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Welcome to theFebruary newsletter of th&Vest Berks ME & FM Groufiome of thetopics coveed this

month include:Newbury Racecourse Charity collection (pga®)update on the situation with the PCT Qg

news about Lindsey and FMA UK (pgah update on the PolkaDotGals campaign &mel Yellow& Black lall

(pgs 4 & 5);information about workshops for young people with FM from AYME (p@ré)account of the

APPG on ME meeting (pg®) controversy about FM caused blge New York Times (pg 10).

Committee
We are looking for more members to join the
A NP dzLJQ a
can be adapted for different comittee members.
Even the committee meetings are arranged for the
convenience of the majority of the committee.
Please let us know if you would like to help your
group continue to grow.

Social events
The group committee ialsolooking for volunteers
to help organise specific social events, as suggested
at the November meeting on the future of the
group. As this involves being organised in one
event only, it is a more temporary role than joining
the committee.

Suggestions for event® organiseincluded craft
taster sessions, outings to different country pubs in
the area, a quiz night, a bowling evening, theatre
and cinema trips and outings to tourist towns and
attractions such as Windsor and the London Eye. If
anyone would like to help with a particulavent,

or has an idea of a different event they would like
to help organise please let a member of the
committee know.

Upcoming Evening Talks
As of this month, the schedule for evening talks is

O2YYAUGGSSo 5dzii A SéhangimgBlyhasibeed Sutjgested tyich Al@wizg timie y

after a talk for discussion and drinks would be
preferable to having a possibly long wait with a
drink before the talk.Talks will therefore start at
7pm promptly, so please try to arrive by then.
There will be an opportunity to socialise and
discuss the talkfeerwards.

CKAA Y2y UiKQ& (Febupry A™in 2y
Meeting Room 1 at the West Berkshire Hospital, at
7pm. The speaker will beEmma Knapp a
representative from Neways International, a
company that specialises in producing dietary
supplements, as all as toiletries and other
products with fewer chemicalsEmma will be
Grft1Ay3 1o62dzi GKS O2YLI Y
of which may be suitable for members with various
intolerances or who could benefit from nutritional
supplements.

bSEG Y2y i monday Wardh 1LGh, v@llybe
from Amanda Lee, a kinesiologist at the Newbury
Wellbeing Centre.



Members Tips of the Month
Please send your suggestionsrio @wbme.orgor
call Lindsey.

Lindseyrecommends saving enerdyy doing the
grocery shopping online. If you ask, the delivery
driver will usually even carry your shopping into
the kitchen for you.

Newbury Racecourse Charity Collection
We recently heard that the group has been
allocated a charity collectionat a Nevbury
Racecourse raceday. We have been given aoslot
Saturday March 3L This is a brilliant opportunity
for the group as the raceday charity collections can
total over a thousand pounds.

We will need volunteerso collect money so f you
would like to volunteer or know someone who
would like to volunteer, please led committee
member know We should be able to be very
flexible, so if you could only collect for 20 minutes,
or if you would need to sit down to collect, please
just let us know and voluntee

-Lindsey

Update on the situation with the PCT

On Friday January 18 | went with Eileen
Shoosmith from the Reading Area ME Support
Group to a meeting with Nick Buchanan, a
commissioner for the Berkshire West PCT. Eileen
was there in a dual role as léer of the FM group
and as a representative of the Reading &
Wokingham FM Support Groups.

bAO] . dzOK I Yy Iy Aa 0KS
commissioner for Mental Health, Learning
Disabilities, Substance Abuse and Psychological
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Therapies. He is covering commissng for
a9k/ C{ YR Ca Fa (G§KSNB
commissioner for Lorgerm Health Conditions in

the Berkshire West PCT.

Also at the meeting were Philip Brooks and
Christine CookPhilip Brookes is a consultant in
Public Health for the Berkshire Ea®fCT and
Christine Cook is part of the Public Health Team for
the Berkshire West PCApparently there are no
commissioners for specialist areas currently in the
Berkshire East PCT.

