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ME SUPPORT IN GLAMORGAN

Serving ME/CFS & Fibromyalgia patients, carers and interested parties

MESsi6
CHRISTMAS
PARTY

With guest speaker Professor Jonathan Richards

el
N

Chair of the ME-CFS & FM Implementation Group & Cwm Taf Locality Clinical Director

Monday 7th December

2-4.30pm
Bethel Church

Llangrannog Road, Llanishen, Cardiff, CF14 5BL

All welcome, members, friends, family, carers, partners.

Please contact us to let us know you are coming or if vou need a lift.

Email: mesigwales@gmail.com
Tel: 029 20762 347

Text: 07825 641 970

Bran Tub *Please bring a gift up to £5 wrapped which goes in a box and we exchange gifts.

There will be food provided.
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Dates for your Diary

M.E Talk at Age Concern
17th November 2015

MESIG speaking about M.E 10-12pm Age Concern

Address: 38 Holton Rd,

Barry, CF644HD

MESIiG Christmas Party with Guest Speaker
7th December 2015

Mesig Christmas Party with guest speaker 2-4.30pm,
Bethel Community Church, Llangrannog Rd, Llanishen, CF145BL.

ME Support Group Meeting
1st February 2016

DR Claire Bowen will be speaking about nutrition and the Airnegy machine at the
ME Support Group Meeting 11-12.30pm, CF145BL

Recovery Story and Pamper Session
7th March 2016

Holly one of our members is coming to talk about her recovery and give a pamper session.

11-12.30pm Bethel Community Church.

Roy Dempster talking about SOEMAC
4th April 2016

Roy is coming to tell us about his research on Soemac and ME

11am-12.30pm Bethel Community Church.




Burrswood Hospital

“Burrswood: a ﬂagshlp for CFS/ME care” prRachel Forrester-Jones

Dr David Oliver, Dr Rachel Forrester Jones and Dr Joanna Krotofil from the University of Kent
carried out research into the ‘Experiences and outcomes of holistic treatment for Chronic
Fatigue Syndrome’ based at Burrswood Hospital.

The researchers presented their conclusions to a group of GPs, counsellors, physiotherapists
and other healthcare professionals. The Guild of Health funded this study which saw
participants completing a two week inpatient stay at Burrswood Hospital. Dr Forrester-Jones
described the impact of these outcomes as phenomenal, calling Burrswood a “flagship for
CFS/ME care”. She also commented on the importance of patients coming to Burrswood
where their condition is believed, understood and they have a sense of belonging.

The study examined whether the model of care offered at Burrswood Hospital was related to
improved quality of life and fatigue symptoms one year after discharge. In addition, key
areas of good practice were identified in relation to care and support of people with CFS/ME.
Data was collected at admission (for a 2 week inpatient stay) and then 3 months, 6 months
and 12 months after discharge.

Seventeen patients were initially recruited for the study but two withdrew leaving the
results from the remaining fifteen. The sample happened to be all female aged between 20
and 87 with a range of symptomes.

Results - The results noted that there was a significant reduction in the level of fatigue at
12 month follow up. Whilst anxiety levels were unchanged, the levels of depression were
significantly lower. Importantly, the majority of participants reported a better quality of life
at 12 months follow up compared to the time of admission.

Patient experience - Patient experience was a key factor in the research centering on

Burrswood’s whole person approach. Patients valued the interdisciplinary treatments
including input from nurses, physicians, counsellors, physiotherapists and chaplains. They
felt they were listened to, respected and accepted. Patients also valued being involved in
decision making and being able to make informed decisions. Burrswood staff were
described as having expert knowledge on CFS/ME, sympathy and intuitive understanding of
the illness. As a result, patients described their 2-3 weeks stay as a very special time; a time
of transformation when values and priorities are being reviewed and restructured. Patients
gained a better understanding of the condition along with comprehensive advice on
symptom management and coping strategies. On the down side, some patients were unable
to take up all the treatments during their stay and others commented that there was no
continuation of care at a local level on their return home.

Conclusion -The research concluded that on average participants reported a significant
reduction in the level of fatigue at their 12 month follow up as well as probable improvement



in their depression scores and quality of life. Hospital treatment, including spiritual and
emotional counselling as well as on-going telephone support post-hospital discharge was
aimed at actively helping individuals change aspects of their lives that they perceived as
being barriers to recovery.

