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Support Group News

The ALi felineo Progra

mm

Our Lifeline course is proving to be popular, but the opportunity is still there for all of our members to
attend what is possibly the best course currently available for M.E./CFS sufferers.

The flexibility of being able to attend each module in any order, along with the number of different
times/venues that each module can be attended, should mean that all members should have the
opportunity to take part.

As an additional service, for those who may be too ill to attend, or who have difficulties travelling, it is
possible to borrow the DVDs and have copies of the notes of the sessions which we have had recorded,
in order to offer the Lifeline programme to as many of the group as possible.

If you have any questions regarding any of these points, or would like to discuss the Lifeline Programme
in general, then please contact the office, and we will do our best to help!

The next Lifeline session will be on Thursday 10th April at Gal |l owaydés with Gai
physiotherapy Practice but specialises in helping people with ME/CFS with extra testing, nutrition
programmes including treating digestive problems. She is also a Perrin Technique practitionerd lymphatic
system manipulation which can help ME sufferers.

(0]

Donate your used stamps Blue Badge information
Used stamps are still being collected to raise funds || If you are the holder of a Blue Badge (or know
for the group. If you want to help, please cut out someone who is), remember to check for any
any stamps from your envelopes received in the applicable expiry dates!!!
post & pass them on to the office or a committee .
You do not get reminder s
member. . .
to obtain a new badge than it is to renew one!
Many thanks to Audrey Atwood for continuing to You can either renew online, or by telephoning
process the said stamps on behalf of the group. Lancashire CC Blue badge dept - 0845 053 0049

Relaxation Podcasts

It goes without saying, that taking time to rela
essential you learn to incorporate this into your daily pacing routine.

Therebds a range of podcasts, from &6SI| dreegodawnidad Wmerh
www.mentalhealth.org.uk/relax/sleep

Some are designed to be quick fixes and others are the full works, so select the ones that are right for you!

If you find them useful, or otherwise, do please let us have some feedback!

A most sincere Thank You!

Wel |l € a couple of them actually.

Firstly, we received a very generous, anonymous donation. To this person, we offer the sincere thank you
already indicated. On a personal level, it sometimes feels like the committee has a thankless task, so any
gratitudeé even just words of appreciationé mea

Our second thank you, goes to the Metric Project (The University of Manchester), for a £100 donation

n s

e}

We will endeavour, as always, to use the funds for the utmost benefit of our members.
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Support Group News continued

More of nour Brendadso amazi

Norway! Wow! | would never have thought of going to Norway for a holiday, but mention diving and | am
first in the queue. ltés a bit of a trudge gett
altogether, but for the diving, it was worth it.

It was another one of those archeological dives, like | did in Croatia two years ago (some of that group
were here as well). This time it was wrecks and marine life, animal and vegetable, that we were going to
survey. There were not a lot of fish, until suddenly a shoal of mackerel went past you like an express train
and then you began to wonder what the heck is chasing them and should you be worried. In this case we
were ok!

When you start to look at the rock faces and root around among the kelp it is surprising what is there, but
my best photo is of a jelly fish that was just swimming past. Unfortunately my ears played up and my
diving was confined to three days but | then went to some of the village gatherings and experienced some
of their traditions. | will relate these at a later date. In the meantime, here are a couple of pictures.

(editords not e: I hope Brenda doesnét mind me s
our mature, non-sufferer volunteers. You would never guess her age though! Thanks again for sending
this in Brenda. Keep us updated on your next inspirational venture!)

ng
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News from the St Annes group (afternoon meetings)

This is the first feedback to Phoenix from our
members of the Support Group evening meetings were out of their reach due to other commitments
and/or the toll of the day, necessitating the need to rest or go to bed early.

The venue is the Dalmeny Hotel St Annes, in the foyer, usually on the left, on comfy sofas (lovely for
aching bodies). We meet between 2-4pm. Initially we met every 2 months but this year we realised the
gap between meetings if one was missed, was too long to make connections with others and we changed
it to the first Thursday, once per month.

l'tds a very informal arrangement come and go as
bring whatever you order.

The group has evolved over time and grown in numbers. We discuss various topics either related to ME
interventions that have worked for individuals, recent research, commonalities and differences with
symptoms or just general chat and a |l augh. 1tds
development or needs of the group is ongoing.

You will be made very welcome if you decide this is for you.

