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ANNUAL GENERAL MEETING/PUB MEETINGS

We had a good turn out to our meeting on Wednesday, May 11, when we met to chat about the
events of last year and to elect our new Committee. Issues discussed included group issues
such as funding and policy and procedure development, service development work with the
Selby and York PCT, a website for the group and our group survey. We had some useful
positive feedback on other issues such as Blue Disabled Parking Badges and the Chronic
Fatigue Clinic in Leeds. Brian was elected our Newsletter Editor and Secretary. Myself (Jenny
Gilmore) and Sandra Tomlinson are to continue in our roles as Chair and Treasurer. Richard
Canham, Paula Sidebottom and Sarah Davies were elected as ordinary members of the
Committee.

We followed our AGM with a lively discussion about the approaches to thyroid and adrenal
sufficiency as a means of treating ME recommended by Dr Peatfield. We have more information
on this if you would like it. Copies of the AGM minutes and our accounts are also available.
Sheila has retired from the Committee, but hopes to still attend our Pub Socials, etc. Thanks to
everyone who came along.

JENNY
Our Forthcoming Pub Meetings at the Oooooooo
BLACK SWAN, PEASHOLME GREEN, YORK
are ocAY
September 7 Social OCAY is a small

local charity which
provides free local
advocacy services
to any individual
in the York area

October 5  Treating ME Like Lyme Disease with Samento by
Lynne

November 5 Social

December  Treating ME with Thyroid/Adrenal Approaches by

Jenny and Sandra over the age of
and our 60. Their aim is to
PRE-CHRISTMAS SOCIAL enable  —older
citizens to take
at .
' charge of their
Jenny's at 7 Glen Close, Fulford, York at 7.30pm own lives.* They
can be contacted
There will be no meeting in January at 52 Townend
Street, York (Tel

01904676200).
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MEDIA WATCH

ME Awareness Week (May 9-13) produced a fair amount of coverage.
The focus this year was on early diagnosis. Professor Leslie Findlay,
of the National ME Centre, was interviewed on BBC television, along
with two patients. Sky News carried an interview with Professor
Basant Puri (see also below) on brain changes in ME, and with Gary
Frankum, who discussed his experiences of ME after being a
speedway rider. Three local newspapers were approached for ME
Awareness Week, but only the York Evening Press carried a story,
and thanks to Stacey for allowing us to feature her story of living with severe ME.

In the weeks prior to ME Awareness Week there was extensive coverage of the trial of Jill
Anderson, from Galphay, near Ripon. She was found not guilty of manslaughter following the
death of her husband who had severe ME from an overdose, after she failed to call for help. Jill
told BBC Look North that he had been in “horrendous pain” and had wanted to end his life. The
case reignited the debate both about the right to die and the nature of ME/CFS - her husband’s
family feeling strongly that he would have benefited greatly from psychological care and that
she should not have let him die. On Jeremy Vine's Radio 2 phone-in we heard the public
strongly support Jill’s decision not to intervene.

On May 28 the BBC covered research at Glasgow University on the role of genes in ME. By
looking at the whole genome of 50 people with ME they discovered certain differences in genes
as compared to healthy individuals. Researcher Dr John Gow said “we have identified genes
which were unregulated compared with genes in normal healthy individuals, suggesting we
could possibly have a diagnostic test for this syndrome.“ It is hoped, also, that this work could
lead to new treatments for the faulty bio-chemical pathways caused by overactive genes in
CFS.

If so, it will not be before time if the new American drama “House” (Channel 5) is anything to go
by. This features our own Hugh Laurie as the eponymous Dr House, a Consultant in a large
United States hospital. In the first episode Dr House is confronted with a patient claiming to
have CFS. Dr House’s novel approach is to buy some small sweets, put them in a medicine
bottle, and tell the patient to take one a day. Sure enough the patient returns feeling a lot better
and wanting a new supply of the ‘medicine.’ And the message is: CFS is all in the mind.

Finally, we have learned that there is a popular Italian rock band called “Yuppie Flu. Is there
any chance they could be persuaded to change their name to ‘Chronic Fatigue Syndrome’?
BRIAN
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OVER SIXTIES SHOPPING SERVICE

Age Concern have a new scheme enabling Over Sixties to order food by the internet, even if
you have no computer. A volunteer will ring you at a pre-arranged time to take your order.
There is a charge of about £5 which is the supermarket delivery fee. The scheme is proving
popular, and they also need volunteers to work from home, one-to-one with service users. If
interested contact Jenny at Age Concern (Tel 01904 726191).

