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We had a great meeting in September. We welcomed a 3rd year student doctor Philippa
Simpson. She is writing an assignment on voluntary support groups. It
turned out to be an informative and satisfying meeting. It was very interest-
ing to hear what she had to say and also it was great to actually get our
points across to someone who could potentially make a difference to the

\ future of all Fibromyalgia sufferers. She wanted to know the ins and out’s
of organising and running a group, how it is financed? Do we get help from
the government? What help we get from the NHS? Is it hard to get volun-

" teers? How we felt about the help we do get form the NHS? What support
we got from our doctors? What we get from coming to a group like ours. How we get fund-
raising? We aired a lot about our personal experiences and those of others we have met and
spoken to in the past. Just talking freely gave us a chance to get of our chest the experiences

we had been through. Having someone to listen to us and hopefully one day there will be a

NHS that will have the resources and that truly cares about the individual instead of being a

number or in some case’s including mine being told there is no more (the Rheumatology de-

partment) they can do for me, just carry on taking the tablets and managing my fibro. It was
refreshing to have someone like Philippa listening to our stories and hopefully trying to
make a change when she is qualified. Make a difference for all of us.

Hobbies & Interests

During our talk with Pippa as she liked being called. I bought up about
the subject grieving which we spoke about a few months before and
how our lives have had to change and consequently we had not grieved
over our old lives. However by this massive change we have had to
learn and get to know Fibro and others with this syndrome. In doing so
some of us have started having an interest that can occupy our minds and give rest bit to
fibro. There were several people saying I like photography and really enjoys the creativity
about taking pictures. One had started drawing, very nice she showed us what she had al-
ready done. One was using the exercise machine on the Wii and mine has been writing,
learning and doing research for our group. It would be a great idea if

you all take time to think about what you

enjoy doing or finding out you are good at doing something

you would never had done before fibro. Start to enjoy some-

thing. Your time your space. Let us know




Allergies:

Allergies come with a host of various symptoms which include but are not limited to runny
nose, coughing, sneezing, watery eyes, scratchy throat, eye irritation, the feeling of having a
chronic cold or flu and a tightened airway. Food allergies or allergies to medication can of-
ten come with symptoms which are a lot more severe, including hives, difficulty breathing,
swelling, diarrhoea, a rash or itching. Medicine allergies can bring on facial swelling, a
swollen throat, sweating, difficult breathing and irregular or rapid heart rhythms.

Allergies are caused by the body’s response to what it has deter-
mined as alien. The body’s immune system does not recognize
the allergen as something which the body can tolerate and

the brain sends signals to the body to want to release the allergen
back out of the body. Most allergies are hereditary, although the §
genes that cause the allergies do not necessarily mean that any Mast e
two members of one family are likely to be allergic to the same
thing, just that they are more likely to develop an allergy to

something. Pistamingand oth
inflammatory
agents

Candida Albicans: More info carried from September Issue.

There are many articles that say there is a link with Fibro. I can only go on my experience
and research over the years. About 15 years ago my health started to deteriorate. I suffered
continuously with Candida then thrush round and round it went
for months, I was recommended a very good Osteopath & Ho-
meopath, so of [ went to see her. After a long chat going through
my history we started to see a pattern, she could treat me for a
number things. I took the plunge. She started by going through
my usual food intake and life style, she put me on a diet of No
Wheat, Yeast, Sugar and Dairy products. Oh, no ‘what did she
eat’, I here you say. I did this for 3 months while taking homeo-
pathic medication. I lost weight, my headaches went, I had more
k energy, my concentration got better, my sleeping pattern im-
WS proved, my Candida was under control, my mental state became
S "‘iﬂgm manageable. I felt and looked great. It is very difficult to elimi-

“* nate Candida but you can control it. Diet and homeopathy helped
me. It was difficult to find food I could eat back then thankfully there are many produces on
the market that you can eat. Over the years I have introduced foods that I have a intolerance
to and after a while it built up again and I would suffer once again. Because [ new my body I
new when to stop eating those foods and I would improve. Candida also is affected by your
stress levels allergies play a big part in this battle to keep healthy. I am about to have an-
other allergy test which I do every few years, this time I am having problems and need to go
back on my diet and have some homeopathy. For those who can not believe in homeopathy
please look at your diet and try to alleviate Candida symptoms this way. Thrush starts when
you take antibiotics which you take to alleviate your Candida. Round and round you go.
Drink plenty of water to help the build up of toxins to pass out faster. You can get Candida
Albicans in between your toes and fingers and other parts of your body. It you suffer with
this the doctor will also treat your partner as it is contagious.



http://www.medical-look.com/human_anatomy/organs/Brain.html

Incapacity Benefits Changes

Source - Kelly Thompson (www.disability now.org.uk)

If you became ill and unable to work before October 2008 you were put on Incapacity Bene-
fit; after this time you were put on the “New” benefit, Employment and Support Allowance
(ESA). Being placed on either was difficult with numerous forms to fill in, interviews and
medicals to prove you were ill. In the next few years there are going to be changes to the
benefits system changing into a much stricter system, admittedly this may stop the 1% of
Incapacity Benefit Fraudsters but how many of the Actual Sick and Disabled people are go-
ing to be forced to work, or go through the stress of more medicals, tribunals only to prove
they are innocent!

