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Welcome to thefirst West Berks ME & FM Gromewsletterof 2008 and best wishes for a happy and healthy
year ahead Some of thetopics coveed this month include: Update on the situation with the PCT (pg 2);
Hbromyalgia Awareness Ball (pg 3); Colloquium on ME/CFS and FibromyalgiaripgsB)n ME Conference
(pg 4):;Vicious Cycles of MEFS and FM (pg; @&nd How to Describe Medical Symptoms to your Doctor (pg 8)

Future of the group

Remember that he new Costa Coffee on Transport to Meetings
Northbrook Streetis nowthe venue for the coffee If anyone is unable to come to meetings, including
mornings on the first Monday of the month, from the evening talks, because af lack of transport
10.30am to around 12 midday. Parking is available please either let the committee know or contact
at many locations nearby, including the Wharf and the Volunteer Centre on 01635 49004.
Park Wayand hopefully now Christmas is over,  http://www.volunteerwestberks.org.uk/
LI NJAy3 akKz2dz RyQid o6S (22

West Berkshire is lucky to have a very well run
The group committee is looking for volunteers to  volunteer service and their services includket
help organise specific social events, as suggested at Volunteer Car and Driver Scheme, which takes
the November meeting on the future of the group.  people who are unable to use public transport to
Suggestions for events included craft taster appointments of all kinds (for which a voluntary
sessions, outings to different country pubs in the donation is sought based on mileage). Some
area,a quiz night, a bowling evening, theatre and members may also be able teollect other
cinema trips and outings to tourist towns and  members with no trangort.
attractions such as Windsor and the London Eye. If
anyone would like to help with a particular event, If you are able to pick up other members by car for
or has an idea of a different event they would like transport to local venues, please let us know.
to help oragnise please let a member of the

committee know. Members Tips of the Month

Please send your suggestionsrito @wbme.orgor

Evening Talks call Lindsey.

¢KAAd Y2ydKQa (bahdaryld"sin 2y a2y RI &
Meeting Room 1 at the West Berkshire Hospital, at  Lindsey recommends making the most of time
7 for 7.30pm James Hamilton from the West  spent waiting for appointments by organising a
Berkshire Council Community Care teaand Jane Gol AlGAyYy3 oF 3¢ b C2NJ Y2N
Varden, an Occupational Therapist with the  http://www.butyoudontlooksick.con/2007/11/my
Community Care teapwill be talking about what waiting bag.php
the Community Care team has to offer to people
with FM and ME



http://www.volunteerwestberks.org.uk/
mailto:info@wbme.org
http://www.butyoudontlooksick.com/2007/11/my_waiting_bag.php
http://www.butyoudontlooksick.com/2007/11/my_waiting_bag.php
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Update on the situation with the PCT
Following much chasing up of the PCT by Eileen
Shoosmith of the Reading Area ME Support Group,
Eileenand myselfwill this month be meetingvith
Nick Buchanan, the Berkshire West PCT
Canmissionelin charge of neurological conditions.

An update following this meeting will be posted in
Yy SE
determine whether the delay in arranging this
meeting, following the initial meeting in October,
has had ay negative effect on the possibility of
getting some changes implemented for the next
financial year. If it has, then we will be asking
Richard Benyon MP and the other Berkshire MPs to
complain to the PCT.
-Lindsey

Letters to MPs

Our group, along with th Reading Area ME

Support Group and the Reading/Wokingham
Fibromyalgia Support Groups has done our own
version of a letter to be sent to MPs asking for
adjournement debate on MEEFS and FM. The

letter applies to both ME and FM and also has
information abou the local campaign.

The letter can be downloaded from thgroup
website, for you to add your name, address & the
date and then signit should then be sento your
Constituency MP (Richard Benyon MP for West
Berkshire residentskither at their constitiency
office or at: House of Commons, London SW1A
0AA

-Lindsey

www.wbme.org
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info@wbme.org

Petitions
The petitions to the MPsf Berkshireare still
available for signing at group meetings or contact
Lindsey for more details. The petitions ask the MPs
¢to ensure that appropriateprovision is made for
the diagnosis, management and treatment of ME
CFS and Fibromyalgia (FM), within our area and
without private payment.
-Lindsey

PolkaDotGals Campaign Update
In December] spent a few days in London helping
out with a series of phat shoots for the
PolkaDotGals Charity Calendar Campaign for
Fibromyalgia Awareness.

