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Hello everyone, it's that time of the year again wh  en we ask you to

return your membership form and make a small contri bution | acm ... 1
towards the cost of the newsletter and the running costs of the Membership ... 1
Group. Enquiry Line ... 1

; : . . Meetings ........ 2
To remain a member of the Group you must fillL Capital Gains Tax, and Theatre G 3
in_and return the pink form enclosed with this sign this declaration, the eatre Lroup

CFS/ME

newsletter . Group can recover the tax

Service........ 4-6

you have paid on your [ uodes

The cost of the voluntary subscription remains at -
subscription. Remember | ~p review

6
£4. Please remember that the Group is entirely 7
funded by donations and if you are able to pay YOU Must pay enough tax | gook Review 7
please fill in the voluntary subscriptions part of to cover all of your Gift [ pp Railcard 8
the pink form. Thank you. The form also includes Aid ‘donations in the tax | intemet sites... %

9
9

a Gift Aid declaration. If you pay Income Tax or Y&&'" W. Merritt Cent.
Prof. Puri talk

Noise Sensitiv.

Birth

Announcement

" # #3%&$ ' & article 10-11

It was a beautiful afternoon and we had a then please send a large [ Contactinfo... 12
wonderful view of the lake and swans. A big SAE (with a large 2"
‘thank you’ to all the members who took the time class stamp) to the PO Box address at the back
to attend. If anyone would like a copy of the Of the newsletter

Groups Annual Report and Financial Statement,

Next

0113 298 2070 “1  Please send your contributions for the
NOVEMBER Newsletter v

The Enquiry line is open to take calls on.

7D Monday 10am - 12noon
@ o Tuesday 1lam —-12 noon
Wednesday 5pm - 6pm
Friday 2pm - 4pm
Outside these times you can leave a message and our

volunteers will try to ring back as soon as possible.
supported by Callagenix

to the PO Box address ( on back page)
or Email: newsletter@ldmeqg.org.uk
No later than:

14 September 2007
' Best Wishes,
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Please come and join us at our regular
monthly gatherings on the 3rd Tuesday of
each month from 1pm in the café area of the
West Yorkshire Playhouse. A lift is available to
the café area, which offers a wide range of food
and drink.

Meetings are very informal and give you the
opportunity to chat to our special 'greeters' who
are full of useful information, and other Group
members .

Look for the large sunflower on our table.

FUTURE DATES:

Tuesday 17 July
Tuesday 21 August
Tuesday 18 September
Tuesday 16 October
Tuesday 20 November

Our book and tape librarians are not always at
the meetings but if there is an item you would like
to borrow — See march and July Newsletter for
Tape and Book Lists - please give our librarians
a ring (see back page).

The Playhouse is opposite Leeds Central Bus
Station; it has good parking and disabled spaces
outside the entrance. The Leeds FreeCityBus
which runs every few minutes can deliver you to
the bus station from other areas of the city
centre. This could be especially useful if you are
coming into Leeds by train.

You will always be given a warm welcome, so
please give us a try.

If you would like more information or just to
make contact with someone before coming
along please contact:
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Pugney’s Country Park Café is our regular
venue on the 2nd Thursday of each month
from 2pm.

Pugneys is a well known place for many
Wakefield people who either stroll around the
lake or bring their folding chairs to view the
variety of water sports taking place. If you would
like to enjoy the ‘wildlife’, mobility scooters can
be hired from the café for 50p.

The café is a warm, snug place to view the
activity and wildlife on the lake and have a drink

and chat with our small friendly group.
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UTURE DATES:

Thursday 12 July

Thursday 9 August
Thursday 13 September

Thursday 11 October
Thursday 8 November

Pugneys is well signposted and situated just off
the A636 Denby Dale Road, 1 mile from Junction
39 (M1) and is on a regular bus route from
Wakefield centre, which is 3 miles away. The car
park is free and next to the café which has wide
disabled access.
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We hear that The Lion, Witch and the Wardrobe

(~XNF)

It has been a varied and interesting season at the
excellent Macbeth in March, and Neil Simon’s ever f
which a particularily large number of our members a
productions with local settings ‘Magpie Park’, a my
‘Bollywood Jane’, a lively performance full of sequ

Playhouse. Productions included an
resh ‘The Sunshine Boys’ in late April,
ttended. It was good to have some
stery/romance was set in Leeds, while
ins and saris was set in Bradford.

is returning as the Christmas production this year, and

this will be something to look forward to. It is likely there will be a production of Peter Pan the following

Christmas.