Philip Brooks was given the task of completing the
needs assessment on gpgle with ME for the
Berkshire East PCT. This needs assessment has now
been extended to cover all of Berkshire and
Christine Cook has joined him in working on the
needs assessment. We suggested that the needs
assessment shoulcbver FM as well as ME becaus
of the overlap of diagnosis, symptoms and needs
within the two patient groups and Philip Brooks
was willing to consider FM in the needs
assessmentEileen and myself are going to meet
with Christine Cook again soon.

We discussed a GP Care Pathway GtideGPs
presented with patients with possible ME/CFS or
FM. Although the PCT representatives liked the
concept, it is something that they will explore after
the results of the needs assessment are published,
when the Professional Executive Committee of the
Berkshire West PCT will consider the idea.

We also discussed the possibility of a specialist
Expert Patient Programme Living Well course for
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explored further.
-Lindsey
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Talk from James Hamilton of the West

Berkshire Community Care Team
On January 1% our informative evening talk at the
West Berkshire Community Hospital was from
James Hamilton, the Team Manager of West
. SNJ] aKANB {20A1I ¢
Community Care Team.

The talk was extremelyseful and it was great to
have James as a speaker. He was very patient and
let us ask as many questions as we wanted.

The talk was very positive, with James making it
clear that the Physical Disability Community Care
Team really wants to help anyone whuas a
physical disability and is in need of care of some
kind. The first step for anyone considering asking
for help from the Physical Disability Community
Care Team is to refer for an assessment. This
R2SayQi KIgS G2 06S R2yS
actualy be best if the patient refers themselves. To
do a self assessment for community care services,
either go to the website below and download a
form, or call the Community Care Team Contact
Centre on 0845 6014726.
http://www.westberks.gov.uk/index.aspx?articleid
=1036

Although West Berkshire Council can ogiye you
support if you have a "critical" need, even if you do
not have a critical need they can give advice and
signpostyou to other services that may be able to
help. For example, occupational therapists make up
' LILINBEAYLFGStE@ KEETFT 2
give advice about aids and working conditions over
the phone as part of an assessment, even if you
R2y Qi GKSy .jdzr f AFe
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They also consider more than you would expect in
working out if you have a critical need. If you need
help because otherwise you are falling all the time
for example, then they take that into account. But
they also take into account whether you neede

{ SNIA SSBAY, you arg ROk &t gk pf 10SIROYQUE RN (i

carer, usually a spouse. If, for example, having to
do the housework on top of doing a job and caring
for you in other ways is stretching a primary carer
to breaking point, then they consider that ataal
need and can supply help with housework.

As well as providing ongoing care, the Occupational
Therapists in the Community Care Team can supply
advice, adaptive aids and even help get
modifications made to your house if necessary.

It was great to har that social services look at the
whole picture surrounding care and acknowledge
the, hge pmoygithgtuBPRigl cprgredo. £rersgany,
also refer themselves for a Carers Assessment.
-Lindsey

Newbury Crafters
Two of our memberg Linda & Albert Moss are
involved in the Newbury Crafters Group and it was
suggested that some other members might like to
go along to a meeting.

Newbury Crafters meet on the third Saturday of
the month from 2pm to 5pm at Speen Parish Hall.
It costs £2 per session and is open toyame
interested in textile and other craftsPeople can

widy geirowr tRimgly or faeRpartjink &g of the

demonstrations that take placeWe are a small
friendly and helpful group and make everyone feel

T 2 NJ Owealggme. Contact Linda or Albert on 01635 43846

for more details.
-Albert
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Invest in ME Conference, May 23rd
| am concerned that | will be too busy to sensibly
go tothe Invest in MEIIME)2008 conferenceand
so was wondering if someone else was happy to go
and do a report for the groupThe theme of the
2008 conference will be SubGrouping and
Treatments for ME/CE@nd it will take place on
Friday 28 May, 2008 at theSavoy Place in
Westminster.