(Editord6s note: thank you to Wendy from the St Annes gr
going wel I . I f there is anyone reading this who |ives i

hbget
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Support Group News continued

Book Review (by Patricia Hardaker)

Falling through the World 1 Rachel Clarke

Although a novel, | believe Rachel Clarke has intimate knowledge of ME. Sarah is the fictional character
in the book. Rachel describes so clearly and openly her experiences of living with such a devastating
illness and this is such a valuable insight for other people. For friends and family this will provide empathy
with just how harrowing it is to live with such challenging symptoms. The book was a compelling and
intense read, and reflected the sincerity of Sarah expressing her feelings and experiences.

Many people, including medical professional and psychiatrists, have some insights into the illness and
often feel they have solutions to a recovery process but this is not so simple for many. Sarah highlights
the importance of listening first and foremost to your own body, and secondly to others who may help
support your understanding of the situation. Sarah continues in the book by explaining how many people
also deteriorate over time if they try to push themselves through over exertion. She also explains that by
not listening to your body you can take your recovery process backwards.

Throughout the years of her illness Sarah comes across so wise, feisty and courageous in her efforts.

She has a wonderfully positive attitude and this for many can be difficult to maintain when people continue
to be dismissive of ME and often consider it to be trivial and sometimes imaginary illness. Such negativity
from our wider communities can strip away at pe

People of all ages will find this book helpful with understanding further their own ME challenges. This is
supported by Sarahdéds insightful and inspiration
ahead to the future. She also expresses how it is important to have family and friends to support you in
times of need.

As a chronic sufferer | endorse every word Rachel Clarke has written and recommend the book to others.
Thank you Rachel Clarke. The book is available to loan from the office (01772 751 254).

(Editordéds note: an excellent item, thank you for sen

Letter to local Member of Parliament

One of our member s, who we shall simply refer t
between themselves and their local MP Mark Menzies.

AA0 had posed questions to Mr Menzies about wha
services to M.E. sufferers. Mr Menzies took the questions directly to Mr Norman Lamb MP, Minister of
State for Care and Support, who in the main, responded by agreeing that M.E. is a serious illness, with
World Health Organization classification etc, but adding that it is the responsibility of NHS England to
deliver the outcomes within the regulatory framework (which is factually correct, but did seem to be
passing the buck slightly).

This al/l linked in with AEarly Day Motion 2120
parliament, which has the objective of trying to obtain more M.E. research and more funding for M.E.
based charities.

However, on checking the said EDM, it can be seen that whilst MPs are paying lip service to any
constituent who may question them about this, they are apparently not actually signing the EDM itself!

So, as we are al/l constituents somewhereé with
constituents, | would urge any of us who is able to do so, to write as individuals to our local MPs and ask
them to actually SHOW their support for those suffering with this terrible illness and sign EDM212, rather
than simply claiming to support M.E. sufferers!

To view the list of MPs who have signed, check out the www.parliament.uk website, or simply google EDM 212

(Many thanks to fAA0 for sending this information iné and o
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National News

Commitment for carers

(ACarers Trust o, one of the other charities tha
are happy to include below.)

ANHS En g Wwaknglto establish an NHS Commitment for Carers , and Carers Trust has been
involved in working with them on planning for this. They are undertaking a listening exercise for carers to
feed into over the next 4 weeks, looking at what should be included in this commitment.

This is a real opportunity to build real impact for carers into NHS services for the structure, and it would be
great to have as many carers feeding into this as possible

I nformation wi |l be placed on Carers Trustobs we
atthelinkbelowi pl ease circulate and ask carers to feed

http://www.nhsig.nhs.uk/improvement-programmes/experience-of-care/commitment-for-carers.aspx

A further point is that whilst MANY family members occupy the role of carer for a M.E. sufferer, they often
dondét consider themselves to actually be a care
financial, or even just in the form of advice).

If you think that this sounds like you (or someone else that you know), then please seek advice from one
of the carersd organisations. Some details are

bsi

r é
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Flu jab advice

(By Dr Alastair Miller, Principal Medical Adviser, Action for M.E.)

Many M.E. sufferers will have recently faced the decision of whether to have the influenza (flu) vaccination
or not. Amanda McGough, Specialist Nurse for Tees CFS/M.E. team, gives this advice, which | support: "I
would recommend that anyone with CFS/M.E. considering vaccination ensures that they are in the best
health before having it. | advise our patients to ensure that they have a quiet few days after the vaccina-
tion as a small number of patients have had a reaction in previous years. These reactions can be mild and
only last for a few days. It is advisable to stock up on simple analgesia pre-jab in case it is needed.

"I would also recommend that if anyone has a reaction, it might be worth letting their GP practice know as
data is usually gathered on reactions and fed back centrally for monitoring."