New members of the Leeds and District ME Group are

and receive details of next season’s plays when
they become available late July/August. There is a
booking fee of £1.50 per season payable in
advance.).

The Group belongs to the West Yorkshire
Playhouse community network. This is a scheme
to enable financially or socially disadvantaged
groups to go to the theatre. Members can attend
for only £5 per ticket. Usually they are able to bring
a friend or carer for the same price. One of the two
people must be an ME sufferer.

very welcome to join our mailing list

A REMINDER™M

WOULD YOU LIKE TO HEAR FROM US BETWEEN NEWSLETTERS AND/OR

RECEIVE YOUR NEWSLETTER BY EMAIL OR ON TAPE?

We often find that between newsletters we
receive information that may be useful or of
interest to our membership. If you have internet
access and would like to register to receive this
please add your e-mail address to the pink
membership form. We will not send junk mail or
adverts, only articles labeled ‘ldmeg info’.

Each newsletter is also recorded on audio tape.
If you have problems with the written word and
would like to try our audio version please contact
the enquiry line on 0113 298 2072.

For those who would like to receive their
newsletter by email please send your name and
address to the membership secretary, (details on
the back of the newsletter).
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LEEDS & WEST YORKSHIRE CFS/ME SERVICE

More people to attend Patient Forums

. If you are, or have been a patient of the clinic or are a

carer, you can contribute to the ongoing discussions about the development of the service.

YOU HAVE THE OPPORTUNITY TO:

Meet the staff and Consultants
Receive the very latest news
on Service developments

Put forward your suggestions
about improving patient care
Contribute personally towards
the development of the
Service

Discuss patient care issues of
importance to you

Review literature supplied to
patients

Plus a whole lot more

Patient Forums are held every two
months on a Thursday afternoon,
at Outpatients 1% Floor, the
Newsam Centre at Seacroft
Hospital. They start at 1:30 p.m.
and finish at 3:00 p.m. The dates
for the next 3 forums are:

26" July, 27 ™ September & 22 "™
November

If you need further information,
please contact me, Richard
(LDMEG CFS/ME Service Liaison)

THE INVOLVEMENT OF PATIENTS AND CARERS IS VITAL TO T HE
DEVELOPMENT OF THE SERVICE. SO WHY NOT COME ALONG?

), Staff facilitate the forums
As part of each meeting they
give news on recent

developments in the expansion of the service.

Topics that patients carers and staff want to

raise are then discussed. The accent is on

giving positive, constructive feedback to help
develop the service.

Notes are taken at each forum . These are
made available for patients and carers to read
in the waiting room of the Chronic Fatigue
Service, at LDMEG social meetings and form
the basis of the patient forum news article in
this newsletter.

AND

“Make Your Voice Heard”

v

In addition to the forums . The
service has an email group for
patients  and carers to
contribute to the discussions and receive
information about the development of the
service. If you want to join the email group or
need further information about the Patient
Forum please contact the Service
Administrator.




New Accommodation
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) - If you had to draw a picture of your
' ' CFS, what would it look like?

2 - If your CFS made noises to you, what
( ) ( 2 would they be like?
7 - If your CFS had a scent/smell what
would it be like?
Writer in Residence (
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experiences and thoughts of other people who

have CFS/ME, and not just rely on her own, she !
emailed a number of friends who have CFS/ME

and CFS/ME Clinic patients asking them to

answer a series of questions, shown below.

If your CFS had a colour , what colour

would it be?

If your CFS had a taste, what would it *
be?

If you CFS had a texture , what would I+ (!

it be?

Char March

Book & Audio |

A selection of tapes and books may be borrowed
by giving our librarians a ring or alternatively by contacting them direct.

*3
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Internet Sites & Forums

Our members have recommended the following internet sites and forums:

Prohealth’s Immune Support.com

If you would like to read regular research news and interviews with CFS/ME and Fibromyalgia professionals
then an American website will send you free weekly newsletters online. Although
based in America, research from all over the world is published.