The 2009 calendar will be featuring sufferers and
celebrities in artistic, tastefully posed nude or part
nude shots.

The campaigrstill needs more fundgo cover the
costs of theremaining calendar shoots$t you can
suggest or put me in touch with potential
sponsors/donors(or if you can make a donation
yourself)that would be extremely helpfulbecause

a lot of the work is beingdone for free or at
reduced rates, we arenly looking for a relatively
small amount, so any donation will make a big
difference.

If you have any contacts with celebritjesspecially
local celebritiesvho might be interested in helping
the campaign or even appearing in the calendar,
would like to try and get more of a Berkshire angle
to the campaignas well as getting more men
involved

-Lindsey

01635 529676
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Fibromyalgia Awareness Ball, May 10th
| havebeen offered the opportunity to organise a
fundraising ball and charity auction for
Fibromyalgia Awarmess at the Royal Thames Yacht
club in Knightsbridge, London. The date of May) 10
was chosen to tien with the International
Fibromyalgia Awareness Day, May'12

The format for the event is going to be roughly as
follows: there will be cocktails on aval followed

by dinner upstairs overlooking Hyde Pawditer
dinner there will be a charity auction, followed by
music and dancing. Most ticketg cost to be
confirmed soon will be for the full event, although
some tickets will be available at much rtexd
prices for just the auction and dancéurther
details, including how to purchase tickets, should
0S I GLAtloftS Ay ySEG Y2V

All money raised will go to help Fibromyalgia
Awareness in the UK, hopefully paying for one or
more specific pojects.

This is a fabulous opportunity to enjoy an amazing
evening in one of London's best venues as well as
make a real difference to Fibromyalgia Awareness
in the UK.

Sponsors and/or suppliers are being sought for the
ball expenses, such as flowers, cdeations,
entertainment, etc. The more than can be
sponsored, the more money there will be for
Fibromyalgia Awareness! Donations are also being
sought for the charity auctiorf you are interested
in sponsoring part of the everfpr know someone
who may be interested), have ideas for auction
items or areinterested in helping out,please
contactme.

-Lindsey

www.wbme.org info@wbme.org

Colloguium on ME/CES and Fibromyalgia,

February 12th
Hampshire Solutions, aAlliance for Fibromyalgia,
Myalgic Enchephalomyelitis and Chronic Fagigu
Syndrome is hosting &olloquium on ME/CFS and
Fibromyalgia on February 12tht Southampton
General Hospitallf you would like information to
give to your GP, please let me know asap.

The colloquium will be chaired by Professor
Stephen  Holgate, Professor of  Clinical
Pharmacology at Southampton Universignd
Professor David Peters,First Professor of
Integrated Health Care at Westminster University
Speakers include:

1 Professor Martin Pall, Professor of

BiochemistrgBasic Medical Science at

U K Q §yasHing®rstatS Unil sy

91 Dr. Jonathan KerrSenior Lecturer at St
DS2NBSQ&a | 2aLRAGrET
Dr. Russell Lan& onsultant Neurologist at
Charing Cross Hospital,
Dr. Byron HydefFounder of the Nightingale
Foundation, Canada
Dr. Estabiliz OlanMartin, who discovered
the genetic profiles in aggressive forms of
ME and Fibromyalgja
Professor Malcolm HooperProfessor of

Medicinal Chemistry at  Sunderland
University
Professor Hugh Perry, Professor of

ExperimentalNeuropathy at Southampton
University

Tickets for paents and carers are £20 and
registration forms (available from me)must be
submitted by January 18

-Lindsey

01635 529676



Free Local Conference, February 7th
NHS South Central is hosting a freelocal
Conferencesupported by the Long Term Conditions
Network, sharingand celebrating local excellence
and innovation in the care of people with
Neurological Conditions.

