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Welcome to the December newsletter of the West Berks ME & FM Group. Some of the topics covered this 

month include: Future of the group (pg 2); Update on the situation with the PCT (pg 3); PolkaDotGals 

Campaign Update (pg 4); and the EULAR Guidelines for the management of FM (pg 5). 

 

Christmas Meeting & Raffle  

The Hillcroft House meeting on the 14th December 

will be the last meeting before the Christmas break 

and we are having a little Christmas get together 

instead of the regular meeting. Come along for 

mince pies and festive drinks, plus craft 

demonstrations and the opportunity to buy gifts 

for Christmas without having to brave the high 

street. 

 

Raffle tickets are still available to buy from Lindsey 

and the raffle will be drawn at the Christmas get 

together. The donated raffle prizes are perfect for 

Christmas, with the star prize being a Christmas 

hamper/box from Waitrose. 

 

Members Tips of the Month   

Please send your suggestions to info@wbme.org or 

call Lindsey. 

 

Alison recommends keeping a bottle of water and 

a healthy snack handy at all times. 

 

Lindsey recommends getting a Medic Alert 

bracelet and wallet card if you are on any regular 

medications, have any allergies or would just like to 

make sure that your medical details and next of kin 

were easily available in the event of an accident. 

Lindsey makes custom, interchangeable bracelets 

for her Medic Alert to make it more attractive and 

can make them for members too.  

http://www .medic-alert.org.uk/  

Petitions  

The petitions to the MPs of Berkshire are still 

available for signing at group meetings or contact 

Lindsey for more details. The petitions ask the MPs 

άto ensure that appropriate provision is made for 

the diagnosis, management and treatment of ME-

CFS and Fibromyalgia (FM), within our area and 

without private paymentέ.  

 

Letters to MPs  

The last newsletter mentioned the letter that the 

ME Association was circulating, asking all people 

affected by ME/CFS to write to their MP asking 

them to apply for a Commons adjournment 

debate. Our group, along with the Reading Area 

ME Support Group and the Reading/Wokingham 

Fibromyalgia Support Groups has now done our 

own version of this letter. The letter applies to both 

ME and FM and also has information about the 

local campaign.  

 

The letter can be downloaded from the group 

website, for you to add your name, address & the 

date and then sign. It should then be sent to your 

Constituency MP (Richard Benyon MP for West 

Berkshire residents) either at their constituency 

office or at: House of Commons, London SW1A 

0AA. 

 

 

 

mailto:info@wbme.org
http://www.medic-alert.org.uk/
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Future of the group  

The Hillcroft House meeting on November 9th was 

an opportunity for members to have their say on 

the future of the group. Questionnaires, which had 

been launched at the Awareness Event, were 

collected. These questionnaires showed that: 

 

¶ 13% of respondents have ME-CFS 

¶ 61% of respondents have FM 

¶ 9% of respondents have both conditions 

 

When it came to what respondents wanted from 

the group, the most popular replies were: 

 

1. ά¢ƻ ƳŜŜǘ ƻǘƘŜǊ ǇŜƻǇƭŜ ǿƛǘƘ ǘƘŜ ǎŀƳŜ 

ŎƻƴŘƛǘƛƻƴέ.  

 

2. ά²ƻǊƪ ŘƻƴŜ ǘƻ ƎŜǘ ōŜǘǘŜǊ ǘǊŜŀǘƳŜƴǘ ŦƻǊ 

people with ME-/C{ ƻǊ Ca ƛƴ ƻǳǊ ŀǊŜŀέ. 

 

3. ά¢ƻ ƎŜǘ ƛƴŦƻǊƳŀǘƛƻƴ ƻƴ ȅƻǳǊ ŎƻƴŘƛǘƛƻƴέ. 

 

4. ά{ƻƳŜǿƘŜǊŜ ǘƻ Ǝƻ ǿƛǘƘ ǉǳŜǎǘƛƻƴǎ ŀōƻǳǘ 

ME-/C{ ƻǊ CaέΦ 

 

5. ά{ƻƳŜǿƘŜǊŜ ǘƻ Ǝƻ ǘƻ ǘŀƭƪΦ..with people 

who understandέ.  

 

6. άLƴŦƻǊƳŀǘƛƻƴ ƻƴ ƭƻŎŀƭ ǎŜǊǾƛŎŜǎέΦ 

 

7. άwŀƛǎƛƴƎ !ǿŀǊŜƴŜǎǎ ƭƻŎŀƭƭȅέΦ 

 

8. άLƴŦƻǊƳŀǘƛǾŜ ǘŀƭƪǎέΦ 

 

 

 

 

At the Hillcroft House meeting, many helpful 

suggestions were made and some conclusions 

reached. 

 

It was agreed that the coffee morning location of 

Starbucks at Borders in Pinchington Retail Park was 

difficult for members without their own car. The 

new Costa Coffee on Northbrook Street was 

suggested as a replacement venue as this is large 

and spacious, unlike many of the other town centre 

coffee shops. This will now be the venue for the 

coffee mornings on the first Monday of the month, 

from 10.30am to around 12 midday. Parking is 

available at many locations nearby, including the 

Wharf and Park Way. 

 

It was suggested that a variety of different social 

events would suit more people than the current 

monthly pub evening. Suggestions for events 

included 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. From now on therefore, the 

regular pub evening at the Queens Hotel is 

suspended and various social events will be 

organised in the New Year. If anyone would like to 

help with a particular event, such as a quiz evening, 

please let a member of the committee know. If you 

are able to pick up other members by car for 

transport to local venues, please also let us know. 