Many described their stay at Burrswood as a turning point at which they started
exploring new treatments, introduced some changes into their daily routines or
looked at problems from a different perspective. These positive changes
appeared to be related to the opportunity to reassess their life and illness
during, and after, their stay at the hospital.

If you would like more information about our Care for Chronic Fatigue Syndrome (CFS)/
Myalgic Encephalopathy (ME) patients please contact admissions on 01892 865988 or email

admissions@burrswood.org.uk website www.burrswood.org.uk

(Burrswood News Issue 79)

Burrswood, a Christian hospital and place of healing.

"Burrswood is a truly unique place, keeping its promise to care for the whole person in a
way which cannot be described in words - it has to be experienced for the profound
impact of that promise to be realised. So often illness is seen as a problem and then you,
the patient, become the problem; a broken machine that needs repairing rather than a
human being needing to be listened to and reassured; not only a body, but a mind and
spirit too."

(Quote from a patient)

At Burrswood we aspire to provide the very best treatment and care for the whole person
without regard to their means or beliefs.

In our hospital we offer:

Intensive rehabilitation, respite care and post-operative care.
Short and longer term palliative care with expert symptom control.
Confidence and expertise in the treatment of CFS/ME.

Short-term intensive counselling.

Expert spiritual and emotional care.

Fast-track admissions when possible.

To ensure quality care, we have:

Experienced Resident Physicians, Nurses, Counsellors, Chaplains and Physiotherapists.
Comprehensive discharge management.

A strong quality agenda with excellence in infection control.

Safeguarding policy

Patients charter

Our facilities include:

e 40 bed hospital with up to date facilities set in an environment that is clean, warm and
welcoming.
e Burrswood offers the highest level of clinical and compassionate care to ensure that our
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patients achieve the best possible outcomes.

Outpatient department for physiotherapy, counselling, hydrotherapy and medical

consultations.

Beautiful six room guest rooms (suitable for visitors and family members/carers of patients
in the hospital. Guest rooms are also available for those on the Understanding Your

Eating, Counselling and Ministry guest programmes.)

The Church of Christ the Healer, where services are held regularly and all are welcomed.

Burrswood Tea Room.

Christian bookshop & gift shop

Peaceful and beautiful gardens and grounds.

We also have the Burrswood charity shop nearby.

Burrswood is set in a stunning and peaceful location in the heart of Kent where there is a
back-drop of prayer that is integral to the totality of care that we offer.

Half Marathon

4th October 2015

Nick Tatham of Bay City Living Ltd took part in the
Cardiff Half Marathon 4th October to raise awareness
for MESiG (M.E. Support in Glamorgan). This local
organisation is close to Nick’s heart as his mother
suffered with ME/CFS, Chronic Fatigue Syndrome for
many years. There are approximately 250,000

sufferers in the UK diagnosed with this debilitating _

illness and many are housebound or have to spend
much of their time in bed. The symptoms include,
joint & muscle pains, swollen glands, poor
concentration and severe tiredness on exertion.

Nick has shown us great support by taking part in

several events raising awareness and funds for |

MESIG.

MESiG would like to thank Nick and his faithful Pointer Poppie - who I'm sure would out

run him! for supporting us to raise money which will go towards much needed computer

equipment. Thank you.

Nick was featured in the Property Mail magazine which is available in the supermarkets.

Well done to members who battled the crowds to be there encouraging Nick. A special
thank you also to Legie who volunteered to take photos and film events for MESiG.
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MESIG MEMBER RECENT
EXPERIENCE AT BURRSWOOD
HOSPITAL

A member of Mesig went to Burrswood
Hospital in Kent. This person was severely
affected by ME and severe anxiety and is
bedridden and housebound. After a 2 week
stay, this is what this lady had to say:

[ had a wonderful experience, it's been
enlightening, | have improved with the help
of the physio and hydropool, I'm walking,
which I wasn’t before I came. I've learnt
different techniques to help with breathing,
also to become more interactive with
people as | had become lonely at home.

[ had a team of people to help me which
included a doctor, team of nurses, physio,
therapist, counsellor,
aromatherapist, reflexologist. They all
understood my condition and explained
how ME had developed over time and the
need to rest.

occupational

[ wasn’t forced into anything they just
encouraged me. They met me where I was
at and put things in place to enable me to do
things. Eg recliner chair, special mattress.
Dietary needs were also catered for.
Someone was on call 24/7. [ had a pendant
to call for anything [ needed. I feel equipped
when [ get home to continue with the
walking programme. I need more help with
anxiety and more counselling. I learned
techniques to exercise feet, legs and back
while in bed. Burrswood is a peaceful and
beautiful environment, calming and
relaxing. The Chaplain even came and
brought me worship music.