The conference, on Thursday Februaly; Will be
at the Milton Hill NHS Training Venue, Milton Hill,
Steventon, Oxfordshire OX13 6AF. Tickets are free,
but a registration form (available frome) must be
submitted by January 30

-Lindsey

Invest in ME Conference, May 23rd
Invest in MEIIME)have started announcing details
of their 2008 conference, to take place on Friday
239 May, 2008 at theSavoy Rice in Westminster.

The theme of the 2008 conference will Bub
Grouping and Treatments for ME/CFS.

~
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awareness of the neurological illness myalgic
encephalomyelitis (ME/CFS) and of the necessity
for a compehensive, national strategy of
biomedical research into the illness ME/CFS. The
conference will inform delegates of the current
situation regarding definition, diagnosis and
treatments for ME/CFS by the most renowned
experts on ME/CFS speakers in the wdorl

L

The conference will appeal to healthcare
professionals, doctors, nurses, paediatricians,
occupational therapists, researchers, ME support
groups, people with ME and those working in social
services, educational support and the media. The
conference preides an opportunity for people

within government, health departments, social

www.wbme.org info@wbme.org

services and educations to be able to be informed
of the true nature of ME/CFS and of the current
status of diagnosis, treatment and current/future
biomedical research possibies and create or
resume the wonderful networking opportunities
created in the lIME conferences.

We hope this conference will highlight the need for
a national strategy for biomedical research which
will lead to treatment and a cure for this
devastating liness - an illness which is about 5
times more common in the UK than HIV/AIDg&t
GKAOK Kla tAGGES aLsSyd 2
| intendto attend the conference, so let mienow if

you would like to attend also. Tickets fpeople

with  ME, carers, rgistered disabled and
unemployed or benefits recipients are £35 before
the 15" March. The costs include the conference,
plenary session, teal/coffee/refreshments during
the morning, midmorning and afternoon, and a
hot buffet lunch.

WME SR Bneefadain maifg teifS¥onsér 3 GEW A &
other healthcare staff) scheme. If a group such as
ours sponsors a healthcare professional, then lIME
will give a discounted rate for the medical
professional(s) who attend the conference. This
effectively means that a medicg@rofessional will
be able to attend at a discounted rate
recommended by a local ME Support group.

if

There is no cost to the ME Support group and liIME
are awaiting maximum CPD accreditation so the
event can count towards professional education.

If you woud like to recommend your GP or other
healthcare professional, pleaget me know

01635 529676
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The conference will be haired by Professor to treat the debilitating symptoms of
Malcolm Hooper, Emeritus Professor of Medicinal ME/CFS.

Chemistry at the University of Sunderlameho has

been involved in ME/CFS, FW&utism and OP 1 DrJonatharKerr, & { A NJ W2 38 SLIK | 2
Poisoning research. [ SOGdzNBNI AY LYyTFfFYYIl

Other speakers include
91 Dr Leonard Jasomho is amongst the most
prolific of all ME/CFS researchers. For more
than a decade, Dr Jason and his team at

University of London and Consultant in
Microbiology in the Department of Cellular
and Molecular Medicine. Dr Kerr hagen

performing gene expression research and
has published several papers on ME/GFS

58t dA ' yAOSNEAGE QA [/ Sy (imust recentlyithat 20frseypy mistiact sub

Research in Chicago, USavé worked to
define the scope and impact of ME/CFS
worldwide.

9 Dr Martin Lerner,an Infectious Diseases
Specialist in Michigan, USA and holds five
Patents for Diagnosis and Treatment of
ME/CFS. Dr Lerner also heads the Lerner
CFS Foundation which is esiahing a
molecular biology laboratory to develop
specific diagnostic testing for subsets of
ME/CFS and a training centre dedicated to
the training of medical professionals in the
treatment of those suffering from ME/CFS.