 

Craft demonstrations and taster sessions will be 

available at the monthly drop-in meeting at 

Hillcroft House for the time being. At the Christmas 

Get Together, Linda and Albert Moss will be 

demonstrating their frame knitting and Lindsey will 

be demonstrating some jewellery making. 
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Evening Talks  

¢ƘŜ ƎǊƻǳǇΩǎ ƛƴŦƻǊƳŀǘƛǾŜ ŜǾŜƴƛƴƎ ǘŀƭƪǎ started on 

November 12th, with the showing of the DVD 

άFibromyalgia ς {Ƙƻǿ aŜ ²ƘŜǊŜ Lǘ IǳǊǘǎέ. The talk 

was well attended, with members and their family 

& friends coming to see the DVD and then talk to 

Lindsey about her experiences with the 

medications mentioned in the DVD. As Lindsey 

mentioned during the talk, these medications were 

among those listed in the EULAR Guidelines for the 

management of FM and these are re-printed on 

page  of this newsletter. 

 

¢Ƙƛǎ ƳƻƴǘƘΩǎ ǘŀƭƪ ƛǎ ƻƴ aƻƴŘŀȅ December 10th in 

Meeting Room 1 at the West Berkshire Hospital, at 

7 for 7.30pm. Sue Perry, a Myofascial release 

specialist from the Newbury Wellbeing Centre, will 

be discussing Chronic Myofascial Pain and how she 

treats it, as well as giving demonstrations. Chronic 

Myofascial Pain is something that many people 

suffer from without realising and people with 

chronic illnesses are at high risk of doing so. It can 

cause or worsen many ME or FM symptoms. To get 

more info on the subject before the talk, check out 

ǘƘŜ ōƻƻƪ άFibromyalgia and Chronic Myofascial 

tŀƛƴΥ ! {ǳǊǾƛǾŀƭ aŀƴǳŀƭέΣ by Devin J. Starlanyl and 

Mary Ellen Copeland or 5ŜǾƛƴ {ǘŀǊƭŀƴȅƭΩǎ ǿŜōǎƛǘŜ 

http://www.sover.net/~devstar/ . 

 

Speaking on January 14th will be James Hamilton 

from the West Berkshire Council Community Care 

team, and Jane Varden, an Occupational Therapist 

with the Community Care team. They will be 

talking about what the Community Care team has 

to offer to people with FM and ME.  

 

 

 

 

Transport to Meetings  

If anyone is unable to come to meetings, including 

the evening talks, because of a lack of transport 

please either let the committee know or contact 

the Volunteer Centre on 01635 49004. 

http://www.volunteerwestberks.org.uk/    

 

West Berkshire is lucky to have a very well run 

volunteer service and their services include the 

Volunteer Car and Driver Scheme, which takes 

people who are unable to use public transport to 

appointments of all kinds (for which a voluntary 

donation is sought based on mileage). Some 

members may also be able to collect other 

members with no transport. 

 

 

Update on the situation with the PCT  

Following much chasing up of the PCT by Eileen 

Shoosmith of the Reading Area ME Support Group, 

Lindsey and Eileen are now arranging a January 

meeting with Nick Buchanan, the Berkshire West 

PCT Commissioner in charge of neurological 

conditions.  

 

Eileen and Lindsey are trying to determine whether 

the delay in arranging this meeting, following the 

initial meeting in October, has had any 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. 

 

 

 

 

 

 

http://www.sover.net/~devstar/
http://www.volunteerwestberks.org.uk/
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PolkaDotGals Campaign Update  

November was a hectic month for the 

PolkaDotGals Charity Calendar Campaign for 

Fibromyalgia Awareness. 

 

On Thursday November 15th, the APPG (All Party 

Parliamentary Group) on Fibromyalgia met at the 

House of Commons. Bianca Embley, the 

PolkaDotGals Campaign founder, was invited to 

attend this meeting, along with Lindsey and Emma 

Levick of the South Cheshire Fibromyalgia Support 

Group. 

A PolkaDotGals press shoot was organized for 

before the meeting, with models wearing skirts in 

the PolkaDotGals colours of yellow and black, and 

t-ǎƘƛǊǘǎ ǎǇŜƭƭƛƴƎ ƻǳǘ άCL.wha¸![DL!έ 

photographed in front of the Houses of Parliament. 

International athlete Sara McGreavy and glamour 

model Danni Wells, who are both appearing the 

PolkaDotGals calendar, kindly agreed to be part of 

the line-up for the press shoot. 

Bianca, Emma and Lindsey then attended the APPG 

on Fibromyalgia meeting, which was very 

interesting, before having coffee with Rob Wilson, 

MP for Reading East and Chair of the APPG. Richard 

Benyon MP was unable to attend the meeting 

because of prior commitments, but he sent his 

apologies. 

Then on November 29th, Lindsey went up to 

Coventry to help with a calendar shoot and press 

call at the Ricoh Arena with Coventry City players 

Michael Doyle and Elliott Ward and Danni Wells. 

This generated quite a bit of local media coverage, 

with Fibromyalgia being mentioned on both ITV 

Central News and BBC Midlands Today. 

 

The campaign urgently needs more funds to cover 

the costs of the calendar shoots lined up for the 

next month and this is keeping Lindsey very busy! If 

you can suggest or put Lindsey in touch with 

potential sponsors/donors (or if you can make a 

donation yourself) that would be extremely helpful 

- because a lot of the work is being done for free or 

at reduced rates, we are only looking for a 

relatively small amount, so any donation will make 

a big difference.  

If you have any contacts with local celebrities who 

might be interested in helping the campaign or 

even appearing in the calendar, Lindsey would like 

to try and get more of a Berkshire angle to the 

campaign. Donations are also being sought for a 

charity auction to be held as part of a fundraising 

ball next year. 