-Lindsey

Fibromyalgia Association UK
As some of you may be aware, our group has never
been affiliated with Bromyalgia Association UK
(FMA UK), largely because of the badly worded
guidelines that groups have to sign up to, but also
because it has been hard in the past to see what
benefit FMA UK provide

| have now decided that, especially with the ball |
am omanising, the time is right for help to try and
help FMA UK and | have volunteered my services. |
will now be in charge of publicity (including public
awareness campaigns) and media relations for the
charity. | am meeting with the FMA UK Board of
Trusteeslater this month to finalise my position
and to also discuss such bones of contention as the
badly worded group guidelines. | hope that | will be
able to help to make the charity more accessible
and to also raise its public profile, thus raising
awarenessof both what FMA UK do behind the
scenes and Fibromyalgia itself.

If | can agree changes to the group guidelines with
the Trustees, the West Berks ME & FM Group will
become affiliated with FMA UK. We are already on
group lists for the ME Association andtian for
ME.

-Lindsey
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PolkaDotGals Campaign Update
| have just spent 3 days in London, helping out with
the remaining photo shoots for the PolkaDotGals
Calendar for Fibromyalgia Awareness. The shoots
are now complete and the photos will be sent to
the desgn team for setting into a calendar in 2
weeks. One of the sponsors that the campaign
founder secured early on is not only supplying the
first 500 printrun free of charge, but also the
design work needed.

The 2009 calendar needs to be finished so early
because the retail buyers start buying calendars for
the next year in February/March. The calendar is
supported by model Danni Wells, athlete Sara
aODNBI gz ! YSNAOFQa [/ dzLJ
Coventry City Football Club. The photos have been
shot by a biliant young photographer, Luke
Varley, who donated his time free of charge. The
project has been extremely professional, despite
the shoostring budget and the small team behind
it, and the calendar should be very commercial.
Bianca hopes to get it into tianal outlets, such as
WHSmiths and supermarkets, rather than just local
stores.

The calendar will be launched for the public at The

Yellow & Black Ball & Auction for Fibromyalgia

Awareness, where advanced orders will be taken.
-Lindsey

Daily Express Article on EM
The PolkaDotGal€ampaign founder andProject
Director, Bianca Embley, was interviewed for the
Daily Express and the articilillions In Agony Like
MeQwas publishd on January %L Cangratulations
to Biancdor getting this publicity of Fibromyalgia.
-Lindsey
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The Yellow & Bla ck Ball & Auction

Tickets are now on sale for The Yellow & Black Ball

& Auction for Fibromyalgia Awareness that | am
organising.

Full ball tickets are £100 each (or £90 each if you
order 10 together), which includes a drink on
arrival, 3course dinner osrlooking Hyde Park,
entertainment, the charity auction and dance.
Tickets are also on sale for the auction and dance
only, at £25, which includes a drink on arrival.
Cheques should be made out to FMA UK and sent
to me, Lindsey Middlemiss, at 46 The Nigbtles,
Newbury RG14 7UJ. If you or someone you know
would like to purchase tickets using a credit or
debit card, this function will soon be available
online.

| realise that these prices are out of the range of
many people with FM or ME/CFS, but the prigna
aim of the event is to raise money to use for
awareness projects.

What | am really hoping to get from all of you is
help with sourcing donations, sponsorship and
auction prizes.