I've always been a Christian by name but
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belief and
understanding of how Christianity works.
God is around me all the time, I can do all
things through Him that strengthens me.
This is what I speak over myself regularly.

now I have more of a

To anyone in my situation- try your hardest
and come to Burrswood, they give you tools
to manage. In my desperation I was crying
out to God, Chris and Ken came into my life,
they have supported and encouraged me to
get this far. I couldn’t sit up in a car to travel
but they made a bed in the back of the car
and played relaxing music for me. I didn’t
think I could make this journey but I knew I
had to do something. Burrswood seemed the
most qualified to help me. Being Christian
based really helped me too, the Chaplain
visit, the history of the place- A young lady
was bedridden for 5 years and was healed
overnight, she then wanted to help other
people and that’'s how Burrswood exists
today.

The daily routine included being woken at a
set time and given relevant medication,
having breakfast, a carer would then help
with washing, the rest of day was divided
into rest and activity such as craft, hydro etc.
All were there to help me, it was tiring, that’s
why they insisted on rest periods. It helped
to have structure in my day, [ will try to do
this at home but hard without the team at
home. It was a big step to go to Burrswood
but I felt safe as I knew God was there. | was
being guided there and I knew the medical
staff were on call.

Patient interview



CLAIRE JONES
JOURNEY

HARP TO SOOTHE THE SOUL

i

Claire performed in The Gate on 18th June 2015. Miriam and Chris attended and experienced
a great evening as Claire told her story of ME and recovery through music, film and dance.

It was an evening to be remembered as Claire Jones, former official harpist to HRH The
Prince of Wales, presented an evening of harp music, film and dance that portrayed her
collapse, diagnosis with M.E. and her way back to health. Christalla, my husband and [ were
delighted that we were able to enjoy the evening. We hadn't realised in advance that the
concert was so deeply connected with her illness and recovery. It was the last concert of a
tour that she had done around Britain.

In the programme Claire stated,

“In May 2013, life as [ knew it changed dramatically. | went from living the dream of
travelling the world performing as a solo artist, to being unable to step outside my front
door.”

It was in 2007 that she had become the Royal Harpist and played at so many royal and state

occasions. Later she released a CD with Classic FM 'The Girl with the Golden Harp' and then

married Chris Marshall also a musician. She threw herself into music and played all over the
world.

She shared with us how her hectic life-style came to a sudden halt when she fell ill and didn't
know if she would ever play again. She came back to Wales to her family home where she
needed peace following her diagnosis.

Claire produced the CD 'The Journey' with her husband in order to portray her way back to
health. She thanks the Optimum Health Clinic, Cardiff Bay Chriopractic and Dr Robert Jacobs
for their guidance and expertise and helping her to find her way back to health.

We met with Claire after the inspiring evening's programme and she told us that she would
be willing to assist us in future regarding ME.

Miriam Wood



Interlink RCT’s @ g
nterl7ink

Volunteer Awards i e

Celebration
6" June 2015

The outdoor event was to recognise and celebrate the work of the dedicated and
inspirational individuals and groups of volunteers across RCT.

The ceremony took place at Ynysangharad Park, Pontypridd.

The Mesig committee is made up of a very kind and selfless group of people, who work
extremely hard without complaint. Often juggling their own busy lives as well as serving
Mesig. No one gets paid, we are all volunteers. The only thing than drives us is the desire to
see people get the help and support they are entitled to. To be treated with love and respect
through their battle with disease.

With this in mind I (Chris) decided to honour one of the committee members by putting
them forward for this award of recognition. This backfired as they decided to turn the table
and put me forward.

So here is me, receiving the award. It was also a great opportunity to raise awareness and say
a bit about M.E.

Thanks guys.

By Christalla Bailey



Cross-Party Group for
Neurological Conditions

Chris and Miriam attended the Cross-Party Group for Neurological Conditions meeting on
22nd September 6.30pm in the Welsh Assembly organised by Wales Neurological Alliance.
The meeting was chaired by Mark Isherwood AM.

The Cross-Party Group is committed to improving services for people living with a
neurological condition and for their carers. It was established in 2009 and is made up of a
cross party group of Assembly Members and voluntary sector organisations. The group aims
to raise awareness about neurological conditions and raise concerns of people living with
neurological conditions.