_ From February 2011 (October 2010 in Aberdeen and Burnley) the
___« Job centre is going to assessing people who are Incapacity Benefits
\ | (also Income Support if it is paid on the grounds of Disability and Se-
‘ vere Disablement Allowance) to see if they are able to work. People
on Attendance Allowance (or those who reach State Pension age be-

2. - | fore March 2014) or people who are currently on ESA will not be ef-
fected.

If you are “deemed” able to work they you will be moved onto Jobseekers Allowance. If you
are “deemed” to be more disabled or terminally ill you will not be expected to work and will
be moved on to ESA (Employment and Support Allowance).

When you are on ESA two things will happen, you will assessed into one of two groups; to
see if you will ever be able to work and if so placed into a “Support Group” if you are as-
sessed and they believe you will “eventually” be able to work again you will placed into a
“ESA Work-Related Activity Group” where you will undergo work related interviews, re-
ceive support for eventual work, and receive an extra benefit called the "work-related activ-
ity component".

People on Incapacity (or Income Support on grounds of Disability) will receive a letter when
their benefit is due for reassessment, they will also receive a telephone call so any questions
they have can be answered. A Medical Questionnaire will then be sent out to complete and
this will be used to work out whether or not the person needs to attend a Work Capability
Assessment. These forms will be used by to work out if you are entitled to ESA.
Remember when you fill these forms in to fill them in as if its your worst day and give
them as much information as you can, every detail and symptom counts! Send in Let-
ters from your Doctors, Specialists, Physiotherapists, anyone you have letters from as
proof of your illness.

If you are required to attend an assessment you will be phoned to arrange the appointment,
you will not be called but they will contact you by letter if they can make the decision with-
out an assessment.

Until they make a decision you will continue receiving your current

benefit (E.g. Incapacity Benefit, Income Support)

Remember if you unhappy with the decision (E.g. they move you

Jobseekers Allowance and you believe you are truly unable to

work you have the right to appeal within one month of the deci-

sion by letter.
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Book Review: From Nicole Mcginlay.

(72%32& The book is the text for the CFIDS and Fibromyalgia self help
Pt course which is a god send self— help course which is a God send
T"(‘:ll:i‘('l‘ci‘t'::“ one of the best books about pacing and CFS and Fibromyalgia I did
(‘hm:Ii(- Fatigne do the online self help course which is done though email and has
Syndrome and really helped me. Course creator Bruce Campbell explains self-help
Fibromyalgia ideas like the energy envelope, pacing and stress management, and
b shen i guides you through stress reduction practices. Also It comes in Au-
dio CD format. I know that would be very helpful. The approach
G you will find in this book is based on several beliefs: * People with
CFS and FM can find things to help them feel better.

These strategies are not aimed at curing either condition, but they can help reduce suffering,
improve quality of life and, often, increase functionality.* A plan for managing CFS or fi-
bromyalgia needs to be individualized for each person's unique circumstances. Your case
may be more or less severe than another person's. Also, a person's ability to manage their
condition is affected by other factors, such as finances and family situation.* Long-term ill-
ness affects many parts of life, so managing it means much more than treating symptoms. A
person also has to address challenges such as controlling stress, managing emotions, build-
ing support and finding meaning in a situation of loss. A solution-oriented book filled with
practical strategies for managing symptoms and improving quality of life in seven steps:

* Understand Your Situation * Create a Symptom Management Plan * Manage Activity
with Pacing * Reduce Stress & Manage Feelings * Recast Relationships * Move from
Loss to Hope * Learn Self-Management Skills. You can read and print off this book

Looking for voluntary Help.
With on going admin for the group. Must have a car & computer with internet.
Please speak to Nichola.

A very big Thank you

I would like to thank all the volunteers that help at the meetings. It is great to see and feel a
sense of unity. With out each and everyone of us we could not run a
successful sport group. We send a hand out to all sufferers and offer
support even if you cannot make it to the monthly group. I do hope
the monthly newsletter helps and answers any Questions you may
have also our website www.fmswaws.org We also have our own Face
book site. Our main Charity and website plus a forum

www.fms- sas.proboards.com You can air your thoughts and get ad-
vice. Straight from other sufferers. Maybe family friends and carers
would like to go on them also. If anyone would like to come to our
meetings and need a lift I am free to pick up and drop back, just give me a ring. There are

several of us that can help with lifts, all you need to do is ask. Tel No. 01903 691723 or
07796653477.




Medical Box: Researched by Debbie Pidd

.