So, how does one make the necessary risk assessment? The first thing to say is that M.E., with one or
two very rare exceptions, is not fatal, whereas flu kills many thousands each year. Therefore if you fall into
one of the groups who are at high risk of complications of influenza (asthma, pregnancy, chronic chest
and heart disease, etc) then the risk benefit equation is clearly in favour of vaccination. Others may ask
themselves how likely it is that they will catch flu. If you are housebound with few visitors then your chance
of being exposed to the virus are small and you may elect not to be vaccinated.

If your original M.E. was precipitated by vaccination or if you have suffered a previous relapse following
vaccination then it makes sense not to be vaccinated again unless there is a very high risk of exposure.

What is clear is that any vaccination can be associated with the development of M.E. The mechanism by
which the symptoms of M.E. are developed remains elusive but its occurrence both after vaccination and
after infections (especially viral ones) would support the concept of some form of immune activation. Un-
fortunately there is even less data relating to whether vaccination or viral infections are likely to lead to a
flare of symptoms in an individual with quiescent M.E. or a relapse of symptoms in someone who no
longer has M.E.

( Edi t o r\Wescanmomytpass this information on to CLancs M.E. group members, not endorse it. Vaccination has
to be your personal choice. We would strongly suggest that you discuss any concerns you might have with your GP.
You can also find more information about the flu vaccine on NHS Choices website).

n
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National News continued

Blog on coping with Christmas with M.E.

Bl ogger Cort Johnson discusses balancing Chri st
during this illness occurred in the first ten years after family gatherings when | smacked up against how

A

much had changed for me. 0

http://www.cortjohnson.org/blog/2013/11/26/surviving-holidays-chronic-fatigue-syndrome-fiboromyalgia-how/

(This information courtesy of the Action for M.E. website, November 2013)

mna s

International news - Graded Exercise Therapy (GET)

60l ncorrect Go vt | nf or mati on Coul d Be Hurtin

Press release: New York, (11/20/2013) i An untold number of New Yorkers, perhaps well over
100,000, who have been diagnosed with M.E. & CFS could be at risk of relapsing and exacerbating
their condition due to a course of a treatment suggested to them by the federal government, ac-
cording to groundbreaking new research.

At a medical conference today sponsored by the New York ME and CFS Center at Mt. Sinai and held at
the New York Academy of Medicine, researchers showed that a form of treatment called Graded Exercise
Therapy (GET) which has been | auded by the UK®Gs
recommended by the U.S. Centers for Disease Control and Prevention (CDC) may not help ME/CFS, but
actually can make it worse. Unfortunately, the CDC has long been touting that certain exercise regimens
can help manage the disease, even offering guidance on their website.

Dr. Derek Enlander, Dr. Eric Schadt, Dr. Miriam Merad, Dr. Christian Becker and a team of researchers at
Mt. Sinai Medical Center have discovered new research on ME/CFS that could change the way the
disease is treated. Their research shows that the disease is tied to the immune system much more than
originally thought. A recent study showed patients can actually relapse when they partake in excessive
exercise, and other therapies maybe more effective.

iAfWe want to raise awareness about this di sease,
Enl ander said. AFor too long, this disease has

too many patients. We hope to change all that.o
Myalgic Encephalomyelitis was first identified inthe mid-1 950s, by Dr . Mel vin R
Free Hospital, after being suspected of outbrea
to have been an outbreak i n NSBOsardr@ringone imrardl upstae Néw
Yorkoés Lyndonvill e, |l ed to the CDC officially r

1988 following the elimination of the Epstein-Barr virus as a potential culprit.

The CDC has displayed an inconsistent track record ever since, diverting millions of dollars earmarked for
research in the disease to other causes in a scandal uncovered some 15 years ago. Recent estimates
suggest that hundreds of thousands of people in the U.S. suffer from CFS, although the CDC is thought to
have both underestimated the severity of the disease, while overestimating the numbers, as they have
reported a disease prevalence of 2.54% in the U.S. This figure is not accepted by experts in the field.
Using the more-accepted figure of 0.4% would estimate the number of sufferers in the New York City
Metropolitan area alone at over a half million patients, the majority of whom are likely undiagnosed.

The illness which afflicts women to a greater degree than men, causes severe immunologic dysfunction,
profound loss of energy (sometimes referred to as fatigue, though in many cases patients would report
that this term is inadequate as a descriptor), sleep disorders, neurological disturbances, pain, and other
symptoms. Underlying causes and treatments for CFS have been elusive, but new research is shedding
light on how the disease works.

(Re-produced courtesy of the ME Association Website - 20th November 2012. | guess that all we need to
add, is to say that this just confirms what has been largely known about GET for a long time!)

g CI

Nat

how
Db een




Phoenix Page7

Let 6s | i ghten t he mo|od

New health & safety rules for Christmas songs

Rudolph, The Red Nosed Reindeer

Rudolph, the red nosed reindeer had a very shiny nose
And if you ever saw him, you would even say it glows.