One of our members, Jane Andrews, has a website tha  tis well worth a visit , it includes links to
other websites that may be of interest. You can find it at E %

Forums

If you know of any websites which may by helpful to other members please send them to us.



Open days are at St Mary’s Hospital, Green Hill Roa d, Armley, LS12 3QE are on the
following dates:

Tuesday 17 ™ July Friday 19 ™ October
Wednesday 1 %' August Wednesday 7 ™ November
Friday 17 ™ August Tuesday 20 ™ November
Tuesday 4 ™ September Monday 3 ™ December
Thursday 20 ™ September Monday 17 ™ December

Monday 1 *' October

Open each day from 9.30 am to 3.30pm, and staff are  available to discuss your needs.
Tel. 0113 305 5332

#0.).0 #1 -, .()..-)* *+

Professor Basant Puri, author of ‘Chronic

Fatigue Syndrome — a natural Wa}]/ to treat M.E.’, A full report of the event can be found on the

spoke to 150 people on May 13 ™ 2007. Sheffield M.E. Groups website -
! or send an A4

His presentation concentrated particularly on envelope with a large 2™ class stamp to our P.O.

nutrition and fatty acids and included much of the Box address and we will send you a copy of the

information contained in the above book, which is  Sheffield Groups newsletter article.

now available to borrow from our library.

We would like to hear from you if you have experien ce of any of the therapies which are
hitting the news i.e. reverse therapy, lighteningt  herapy, Mickel therapy etc. Please write to us
at the P.O. Box address on the back of the newslett  er.

Noise Sensitivity

Where nothing else will work, sometimes it pays just to use earplugs! A person with ME recently
recommended using earplugs: she said living by a noisy road has meant she has been able to road
test lots of different types, and that she would be a wreck without them.

She buys them from which although an internet company will also accept
orders by post (see details below). They stock 18 different types of earplugs, which come in boxes of
25 upwards (most are about £6 for 25, including p&p).

Her favourite are the ‘yellow, soft FX’ earplugs, but the company will also sell a pack which contains
one of each type of earplug for £6.50, so you can find out which type suits you best.

The company’s postal address is Earplugs.gb, 11 Sutherland Avenue, Coventry, CV5 7ND. Tel. 079
6896 3838. If you are worried about the cost of calling a mobile phone, tell them and they will phone
you straight back.
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We would like to send our congratulations to Jane (our previous newsletter editor) and
Rob Shaw on the birth of their beautiful daughter Emily Catherine Shaw who was born
on Monday 5" February 2007 at 11.20 p.m.

Jane has written the following article on her experience of having a baby and coping

with ME.

Deciding to try for a baby was a long and
hard decision for us; we did not know how
we would cope with the demands of a child
with my ME or how we would manage
financially if Rob had to cut his hours of
work. After a lot of discussions, tears and
waiting we decided that we would try, my
health was not getting any better and my age
was increasing.

Sadly we were not successful and were
referred for fertility testing which was not
conclusive, but we were told that we would
need IVF treatment and were put on the
waiting list at St James’. We had our first cycle
in October 2005, but it failed. Our next cycle
was in May 2006 and we got a positive test
result on my 35" birthday!

The first weeks of pregnancy were very
difficult, partly due to the effects of the IVF
drugs and the extra demands on my body. It
took until September for me to feel brighter and
stronger.

In November Rob was taken critically ill and
rushed to hospital with a pituitary tumour. The
following day | became totally paralysed and
also ended up in hospital. We think my
paralysis was an extreme ME reaction brought
on by the shock and not having had anything
to eat. In hospital | was put on a drip and the
paralysis slowly wore off. | was in hospital a
week as | was unable to look after myself at
home. Rob was in hospital for 2 weeks and
had surgery to remove the tumour.

Following this | was totally exhausted and did not
feel | had any energy at all, | kept wanting to rest,
but there was so much going on it was
impossible.

Our baby was due on February 20th, so when |
started with pains in the early hours of

February 5th | thought little of them, took
some paracetamol and tried to get back to
sleep.

Emily Catherine was born at 11.20 pm,
weighing 5ib 8oz. We were kept in hospital for
3 days and discharged home on Rob’s 30th
birthday.