THIS DOCUMENT IS AVAILABLE IN LARGE PRINT
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GROUP WEBSITE
FRIENDS”IP The Group now has a fabulous website

at www.yorkmesupport.org.uk. Lots of

NETWORK information about the Group with

resource information with copies of this
and some previous Newsletters.

Susie is our new contact
for the Friendship Network o0o0o0o0ooo0

Those of you who are members should have FREE WEBSITE

details with your latest contact list ) ] ) )
The website www.disabledgo.info is a
free internet guide which offers people
with disabilities or mobility problems
detailed information about shops, pubs,
restaurants and cinemas throughout

If not please do give Susie aring on

York
00000000000 000oooooooooo

HOUSESWAPS

People with ME often find it expensive to fund holidays. Member Anne has drawn our attention
to the ‘NCT Houseswaps Register.’ This is aimed at families with at least one child under 13.
Membership is £29 per year, and enables you to arrange as many house swaps as you wish.
Anne believes this scheme has saved her a small fortune and reports that house swappers are
always keen to come to the York area. She has always returned to find her house in the same
condition she left it. For further details contact Beverley Wall of the NCT Houseswaps Register
(Tel 0870 421 4872, e-mail houseswaps@nct.org.uk).
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)
-~ FLU JABS

‘ \/, A We are approaching the autumn when some people consider the
advisability of having a flu vaccination. The advice we have from Dr
Shepherd of the ME Association is reproduced here:
| have always taken a fairly cautious view about the advisability of
giving flu vaccination to people with ME/CFS. And like some illnesses
(especially if it follows an infective onset), or you continue to have a significant flu-
like/infective/immunological component (eg, recurrent sore throats, enlarged glands, joint pains,
temperature control problems). However, if you have any other medical condition (such as
diabetes, heart disease, asthma or kidney problems) which could be seriously affected by a
dose of flu, then a vaccination would almost certainly be advisable. And this would also apply if
you've had a flu vaccine in previous years without any problem - even though the viral make-up
of the vaccine changes from year to year.
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HYPOTHYROID SURVEY

The British Patient Advocacy Group has recently put together the first United Kingdom Patient

3



York and District ME Support Group Newsletter - April 2005

Survey for sufferers of hypothyroidism. If you would like to take part
contact hypothyroidpatientsurvey@tpa-uk.org.uk, or call NSM Research

f %l (Tel 01865 310073).
A % BOOK REVIEW
CHRONIC FATIGUE SYNDROME, A NATURAL WAS 70

TREAT ME
BY PROFESSOR BASANT PURI

Professor Pur recounts in this book his research and treatment of ME patients with the fatty acid
supplement Veg EPA.

Previous studies have found fatty acid supplements to be helpful to people with ME. However,
Professor Puri has had the advantage of the use of MRI scanning, which was not available to
previous researchers. This enabled him to show that there was abnormality of lipid (fat) metabolism
in the brain and also structural abnormalities both of which resolved with Veg EPA.

Professor Puri views ME as a persistent viral infection and one role of EPA is to Kill viruses.
However, viruses can also inhibit EPA by blocking an ensyme essential to its production.
Environmental pressures via the food industry manipulating our diet can also result in lowered
amounts of EPA. These include trans fatty acids, found in any product containing hydrogenated
vegetable oils and excessive Omega 6 oils, eg Sunflower Oil.

Veg EPA overcomes this problem. Professor Puri found marked improvements in 80% of his ME
patients within three months of treatment, no matter how long they had been ill. The dose used was
four capsules night and morning. Improvements were noted in fatigue, brain fog, mood,
concentration, sleep, muscle and joint pains. Once improvement occurs the dose can be lowered to
find a maintenance dose.

Veg EPA contains cold pressed virgin evening primrose oil (EPO) and highly purified EPA
(eicosapentaenoic acid) from fish oil, which allows higher doses of EPA to be taken. This may
explain the dramatic improvements obtained in a relatively short time in people who had been ill for
many years. The difference in content can be seen by comparing the content of Veg EPA with
Efamol Marine.

Efamol Marine contains in eight capsules: 228mg of EPO and 136MG of EPA

Veg EPA contains in eight capsules: 800mg of EPO and 2240mg of EPA

Cost £11.95 for 60 capsules

It can be obtained at 25% discount via Superloop

The book is easy to read and contains a wealth of information, see www.vegepa.com, where there is
also a link to a fuller review.