9 Dr John Chig an infectious Dise&s
Specialist in California, USA and has
published research on the role of
enteroviruses in the aetiology of ME/CES
an area implicated as one of the causes of
ME/CFS by a number of studies.
Enteroviruses can affect the central
nervous system, heart and uacles, all of
which is consistent with the symptoms of
ME/CFS. In trials Dr. Chia's team has
discovered that 82% of ME/CFS patients
had high levels of enteroviruses in their
digestive systems. Dr Chia's research may
result in the development of antiviralrugs

www.wbme.org info@wbme.org

types of ME/CFS.

1 Dr JudyMikovits, Research Director at the

Whittemore-Peterson Institute for Neuro
immune diseases in NevadaSH and has
co-authored over 40 peer reviewed
publications that address fundamental
issues of viral pathogenesis, hematopoiesis
and cytokine biology.

Dr Julia Newton, Senior Lecturer at the
Institute of Cellular Medicine, Newcastle
University. Dr Newton lebeen working on
autonomic dysfunction in ME/CFS patients
and will be presenting results of her
continuing research.

Dr Irving Spurr, a GPwith over 20 years of
experience of running ME/CFS diagnostic
and treatment clinics. Dr Spurr worked with
the late Dr John Richardson on
enteroviruses and their implication in
ME/CFS and is chairman of the John
Richardson Research Group.
-Lindsey

01635 529676



The Most Common Vicious

Cycles of CES & Fibromyalgia
The weblogFighing Fatiguerecently did a review
of their favourite posts of 2007 and the May post
selected wasBreaking the Most Common Vicious
Cycles of CFS & Fibromyalgiluch of the
information in theoriginalpost is byRichard Podell
MD _and he explains how he combats what he
considered to be the 8 most common vicious cycles
of MECFS and Fibromyalgia:

1. Nonrestorative sleep:interruptions to the
deep, restorative Stagé sleep- leading to
poor sleep quality are a classic symptom,
and insomnia is also often a problem.
Without enough restorative sleep, your
body cannot repair the damage done on a
daily basis which has a huge impact on
people with MECFS and FM& my @inion
sorting sleep should be the number one
priority as without good sleep even
otherwise healthy people will start to show
symptoms! To improve sleep quality, Dr.
Podell recommends behavioral training,
herbs and medicines, and nutritional
supplements. Astronger sleep medication
| always used to use zopicloréor a short
period of time was always the best way |
knew of nixing a flare (this is personal
experience and may not apply to everyone).

C2NJ 5N t2RSftfQa tSOGdz2NE 2y A

quality, cli& here.

2. Disordered breathing rhythms:according
to Dr Podell it is common for Fibromyalgia
and MECFS patients to develop disordered
breathing, takingsmall rapid breaths using
only the small muscles of the chest. | know |
tend to do this and it is either (in my case)

www.wbme.org info@wbme.org

partly caused by CMP (Chronic Myofascial
Pain) or leads to it worsening.

. Deconditioning:although Fibromyalgia and

ME-CFS are not causéy a lack of physical
fitness, it is usual that the symptoms of
either condition prevent people from
exercising and a decrease in physical fitness
R2Say Qi KStLI GKS aaidz
on improving my fitness, having become
deconditioned over years fo severe,
untreated Fibromyalgia.

. Magnesium loss in the uringphysical pain

and mental distress both lead to
magnesium being lost in the urine and a
magnesium deficiency then increases the
hypersnesitivity to pain that is a symptom
of FM, and increasesumerability to stress.
Magnesium malate (which supplies malic
acid as well as magnesium) is often
recommended for FM patients and you
need to be careful to choose an easily
absorbed form of magnesium as some
forms are so indigestible that they act as
laxatves. The supplemeritlalic Relief from
CountryLifehelped me for many years, but
some people need infusions or injections,
such as the modified Myers Cocktail used by
Professor John Davies at his FM Climacs

_Kickstart their waxlout of this_vicious cycle.
YLINR DAY T at SSLIJ

5. Hormonal imbalancesFightingFatigue says

G. 20K LIKe&3&aAOL tess lirigger Y ¢
the release of hormones such as cortisol
that promote tissue breakdown. At the
same time, distress depresses the output of
hormones that promote growth (e.g., DHEA
growth hormone). Thyroid and sex