What Co-codamol effervescent tablets are and what they are used L%

for. s P ‘a-",

The name of your medicine is Co-codamol 30/500 Effervescent Tab- = = =
e

lets (called co-codamol). Co-codamol contains two different medicines
called Codeine Phosphate and Paracetamol. It belongs to a group of medicines called anal-
gesics (painkillers) and is used to treat severe pain. They contain ¢ The active substances of
Co-codamol 30/500 are codeine phosphate and Paracetamol. Each tablet contains 30mg of
codeine phosphate and 500mg of Paracetamole The other ingredients are sodium bicarbon-
ate, anhydrous citric acid, anhydrous sodium carbonate, Sorbitol powder, saccharin sodium,
Povidone, Dimeticone and sodium Luryl Sulphate. What They look like and contents of
pack are white bevelled-edge tablets, scored on one face. They are supplied in cartons of
100 tablets.

Sensitivity to Pain:

People with fibromyalgia experience pain differently than other people. If you think of your
sensitivity to pain as something that can be turned up or down, like the volume on a radio,
fibromyalgia may cause you to feel as if your sensitivity to pain has been turned to the high-
est possible setting.

) What Causes Fibromyalgia? The exact causes of fibromyalgia
remain unknown. Some medical experts believe it is due to some com-
| bination of changes in brain and spinal cord chemistry, genetics, and
stress. A Balancing Act: Some researchers have come to believe that
fibromyalgia may be linked to abnormal levels of naturally occurring
substances (such as substance P, serotonin, norepinephrine, and dopa-

FIBROMYALGIA  mine) in the brain, spinal cord, and body that help let you know when

you are experiencing pain. Abnormal levels of these substances may

increase the sensitivity of your nervous system so that normally non-painful stimuli become
painful. Sensitivity to Pain: People with fibromyalgia experience pain differently than other
people If you think of your sensitivity to pain as something that can be turned up or down,
like the volume on a radio, fibromyalgia may cause you to feel as if your sensitivity to pain
has been turned to the highest possible setting.

However you can look at the your health and make it your business to know everything you
can about your health. Knowing more about your body can help you recognise what is fibro
and what is not. Exercise, look at your diet as there a lot of research pointing towards vari-
ous foods creating a number of problems, ie: wheat, dairy, sugar and yeast.
Once you have got a diagnoses, the first port of call is you. Get to know
condition and your body. Take on the advice about exercise, therapies,
to pain management clinics and embrace all the information. This syn-
drome has a high % of depression because of all the symptoms and a
change of life style. Depression can come into this syndrome.

November 16th Next Meeting.
No December Meeting. However our Xmas Lunch is on the
17th December. Please look at back page.




Advertise:
We are looking for anyone with a business or event who would like to advertise
in our newsletter for a small charge.

Please get in touch with Nichola Tel: 07795563477

Raising funds for your group:

Does anyone like to raise “D RAISI money for your group. Please get in touch with
me. My details are below. Q o~ @ There are several events you can hold without
being stressful like having Ll all your friends round for coffee and asking for
donations, opening your garden to the public, asking your local busi-
nesses if they would like WSS to offer a free item to go towards your raffle. If
you would but do not know how to, don’t fear I have a information
pack which can be sent to you to get you started.

Help: We are looking for members to help with raising awareness and funds for your
group. It is not hard and you do not need to spend masses of time on it. I will send you a let-
ter already written out for you to give to your local business’s, pub, club or sports venue,
you can send them by email & hand deliver. Could you ask your local business’s friends and
family for unwanted gifts, gifts that can be used for a raffle. Please email me or phone me.
Email:youandmel@sky.com

Christmas Lunch Offer! As a thank you to you all in helping to create a supportive
group, the group will put a % towards every member that books & pays to come to our
3 Christmas Lunch. We will be having it at the David Lloyd Centre in
¥ Durrington. We will have copies of the menu from our September
& meeting & it will be put on to our website. If need be we can post it
out to members that do not have the Internet. More info will be

= printed in our November Newsletter. Debbie Pidd will be organis-
ing the event. Please phone 07590993928 to order & get information..

Internet: Download Newsletter:
If you are on the internet you can download previous copies of the
monthly
newsletter via www.fmswaws.org
Our Main Charity email: www.fms-sas.co.uk If you wish to join the
Fibromyalgia Surrey and Sussex Group & receive weekly information
email: webmistress@fms-sas.co.uk

Contacts: Organiser of our Group, Co Leader & Author of your Newsletter:
Nichola Bond Mob :07796653477. Also used as a Help Line.

Email: youandmel @sky.com

Game Master & Co Leader: Simon Stuart: 07806 808862 Email: simon10pg@sky.com
Webmaster: Pete MacKean 01903739596 Email: petemackean@sky.com

Disclaimer:

Information in this newsletter does not necessarily infer endorsement by the Worthing &
surrounding area West Sussex Fibromyalgia Support Group. Any advice or recommendation
of a medical or legal nature must always be discussed with a qualified professional.
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