My ME is not as bad as | expected, my body
iIs running on adrenaline and breastfeeding
hormones at the moment, not sure what will
happen when they fizzle out! | am having
problems with pain from holding and carrying
Emily and will have to find a better way to do
this now she is getting bigger. | am also doing
more walking as it is impossible to use a
wheelchair and a pushchair when we go out,
so we usually us the pushchair and | push it
and use it for support! We have managed
trips out with the wheelchair and Emily in a
sling or sitting on my knee.

We don’t get out much as it takes so long to
get ready and feeding still takes up a lot of
time. During pregnancy my food intolerances
eased up a bit, but they are now back so it's
difficult to find things to eat especially as | am
more hungry with the extra energy | am using.

| am not able to get much rest when | am on
my own with Emily, as even when she is
asleep there is so much to do, so | do get
very tired and feel dizzy and sick. | was
having carers while | was pregnant, but the
only service they could offer was to help me
bathe and get dressed, which was great, but
now is not practical as | cannot just dump
Emily when they arrive.

| have had another assessment and they said
they appreciate the case, but it is unusual and
they are not sure if they can help. | am still
waiting to see if they are going to offer



anything or leave us to it. We have asked for
direct payments so we can buy the help we
need ourselves, but they are not sure if the
payments can be used for what we want them
for and you have to prove what the money is
spent on. We have got by with the help of a
few local friends who take it in turns a couple
of afternoons a week to come and sit with
Emily whilst Rob and | have a rest.

Emily is now 19 weeks old (at 18th June), |
don’t know where the time has gone to, it's
mainly been taken up with feeding and
washing! Her first month was quite difficult as
she had problems with feeding and lost quite a
lot of weight, which concernerd the health

effects, mainly tiredness, can last for several
weeks after the treatment, he is hoping to go
back to work in July. Having had so much
time off he has a lot of holiday accrued so will
be working 4 days a week for a while to be
there for Emily and me, this will be a great
help as by then she will be getting mobile and
therefore more demanding for me. It will be
October before we know if the radiotherapy
has been successful, but Rob is much better
and now able to help a lot more with Emily.

We are now hoping for a bit of peace and
quiet and time to appreciate Emily. Having
Emily has really helped us get through, she is
a very easy baby and laughs and smiles a lot,

visitors and midwives as she was so
little to start with. She began her
second month by putting on 90zs in a
week (the average gain is 60z per
week) and fed well making up for lost
time. We had to get her premature
baby clothes and she took a long
time to grow out of some of them. At
her last weigh in on June 2nd she

so it's hard to feel down or sorry for
ourselves. She is very alert and very
vocal and often sound like a
strangled cat!

We have started going to baby
massage. We all enjoy it, but I am
glad that Rob can go with me as |
would never have managed on my

was 10lb 1oz and is now just into 0-3
month sized clothes.

Luckily for us she has always slept well at
night. For the first month she woke once in the
night, but after that she has always slept
through the night and can sleep for up to 10
hours. She does not really sleep in the
daytime, just little cat naps, but that is bearable
having had a good nights sleep.

Rob’s radiotherapy treatment began in April; it
was five days a week for 6 weeks. It was very
time consuming as it involved roughly two
hours travelling each day plus an hour at the
hospital. The treatment finished on June 1st,
but he is still off sick from work. The side

own. | feel a bit sorry for him as he is
the only dad and you are only supposed to
have one person with the baby. However, our
health visitor said it would be okay for both of
us to go in the circumstances, and he gets to
spend time in a room full of women! Emily
seems to like it, she chatters and giggles
which is embarassing when the instructor is
talking!! Emily is the oldest baby in the group
as we were supposed to go in April, but had
to postpone due to Rob’s treatment. She is,
however, one of the smallest babies there,
some half her age are bigger.
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Newsletter Disclaimer

The views expressed in this newsletter are for information only and should not be used in place of
advice from appropriately qualified and experienced professionals. The views given may not be
those of the Leeds & District M.E.Group, the President, the Editor, or the Executive Committee.
We try to make sure all information is accurate and up to date but we cannot take responsibility for
items included in this newsletter or guarantee their accuracy. Any use you make of this information
is your own responsibility.

The Leeds & District M.E.Group does not recommend any particular treatments or services. Before
trying any new therapy you should discuss it with your doctor. A therapy which helps some people
might not help you, and could possibly make you worse. These comments also apply to
information which is given at our meetings and via our enquiry lines etc.