01635 529676


http://www.fightingfatigue.org/?p=1197
http://www.fightingfatigue.org/?p=659
http://www.fightingfatigue.org/?p=659
http://www.fightingfatigue.org/?p=659
http://www.drpodell.org/
http://www.drpodell.org/
http://www.drpodell.org/
http://www.drpodell.org/improving_sleep_quality.shtml
http://www.country-life.com/moreinfo.cfm?Category=19&Product_ID=317
http://www.country-life.com/moreinfo.cfm?Category=19&Product_ID=317
http://www.country-life.com/moreinfo.cfm?Category=19&Product_ID=317
http://www.fmsclinic.co.uk/
http://www.fightingfatigue.org/?p=659
http://www.fightingfatigue.org/?p=659
http://www.fightingfatigue.org/?p=659
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hormones may also be affected. These
hormonal disturbances undermine healing,
which then leads to further hormone
disruptionx

. Blood sugar instability:All of the above
Oeof Sa KI @S |
blood sugar and insulin systems and
reactive or dietary hypoglycaemia is a
problem that FM ad MECFS patients have
to consider. It is certainly something that |

making you more susceptible to infections
that could then worsen your illness. Also,
unless you are one of the lucky few with a
very good support network icluding a
helpful doctor then giving up as a
Fibromyalgia or MEEFS patient will usually

L2 2 NJ ST F Sriklan thdtyou okt gearyRrédthient as

it is usual to have to fight to see the right
doctors and to get the right treatments,
especially in the UK. Dr Podell recommends
Cognitive Behaviagal Therapy (CBT) for this

adzFFSNBR FNRBY |jdzZAGS 06 R{pp¥em GQRINI weuNI alto2sBySthat Rdte

article on the subject, clickhereor see
5SOAYQ4E  Foml ey Starkargl.
There is more information on this subject in

standard counselling can also help.
-Lindsey

dThe First Year: Fibromyalgia 6 & [/ f | dzRA |

Qraig-Marek.

. Mind and body tension:lt is hard to not
feel mental tension and to tense physically
when you are in pain, but doing so only
leads to more pain, especially if CMPais
factor, and mental tension leads to feelings
of anxiety and loss of controlwhich will
lead to more tension. Relaxation techniques
can help with this and Dr Podell teaches
them to his patients.

. Losing perspective and losing hopevhen
you are ill for a long time, especially with an
iliness like Fibromyalgia or MEFS where
you may have to fight for recognition,
diagnosis and treatment, it is not unusual to
lose hope and to catastrophise (when small
setbacks seem like catastrophes). People in
this situation are often also angry and may
lose hope entirely and give up trying. All
this suppresses the immune system,
possibly worsening symptoms and certainly

info@wbme.org
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http://www.drpodell.org/hypoglycemia_symptoms.shtml
http://www.sover.net/~devstar/phsympt.htm
http://www.amazon.co.uk/First-Year-Fibromyalgia-Patient-expert-Diagnosed/dp/184119915X

4. Explain what makes the pain better or
How to Describe Medical Symptoms to worse

Your Doctor, Article Review

5. Use adjectives to describe your symptoms
more fully

| recently found aa WikiHow articleabout how to
maximise time with a doctor. The article starts by
explaining:

6. Point to the location of your symptoms
GxrAaiAldAy3da GKS R20G2N T %Nf_?akethgsée\?egtyog%uﬁzs)\y%p?o%g aSR
medicalproblem can be daunting. Patients '
often struggle to try to get their symptoms 3

across to the doctor in an effective manner,
and the physician needs to gather the

. Describe the setting and your condition
when the symptoms occurred

information they need from a patient 9. List other things that happen at the same
without overlooking anything important. All time

this must be dne during a medical

interview which, on average, will be shorter 10. Expect the doctor to examine you

GKFY wmMn YAydziSae | SNBQa K2g @&2dz Oy
maximize the appointment by giving the L GKSy 2FFSNE &dzOK ALk

doctor the information they are looking for It is very frustratingfor both the patient and the
in the same format they learned in medical  doctor to meet faceo-faceand thenbegin piecing
a0K22f d¢ 623SGKSNJ 0KS &ad2NBd ¢ |y
you have for your doctor. Most of the time, due to
The article then ges onto describe thén time constrains, You will forget what you were
recommended steps to take (check out theicle adzLlJLl2aSR (02 FalHéeod
for the full explanations):
Al inl £ € AGQa | FlLyadradagao
1. Bring an upto-date cumulative patient patients, especially new patients, should read
profile Read it, maybe print it out and try to remember it!