You are advised that wunder the AEqual opportunities f
comment with regard to the ruddiness of any part of Mr. R. Reindeer. Further to this, exclusion of Mr R.
Reindeer from the Reindeer Games will be considered discriminatory and disciplinary action will be taken
against those found guilty of this offence. A full investigation will be implemented and sanctions, including
suspension on full pay, will be considered whilst the investigation takes place.
Jingle Bells
Dashing through the snow in a one horse open sleigh
Ober the fields we go, |l aughi t he
A risk assessment must be submitted before an open sleigh is considered safe for members of the public to
travel on. The risk assessment must also consider whether it is appropriate to use only one horse for such a
venture, particularly if passengers are of larger proportions. Please note, permission must be gained from
landowners before entering their fields. To avoid offending those not participating in celebrations, we would
request that any laughter is moderate only and not loud enough to be considered a noise nuisance.
Absolutely awful Christmas cracker jokes!
Q: What is Santads favourite pizza?
Q: Who hides in a bakery at Christmas? A: A mince spy
Q: What kind of paper likes music? A: wrapping paper
Q: Why shouldnét you invite a footballer to Chr{stn
Q: What do you drain your carrots with at Christmas? A: An advent colander
Q:What do you get if you eat Christmas decorations? A: Tinselitis
Q: What are the wettest animals in the world? A: Reindeer
eé. And finallyé. possibly the worst joke of them al
Q: What do angry mice send each other at Christmas? A: Cross mouse cards
| Ove sure goll Retirement!!!
Yes, I've sure gotten old! Q: How many days in a week?
I've had two bypass surgeries, a hip replacement, ||A: 6 Saturdays and 1 Sunday
new knees, fought prostate cancer and diabetes. [|Q:When i s a retireeds bedtir
I'm half blind, A: 3 hours after they fall asleep on the couch
can't hear anything quieter than a jet engine, take ||Q: What 6s a retireeds bilgge
40 different medications that A: Therebs not enough t i me
make me dizzy, winded, and subject to blackouts. || Q: why is a retiree so slow to clear out the garage,
Have bouts with dementia. basement, or attic?
Have poor circulation; hardly feel my hands and A:They know if they do, their kids might move back in
feet anymore. Q: What do you call a senior who continues to work
Can't remember if I'm 85 or 92. A: Completely bonkers
Have lost all my friends. But, thank God, Q: What do you do all week?
| still have my driver's licence!!! A:Mon-Friday. .. nothing. Saftur
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A 19th Century Christmas Cake Recipe

Ingredients
e 80z butter e 8oz seedless raisins
e 80z moist brown sugar e 80z sultanas
e 6 large eggs, beaten e 8oz Valencia raisins (Lexias)
e 1 teaspoon dark treacle e 20z chopped almonds
e 90z plain flour (gluten free works very e 20z cut peel (chop it yourself)
well!)é doubl e sifted e 3o0zglace cherries(washed toremove
e 1rind & juiced lemon syrup, dried on kitchen paper, chopped
e Yiteaspoon grated nutmeg and add a small amount of flour, to
e Yiteaspoon salt prevent sinking
e 3 tablespoons brandy/rum/sherry e Warm water if necessary
e 80z currants

tin 50
above

mal | est c a

9100 Round + Tasting cake (
i i , t o come

s
Doubl e greaseproof I ined tin
secured with string

N A
o D

Gas mark 3 middle shelf of oven for first 30 mins (170c)
Gas mark 2 for 3.5 hours, turning down again if required (150c).

Prepare fruit in large bowl and mix thoroughly.
In a separate bowl or jam bath, use the creaming method to prepare the cake. Add treacle in with butter &
sugar. Brandy in with eggs, and a bit of flour to prevent curdling. Sift salt & nutmeg into the flour.

Add the fruit. It is easier for someone to pour fruit in for you.

Resul t should be a soft mi X, t hat doesnot dr op
Level top of tin, slight indentation in middle
With about 1 hour to go, cover top of cake with more greaseproof paper, to prevent over browning.

Skewer test to ensure itodés done. Cool in tins.
Store in an airtight tin. Tasting cake is usually eaten after approx 1 month.

AFeedo the cake with brandy using a fork. Doesn
and the traditional icing.

Cake ingredients can easily be multiplied for larger cakes/2 tins.
This is a family recipe from about 1850. You can change the fruit as required, as long as the total weight
of fruit remains the same, chopped apricots, cranberries, flame raisins.