Sponsors and/or suppliers are being sought for the
ball expenses, such adlowers, decorations,
entertainment, etc. The more than can be
sponsored, the more money there will be for
Fibromyalgia Awarenesg$?erhaps you know of a
business that might be willing to supply something
needed like this for free or reduced prices? All
sponsors will be mentioned in press releases and
will be able to give information about their
company to all ball guests.

www.wbme.org inffo@wbme.org

Donations are also beingought for the charity
auction. These could be anything of interest, from
tickets to a concert or show, thrgh celebrity
memorabilia, to services and osne-a lifetime
experiences. As long as something is donated for
free, even if it only sells for £50, that is £50 raised
for Fibromyalgia Awareness. Auction prizes
LINPYAASR 2NJ R2ylFGSR mg?
for 8 on board a Pindar round the world race yacht,
signed blowups of the PolkaDotGals calendar
pictures, a makeover with a professional make
artist, a signed portrait of Jaws from James Bond
and an original painting by Emma Levick, an artist
with Fbromyalgia.

If you are interested in sponsoring part of the
event (or know someone who may be interested),
have ideas for auction items or areterested in
helping out,please contact me

-Lindsey

CAM to be regulated in the UK

Complementary and alternative medicine is going
to be regulated in the UK with the formation of the
new Natural Healthcare Coun¢iNHC)- which is
being backed by governemt and the Prince of
Wales

The NHC will be able to strike off errant or
incompetent practitioners and will also set
minimum standards for practitioners to ensure that
therapists are properly qualified. Patients will be
able to complain to the council about practitioners
and the new body will be moded on the General

Medical Council and other similar statutory bodies.

~-Lindsey
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Online Support Groups Research
An article has been published in thQualitative
health researclournal exploring if, and in which
ways, patients feel empowered by participation in
online support groups. The Dutch researchers also
studied which empowering and disempowering
processes occur as a result of taking part in these
groups.

The researchers interviewle 32 particpants of
online support groups and found that the following
empowering processes took placeexchanging
information; encountering emotional suppart
finding recognition sharing experienceshelping
others, andamusement.Disempowering processes
were mertioned far less often. Empowering
outcomes mentioned werebeing better informed
feeling confident in the relationship with their
physician, their treatment, and their social
environment improved acceptance of the disease
increased optimism and controlenhanced seH
esteem and social welileing andcollective action.
¢CKS FITNIAOES O2yOf dzRS &
support groups can make a valuable contribution
62 GKS SYSNHSYyOS 2F SYLR

| am involved with a few online support groups,
notablythe forums atbutyoudontlooksick.conand
fmauk.organd feel very strongly that online
support groups have a role to play helping
patients. Advantages over real life support groups
include anonymity which encourages more
disclosure and discussion about emabrassing topics
and the accessibility for people who struggle to get
out because of disability. | was helped hugely by
2yt AYS &dzZLILI2 NI INPRdzLIA |
resources, | might never have been diagnosed.
-Lindsey
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AYME and Young People with FM
The Association of Young People with ME
(AYMEhas teamed up with theSurrey & Sussex
FM Support Grougo organise a pilot scheme of
two workshops for young people with FM, due to
take place next month.

The workshops are open to anyone under the age
of 26 and will be ideally suited to those over 12
who have around 50% capacHyf you are not in
this range then please just check with the
organisers before bookinglease let any young UK
Fibromites thatyou know about these gatherings
they shouldthen contact Katie from AYME on her
email atKatie@ayme.org.uk

The organisers have said in th@nnouncement
that:

2SS LINRPYAAS @&2dz | &dzlJISN.
friendly young people, just like you. We will have
resttimes and a special relaxation sessidrhe day

G Kwill givegawithr AhANGe toJlall abouy isspey thag v

are affecting you. You will meet new friends, share
ORI SOR  ypuIr exp@neicase §f living  with
Fibromyalgia and M.E/CFS and but most of all talk
Fo2dzi ay2NXIFfé¢ GKAy3Ia | a
also have the oppotnity to do some crafty things
too.