2. Describe your basic reasons for the visit in  If you dor® have internet access and would like a
one or two sentences print-out of thefull article, please just let me know.

-Lindsey
3. Recall the onset and timing of your

symptoms

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


http://www.wikihow.com/Describe-Medical-Symptoms-to-Your-Doctor
http://www.wikihow.com/Describe-Medical-Symptoms-to-Your-Doctor

Upcoming meetings 0

First Monday of the month

Coffee morning MondayJan 7' Costa Coffee, Northbrook Streddewbury
from 10.30am to approg2pm

Second Monday of the month

Evening talk: James Monday Jan 14 Meeting Room 1, the West Berks Community
Hamilton on what from 7pm Hospital on A4 between Newbury & Thatcham
The Community Care
team can do to help

Second Friday of the month

Monthly meeting FridayJan 11 Hillcroft Housew 2 2 { S QEBurngike Raad,
from 2pm to 4pm Thatcham, RG18 3HBehind the main
Community Hospital building)

First Monday of the month

Coffee morning MondayFeb &' Costa Coffee, Nthbrook Street, Newbury
from 10.30am to approg2pm

www.wbme.org info@wbme.org 01635 529676
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News Roundup cti KA a Y2y (iKQa LYGSNYySiG ySéarFrMINT AD2 &a
O2YLJzG SNJ 6 Y2ad fAONINARSAE KIGS &a2YS F2NJ Lz A
the news topicsask Lindsey for a priaiut of the article.

Wed Jan 2, 2008hared decision making intervention useful for FM patients and theacs

http:// linzworld.wordpress.com/2008/01/02/sharedecisiormakingintervention-usefutfor-fm-patients
and-their-docs/

Wed Jan 2, 200&rowth hormone as concomitant treatment in seveféoromyalgia

http://linzworld.wordpress.com/2008/01/02/growtkhormone-asconcomitanttreatment-in-severe

fibromyalgia/
Tue Jan 1, 200&fficiacy of the antioxidant supplement Cellfood Fibromyalgia

http://linzworld.wordpress.com/2008/01/02/efficiacyf-the-antioxidantsupplemenicellfoodin-

fibromyalda/
Tue Jan 1, 200&irinary markers of altered collagen metabolism in fibromyalgatients

http://linzworld.wordpress.com/2008/01/01/urinarymarkersof-altered-collagenmetabolismin-
fibromyalgiapatients/

Tue Jan 1, 2008Veather andFibromyalgia
http://linzworld.wordpress.com/2008/01/01/weathesand-fiboromyalgia/

Tue Jan 1, 200&8yrica/Pregabalin useful foanxiety as well as=M
http://linzworld.wordpress.com/2008/01/01/lyricapregabalinsefutfor-gadaswell-asfm/

Tue Jan 1, 200&stimates of the prevalence of FM, arthritis and other rheumatic conditions in the

http://linzworld.wordpress.com/®08/01/01/estimatesof-the-prevalenceof-fm-arthritis-and-other-
rheumaticconditionsin-the-us/

Tue Jan 1, 2008Acupuncture in the treatment ofibromyalgia
http://linzworld.wordpress.com/2008/01/01/acupuncturin-the-treatment-of-fiboromyalgia/

Mon Dec 31, 200Mew Imaging Technology to HeMyofascial PairDiagnosis
http://linzworld.wordpress.com/2007/12/31/newimagingtechnologyto-help-cmp-diaghosis/

TueDec4, 2007:Gender differences among patients witlbromyalgia
http://linzworld.wordpress.com/2007/12/04/gendedifferencesamongpatientswith-fiboromyalgia/

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