(recipe courtesy of Janet Woodward MBA. I't i sndt the
letter, but itdéds Christmas, so hopefully youol |l enj oy
may have provided this recipe a little late in th)e da

R
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What does CLancs ME/CFS Support Group mean to you?

We would love to hear from you about what kind of difference and meaning we make in your lives. Feedback is
vital to help us with future bids for support and funding which help to keep this charity going.

If you would rather we did not use your name with any feedback for submission, you can make your comments
anonymously. Webdd also welcome any thoughts, art.i

Also, if you disapprove of something... you need to inform us AND tell us why! Please email us with any com-
ments you have, or send them to the office (full
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Sudoku (fairly easy)

Complete the grid so that every row, every column and every 3x3 box contains the numbers 1-9 (and remember... If
you would like more difficult puzzles... or no puzzles at all in the newsletter...you need to let us know!)

3 5 |1
3 2
5 | 6 8
3 2| 4 7
2 |1 8 419
6 | 4 |5 2
4 3 911 6
1 S5 | 7 4
9 | 5 1 3

Our summer craft this year was
one of our more involved creations
(garden picture frame shown left).

We usually do simple craft not re-
quiring too many different steps
or lots of prolonged concentration.

Next year there will be more jewel-
lery making with our resident ex-
pertandrag-r uggi ng et ¢

Come and have a chat with us, we
really do oOunder
. the Support Grou
- : ad Last wed of the month, 2-4 pm
Roccoco Café, Leyland.

[N

Carerso Contact s

Carers Lancashire: 0345 6887113 Ring the central number and you will be put through to the
Carersd organiysuaatea.on covering

Bl ackpool Car @#258893748 info@blackpoolcarerscentre.co.uk

Centre: Covering Blackpool

o

[N

nw o
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Open Meetings and Social Lunches 2014

Preston Open meetings

Bamber Bridge Methodist Church LIFELINE TALK
Station Road, Bamber Bridge. PR5 6ED Gall owayds, Howi ck
Wednesdays 7 -9pm.
5th Feb Gail Sumner ME Therapist
Hopefully either Owls from the Sanctuary OR Thurs Apr 10th 76 9 pm

Making Chocolates! Please check with office
or website nearer the time.

Other Preston area events

Minerva Centre coffee/tea Mornings:

Café area to the left of reception,
PNE Football Ground, Lowthorpe Road,
Preston, PR1 6SB.

Last Friday of the month, 11.30am
onwards :

Jan 31st, Feb 28th , Mar 28th

Craft/Coffee Sessions  2- 4pm Lunch :
Wed Feb 19th, 12.30pm

Roccoco Coffee Lounge,
Chapel Brow, Leyland Ribble Pilot, Mariners Way, Preston Docks

PR25 3NH Table 10

Last Wed of the month:

29th Jan 6 Brooches, easy to make with old
zips (metallic teeth). If you have any please
bring, other materials provided.

26th Feb
26th Mar

PLEASE CONTACT US IN ADVANCE IF YOU WOULD LIKE A LIFT
TO ANY EVENT/MEETING
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Open Meetings and Social Lunches 2014 continued

East Lancs meetings

Lunches
Oswaldtwistle Mill

Pickup St BB5 OEY
Tues 4th February

Nelson, Lancashire BB9 6JQ
12 noon Wed 12th Mar

A chance for a little outing with
Coffee/Lunch from 12.30 Simply Classic Bistro

Terrace Tearoom (left of entrance where

i BB12 7N M
garden centre is located) G4 J8 M65)

12.30pm  Tuesday 8th April

Pendle Heritage Centre: Park Hill, Barrowford

Shuttleworth Mead Business Park, Padiham

ADVANCE NOTICE FOR ALL :

2014 AGM will be
Wednesday 4th June 7pm
Bamber Bridge Methodist Churchroo  ms

Station Road, Bamber Bridge PR5 6ED

St. Annes meetings

Ansdell House Clinic, 261 Church Rd, St Annes, FY8 3NP

Open meetings - Thursdays 7-9pm (Usually 2nd Thurs of every other month)
Thursday 16th Jan (PLEASE NOTE CHANGE OF DAY)
Discussion led by Rob on developments in research and in the Perrin treatment.

Afternoon Tea/Coffee 2pm
Thurs 9th Jan, 6th Feb, 6th Mar
Hotel Dalmeny, Reception area, South Promenade FY8 1LX

NEWS FLASH!... Gentle YOGA/Relaxation for ME now twice a month!
Thurs 9th and 23rd Jan, 13th and 27th Feb, 13th and 27th Mar 2-4pm £3.50
The Drive Methodist Church, Eastbank Rd carpark , St Annes