The overall aim of the day is to build your
confidence, get some useful information and hang
out with new friends. You can join in or opt out for
a rest at anytime during the day. You will be
amongst young people who derstand and there

LINE a.a dzN
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Parents & Carers are invited to attend the special

YySUg2N]JAy3 asSaarzy SR

Officer with information from the Fibromyalgia
01635 529676
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http://www.ncbi.nlm.nih.gov/pubmed/18235163?dopt=AbstractPlus
http://www.butyoudontlooksick.com/boards
http://www.fibromyalgia-associationuk.org/community/index.php
http://www.ayme.org.uk/
http://www.ayme.org.uk/
http://www.ayme.org.uk/
http://www.fms-sas.co.uk/
http://www.fms-sas.co.uk/
mailto:Katie@ayme.org.uk
http://www.fibromyalgia-associationuk.org/content/view/190/2/
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SupportGroup for Surrey and Sussex. This session
gives parents/cares the opportunity to learn more
about Fibromyalgia and the Fibromyalgia Support
Group for Surrey and Sussex, about AYME and
about ME/CFS and to share experiences, ideas and
information. Contact latie from AYME on her
email atKatie@ayme.org.ufor more information.

AYMEhas long been providing a much needed and
appreciated service for young people suffering with
ME ard it is great that they are expanding their
remit to officially help young people with FM too.
The Surrey & Sussex Support Grasipne of the
most active UK Support Groups for people with FM.

-Lindsey

APPG on ME Meeting
| recently attended a meeting of éh All Party
Parliamentary Group (APPG) on ME at the House of
Commonsl| went along on behalf of our group and
the Reading Area ME Support Group in order to
hear Ann Keen MP, thdParliamentary Under
Secretary for Health Servicesspeak and to
hopefully talkto her.

Parliamentarians present at the meeting were lan
Gibson MP, chairing, Tony Wright MP, Andrew
Stunell MP and Kerry McCarthy MP, as well as the
Countess of Marand Ann Keen MP, the guest
speaker.Des Turner MP, #usual Chajrhad had

to be in a debate and so sent his apologies.

Representatives of the national ME Organisations
present included: Sir Peter Spencer and Heather
Walker of Action for MEDr Charles Shepherd and
Tony Britton of the ME Associatipiboris Jones
from the 25% Group; Mary Jane Willows from the
Association of Young People with ME; Christine

www.wbme.org inffo@wbme.org

Harrison from BRAME; Paul Davis from RIME; and
Jane Colby from the Tymes Trust.

There were around 20 other people present,
including parliamentary assisies, other local
group representatives, patients and carers.

Row over previous meetings minutes

The meeting opened with a discussion of the
minutes of the previous meetingPaul Davis of
RIME objected to the minutes of the last meeting,
saying he had beemis-quoted. There followed a
heated debate, with Mr Davis accusing APPG
parliamentary organisers and Des Turner MP of a
conspiracy to misepresent remarks made by him

in previous meetingsMr Davis insisted that Mr
Turner had never made a remark that tveas
jd2G0SR |a alreAy3a Ay (GKS
views not representing the majority of the people
at the previous meeting and said that this claim
was completely untrue. It was pointed out that Mr
51 A& Ll2aaArofte KikRetause
the previous meetinghad disintegrated at that
point and was noisy. It was also pointed that the
comment was true as regarded all those who spoke
at the previous meeting.

K !

Angela Kennedfrom East Anglidacked Mr Davis
up, behaving very badly, and insisted @ading in
full a statement against the ME clinics.

The Countess of Mar interrupted Mr Davis and Ms
Kennedy pointing out that there was limited time,
but they insisted on pursuing the argument and the
GountessOf Mar left not long afterwards.