POST SCRIPT

| have had ME for 11 long years and for me, Professor Puri’'s book is the most significant thing |
have read on the subject. | have now been taking Veg EPA for about
eight months, and | have had a marked improvement. It is the only
treatment for ME | have found that makes any real difference. | still THE DEADLINE
get unreasonably exhausted on occasions but | believe | can now FfOR

see light at the end of the tunnel. CONTRIBUTIONS
There is no guarantee that this will work for everyone with ME, but |

do think everyone should consider it. | have a copy of the Professor’s 70 THE NEXT
book and am willing to loan it. Contact me via Jenny. NEWSLETTER IS

BRIAN NOVEMBER 22

SANDRA
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LIGHT BOX

We have an offer of a free home made light box which may help with Seasonal Affective
Disorder. Contact Jenny if interested.

SUPPLEMENT BAN

You may have heard that the European Court of Justice upheld the Food Supplement Directive.
However, this was done with some modifications, which means that most supplements will not be
banned. The main points are:

CAN WE SEND YOUR NEWSLETTER BY E-MAIL?

Sending out the Newsletter by mail is one of our largest costs, so if you have easy
access to the website, why not give us your e-mail address

See www.yorkmesupport.org.uk/newsletter.ntm and we will let you know when a
Newsletter is available

* The directive no longer covers vitamins and minerals naturally occurring in the diet;

* Admission to the list of allowed ingredients has been simplified;

* The burden of proof for showing an ingredient to be unsafe now lies with the regulator and not
the manufacturer.

For further information see www.alliance natural health.org.

SERVICE DEVELOPMENT

We continue to receive good reports of the well established clinic at Seacroft Hospital, and of
Barbara Rawlinson, Physiotherapist, in York. Leeds is the Clinical Co-ordinating Centre for our
area. Your GP can refer you.

New clinics are being set up in East Yorkshire, Darlington, and other places, but from the latest
information available, it appears that people within North Yorkshire will not be able to attend
these clinics, even though they may be nearer to you than Leeds.

We still need people to help with Service Development. This might involve, for
example, representing the Group at meetings with Health Service managers or
writing letters. If you think you have the aptitude and energy for this please
contact us.

SANDRA
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REVERSE THERAPY TALK

Dr David Mickel will be giving a talk on ‘Reverse Therapy’ on Thursday, September 22, in
Durham. If interested contact ME North-East (Tel 0191 389 2222).
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DR PEATFIELD CONSULTATION
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Dr Peatfield, whose book was reviewed in January’s
Newsletter, may be holding consultations arranging a
meeting in the Leeds area. If interested please
contact Barbara Reed (Tel 01670 513033).

Disclaimer: The inclusion of information of any kind in this
document does not imply a recommendation or guarantee of
accuracy, nor are any views or comments necessarily those of the
Group

EARLY DAY MOTION

The Group has contacted local Members of
Parliament to encourage them to sign EDM260, in the

House of Commons. This expresses concern about the lack of research into ME, and calls for
the Government to provide funds for the promising research being carried out in Glasgow and

VOLUNTEERING -
CAN YOU HELP

Would you like to be featured in
a press article to raise

awareness about ME?

If you can help please give
Jenny aring on 10904 655911
or e-mail:
Jenny.Gilmore@getreal.co.uk

elsewhere.
Some local Members of
Parliament have also been

contacted by the Group in respect
of the section on ME in the
proposed new DLA Handbook.
This is felt by some, to down play
the severe problems experienced

gjets in gja.ftef
ﬁ]ﬁnny gifmore

Firom Epo, inchuding postage and package and iy denation for
TE Resoarch
Tef 01904 E55911
e-matl fenny‘ §1’fmore @qetrea[ co. uE

webstte: Jjemq'n:ﬁmfte[ org. wk

by some ME sufferers.
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DIFFERENCES IN GENE EXPRESSION

In July extensive media coverage described research that may lead to a blood test and
treatment for CFS. Some genes affected played important roles in mitochondria (the power
house of cells), the immune system and nerve cells.
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UNBELIEVABLE L™

WOW! FLYING
SAUCERS -
THAT'S INTERESTING

GOD, WHO'D
HAVE THOUGHT
17?

THIS IS THE GP,
WE'VE FOUND YOU A
PSYCHIATRIST WHO
UNDERSTANDS ME

O
O DON'T BE DAFT
THERE'S NO SUCH THING

I 13




