFS/ME diagnosis shouldnhede after
symptoms have persisted for 4 months in adults, and after 3 months in a child or young person
(in consultation with a paediatrician).

Management:

w An individualised management plan should eeloped with the person with CFS/ME and
they are in charge of the aims and goals of the overall management plan.

w Health professionals should provide care inywauitable for the individualyhich may
include providing some tests or treatments at hepor support and advice by telephaienail

w Clinicians should offer advice on managing activity, rest periods, sleep patterns, diet,
equipment to help maintain independence like the blue badge, and advice on fitness to work or
be in education
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may worsen symptoms

w Cognitive behavioural therapy and/or graded exercise therapy should be offered to people
with mild or moderate CFS/ME and provided for thoseovaoose it, as there is the clearest
evidence of benefit for these approachés.

Invest in ME has released an initial response, in which they express dismay at the continuing emphasis
on CBT and GEfhe inclusion of as wide a possible base of chronigfet and the continued ignoring

of biomedical research. The guidelimaskeit perfectly clear thathe establishment preferencas per

the Oxford school, istill for a psychiatric basis of MEFS.
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