| asked DiGibson about the purpose of the APPG,
4 L dzyRSNARAG22R FTNRBY GKS
purposes were to raise awareness about the cause
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in question amongst MPs, not to be a personal that although some people were unhappy with the
advocate for people with ME, as Mr Davis and Ms speakers chosen, other speakers were only
Kennedy were saying. Thmeeting became more rejected if they were going to cover a topic that
heated and | never got a reply. someone else had already covered. AfME felt that
their aims ofgetting a debate and promoting a best
My feeling was that the MPs present were fed up  practice commitment had been achieved.
with the argument and rude manners of some of
the attendees, as were many of the t NBLI NI A2y F2NJ 0KS aAiAyA
representatives. Dr Gibson suggested that, given the limited time
we were likely to have with the minister, it would
Mr Davis and Ms Kennedy subsequently left the be wise to prepare what was going to baid and
meeting bdore the arrival of Ann Keen. how the minister should be approached. He
suggested that the fewer people to speak to her on
each topic the better and discouraged everyone
weighing in with personal experiences to back up
one opinion. He also discouraged shouting or
otherwise being unprofessional as this was likely to
lead to the minister leaving earlier.

5N) (KSLKSNR a2 NELENISR AL ue ol RN Rorks WRYRE
DWP _(Departme_nt of Wgrk & Penspns) stat.|st|cs wanted to bring up with the minister were:

following the introduction of their medical
guidance on ME, the MEA is continuing to collect
anecdotal reports. He said that more information is
needed before asking a DWP minister to return to
the APPG. As antarnative, arranging a meeting
with the DWP to discuss the issues was discussed.

Routine business

Dr Shepherd reported that John Bercow MP was
unsuccessful in his bid for an adjournemeiatbate

on ME through the December ballot, but would
keep trying.

1. How does the DoH satisfy itself about the
consequences of decisions delegated down
to HAs and PCTs. It was decided that Mary
Jane Willows should put this point on behalf
of Peter Spencer who had to leave early.

The p.rogress in amending the_ NHS Plus LeaerFs on 2. The closure of specialist clinics for young
Il/IE VYIth Dr Ira Mzidan.{was d.iscussed and | [alAsed ) peaple with ME has led to a shagp increase
GKS LEAYU u Kba Lyy ¥S S yQa t i§ thé %u'}‘lr‘l]bezri Ié)f7\cﬁild 'f)rgtécﬁlon %a%e% K
of AIME had alregdy sigd off on the Ie.aflets_. Sir being brought by schools and social services
Peter Spencer said that they were still trying to with regard to children with ME, something

clear up this misunderstanding. that is seriously worrying AYME. The
number of these cases had been declining.

Concerns about the NHS Collaborative conference Mary Jane Willows was to put this point.

had apparently been expressed at the last meeting,
but Sir Peter Spencer and Mary Jane Willoageg 3
a positive report about the conference. They said

. Specialist ME services were extremely
patchy, withrunning services being closed

www.wbme.org info@wbme.org 01635 529676
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and new services being started that are not
physician led and have no diagnostic
services available. It was decided that Dr
Shepherd should put this point.

Seeking a future meeting with Lord Ara
Darzi, the health csar, andogsibly Ann
Keen. Dr Shepherd introduced this point
and it was explained by another attendee
who had been offered a meeting with Lord
Darzi but had been unable to attend.

Jane Colby wanted to present a paper that

is going to be published in a medical joar

by David Sampson PhD, examining errors in
the work of Professor White. Specifically

statistics had been badly done, poorly

explained and sometimes the conclusions

were not backed up by the results.

Dr Gibson suggested that it may be useful to
prepareanother Early Day motion concentrating on
services. He also suggested that the time may have
O02YS FT2NJ GKS 3I208SNYYSyi

Ministerial presentation from Ann Keen MP

Ann Keen arrived shortly after 5pm. She was
accompanied by two aides dmalso a neurologist
who advises the DoH: Dr Chris Clouglepnsultant
neurologist from King's College Hospital, London
who is also a member of the External Reference
Group for the National Service Framework in long
term neurological conditions

Ann Keenstarted off by explaining that she had
spent 25 years in nursing, many of them working in
the community with people with chronic
neurological illnesses.

www.wbme.org inffo@wbme.org

She used the classification of neurological when
talking about ME on more than one occasion and
Dr Cbugh had no objection to this.

She clearly understood and sympathised with many
of the issues faced by people with ME, although
whether she can do anything about them is unclear
as she discussed the problems she faced when
dealing with many issues, not gu ME. She
accepted that the delegation of decision making to
SHAs and PCTs could cause issues in getting central
policies implemented, but suggested that it would
be impossible to have an entirely centrally run
health system.

She talked about Lord Daravho is reviewing the
NHS by consulting physicians, other health
professionals and patients. He is investigating 8
pathways within the NHS and insisted that Long
Term Conditions should be one of the eight. Lord
51 NI AQa NBLRZNI 6 A fuy. AarS
Keen suggested that the patients groups need to

et as involved as possible.
uz FLILRZAYyUL Yy
The topics proposed were put to her and she took
them on board. At the end of the meeting she had
agreed to try and organise a meeting with Lord
Darzi about ME as soors @ossible.

L.

~
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Ann Keen thanked the group for their good
approachcg it seemed that she had been prepared
to be met with rudeness.

The meeting closed shortly before 6pm with the
next meeting date undecided because of the

absence of Des Turner MP.

-Lindsey

01635 529676
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New York Times article on FM
Official statement released by FMA UK about a
recent controversy.

60n the 14" January 2008, the New York Times
published a controversial article on Fibromyalgia by
lf SE . SNByazys GAadGt SR
w S | Fikamegmlgia Association UK (FMA UK)
welcomes the raised awareness of Fibromyalgia
that a front page story on a worcenowned
newspaper such as the New York Times will bring.
However, the article itself gives a osaled and
unrealistic perspective of Fibnoyalgia and
presents outdated ideas about the condition.

Fibromyalgia is a condition characterised by
chronic widespread pain and chronic fatigue, that is
recognised by the World Health Organisation, the
American Medical Association and the NHS. Alex
BeSyazyQa I NIAOfS
they were current thinking and neglects to mention
the evidence gathered and research done into
Fibromyalgia over the Ilast 20 years. By
concentrating on the opinion of a few medical
outsiders who do not bedve in the legitimacy of
Fibromyalgia, the New York Times article does a
disservice to the millions of people worldwide who

are living with the condition.

Fibromyalgia patients often struggle with the

2dzi R GSR @ASgs GKI G
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around them with test results showing the
condition. However, medical research into

Fibromyalgia has discovered many clinical findings
with the condition, such as a lack of dopamige
the neurotransmitter iNnVAd SR A Y
Disease- in the brain and high amounts of a
chemical called substance P, that transmits pain
signals. Unfortunately the tests needed to show

www.wbme.org inffo@wbme.org

these changes in a person with Fibromyalgia are
often expensive and difficult, and so are rgrelsed

outside of research. Contrary to what is said in the
New York Times article, although the cause of
Fibromyalgia is as yet unknown, the physiological
changes that lead to the pain of the condition are

& svRlhgecumengedN Bilgodnpatpia pagients, goz - 3

tolerate pain stimuli as well as people without
Fibromyalgia for the simple reason that, with
Fibromyalgia, all pain stimuli hurts more: a simple
hug can be excruciatingly painful.

Scientific studies have also been done that have
found Fibromyalgia has moref an impact on

LI GASyGaQ tA@Sa Ky 20K
more widely known chronic illnesses, such as
rheumatoid arthritis and osteoporosis.
Fibromyalgia is a debilitating condition that often
has a devastating effect on patients and their

LINE & S Y Urahnilied. dzivdkidnts S diten2 kdghie 2 4 dobthiit -

F LILINR LINR F GS GNBFGYSYyd Fy
I OO02dzyii Ay ' fSE . SNByazy
that Fibromyalgia patients tend to get worse after
diagnosis: they tend to get worse before diagnosis
too and often continue to do so because of a lack
of appropriate treatment. FMAUK can also provide
countless examples of Fibromyalgia patients who
do not sit around obsessing about their symptoms,
but instead are leading productive lives or are

ikS  OYYKRY B¥dtg hY éfag?z Gwajepess; of this 5
(K S A NI SUPESEYYLCRmon, Ruthte known, condition. ;¢ &

FMA UK encourages people affected by
Fibromyalgia in any way to contact the New York
Times and make their opinions known. To send a
letter to the editor of the New York Times, eiha

t I NJehefs@®@AWinse8.com

For more information about
www.fmauk.org

FMA UK, see

01635 529676


mailto:letters@nytimes.com
http://www.fmauk.org/
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Upcoming meetings 0o

First Monday of the month

Coffee morning

MondayFeb &'
from 10.30am to approg2pm

Costa Coffee, Northbrook Stredlewbury

Second Mon day of the month

Evening talkEmma

MondayFeb 11

Meeting Room 1, the West Berks Community

Knapp from Neways from 7pm Hospital on A4 between Newbury & Thatcham
International
Second Friday of the month
Monthly meeting FridayFeb & Hillcroft Housew 2 2 { S QEurngike Raad,

from 2pm to 4pm

Thatcham, RG18 3HRehind the main
Community Hospital building)

Craft event

Newbury Crafters
group Meeting

SatudayFeb16™
from 2pm to5pm

Speen Parish Hallontact Linda or Albert on
01635 43846 fomore details.

Special event

Newbury Racecoursg

Saturday Mar 1st

Newbury Racecourse

Raceday Charity from 4pm
Collection
First Monday of the month
Coffee morning MondayMar 3¢ Costa Coffee, Northbrook Street, Newbury

from 10.30am to approg2pm

Second Mon day of the month

Evening talkAmanda

MondayMar 10"

Lee, kinesiologist

from 7pm

Meeting Room 1, the West Berks Community
Hospital on A4 between Newbury & Thatcham

www.wbme.org

inffo@wbme.org

01635 529676
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News Roundup ¢l KA & Y2y GKQa LYGSNYySi ySsarMINg gz0f08 ¥y Qay 3
O2YLJzi SN 6Y2a0G fAONINASE KI @S a2YS F2NJ Lzt A0 dza
the news topics, ask Lindsey for a prmit of the article.

Tue Feb 5, 200&ibromyalgia Symptoms

http://linzworld.wordpress.com/2008/02/05/fibromyalgisymptoms/

Tue Feb 5, 200&xercise and pyridostigmine in the treatment of Fibromyalgia.

http://linzworl d.wordpress.com/2008/02/05/exercisand-pyridostigminein-the-treatment-of-fiboromyalqgia/

Thu Jan 24, 200&educed Morning Cortisoh Women with CFS

http://linzworld.wordpress.com/2008/01/24/reducednorning-cortisokin-women-with-cfs/

Wed Jan 23, 200&ene Therapy May Transform Pain Relief

http://linzworld.wordpress.com/2008/01/23/gengherapy-maytransform-pain-relief/

Mon Jan 21, 200&xercise Management Theras for Fibromyalgia

http://linzworld.wordpress.com/2008/01/21/exercisenanagementtherapiesfor-fiboromyalgia/

Mon Jan 21, 200&entral &nsitivity Syndromes

http://linzworld.wordpress.com/2008/01/21/centrakensitivitysyndromes/

Wed Jan 16, 200®rug for systemic pain relief set for trials

http://linzworld.wordpress.com/2008/01/16/druefor-systemiepain-relief-setfor-trials/

TueJan 8, 2008Medical abbreviations can be dangerous
http://linzworld.wordpress.com/2008/01/08/medicahbbreviationscanbe-dangerous/

SatJanb, 2008:RLSnd heart disease ostroke
http://linzworld.wordpress.com/2008/01/05/rlsand-heart-diseaseor-stroke/

www.wbme.org info@wbme.org 01635 529676
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