This is in line with the Health Ministers Neurological Delivery Plan

Health Minister Mark Drakeford has launched a plan setting out
new commitments to help people with neurological conditions.
Thursday 08 May 2014

Approximately 500,000 people in Wales are affected by a neurological condition, which may
be caused by damage to the brain, spinal column or nerves as a result of illness or injury.

The Welsh Government wants to ensure those affected have timely access to high-quality
care, which is joined up with social services where appropriate, irrespective of where they
live and how these services are delivered.

The Neurological Conditions Delivery Plan provides a framework for action by health boards
and their partners. It sets out the Welsh Government’s expectations for the planning and
delivery of person-centred care and focuses on meeting population need, tackling variation
in access to services and reducing inequalities across seven themes:

. Raising awareness of neurological conditions
. Timely diagnosis of neurological conditions

. Fast and effective care

. Living with a neurological condition

. Children and young people

. Improving information

. Targeting research

Launching the plan at the Association of British Neurologists Annual Meeting in the
Millennium Centre, Health Minister Mark Drakeford said:

“Neurological conditions have a very serious and lasting impact on the lives of individuals and
their families.”
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“Raising awareness among the public and clinicians is very important as all too often symptoms
of these conditions can be misunderstood.”

“This plan provides the necessary guidance and clarifies required standards. We must provide
excellent care, whether that is through timely diagnosis, appropriate treatment or continuing
support.”

“I believe we can achieve high-quality prudent care for people with a range of neurological
conditions, based on a partnership between the NHS and the users. The partnership will
recognise and jointly put to work the expertise of both to bring about improvement individually
and collectively.”

“The NHS must also work with partner organisations in the public and voluntary sector. By
focusing on quality and individual’s experiences we will deliver the improvements we all want
to achieve.”

Health boards will now develop and implement their own plans to deliver well co-ordinated
services for patients. Specialised care needs to be well connected to local services, providing
better patient experience and outcomes. In particular, it is essential that NHS and its
partners focus on meeting population needs, reducing inequalities in health and variation in
access to services across Wales.

This document - one of a suite of national service delivery plans - is designed to develop and
improve services for people with neurological conditions. It requires the NHS and its
partners to:

. Carry out local population needs assessments
. Analyse the gap between current provision and the requirements in this plan
. Plan and take action to close that gap

. Demonstrate, through regular reporting, improved outcomes for patients, with an
emphasis on reducing health inequalities
The NHS, working with its partners, must deliver the new commitments to the population of

Wales by 2017.
Taken from www.gov.wales

In order to carry these plans out there is a
ME-CFS & FIBROMYALGIA IMPLEMENTATION GROUP
This 1s chaired by Prof Jonathan Richards
(Cwm Taf Locality Clinical Director)

The ME-CFS & FM Implementation Group, chaired by Prof Jonathan Richards, has met twice
during the first half of 2015. This Group gives Health Boards (HBs) a chance to share
experiences and encourage each other in implementing the recommendations of the
Government’s Task & Finish Group Report. Patients are represented by Jan Russell for ME
and Carol Ross for FM.

It is not the job of the Implementation Group to make decisions about illness names,
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diagnostic criteria, causes and treatments of ME and FM, etc. It doesn’t discuss medical issues
but strategy and planning issues. Next meeting of Implementation Group: November 2015
More info: Task & Finish Group Report http://tiny.cc/gbcf1x

2015 Health Board goals:

. Appoint executive lead to oversee service development & be an advocate at Board level

. Appoint clinical lead/s to implement Report recommendations
. Identify HB healthcare ‘speciality’ with responsibility
. Develop a 3 year action plan

. Begin to hold stakeholder group meetings

Progress to date:
Hywel Dda University Health Board
(Ceredigion, Carmarthen, Pembrokeshire)

Executive lead: Kathryn Davies Director of Therapies & Health Sciences
Clinical Lead: Medical Consultant to be confirmed

Reports to: Musculo-Skeletal Population Group

Activities: Stakeholder (Pathway) group set up 2013

Draft action plan, draft adult pathway overview, GP guide

Powys teaching Health Board - PtHB

(Montgomeryshire, Radnorshire, Brecknock)

Executive lead: Amanda Smith, Director of Therapies & Health Sciences

Clinical lead: Owen Hughes, Consultant psychologist & Head of Pain & Fatigue
Management Service

Reports to: Neurology Steering Group

Activities: Stakeholder groups planned for Sept, Draft Action Plan

Abertawe Bro Morgannwg University Health Board - ABMUHB
(Swansea, Bridgend, Neath Port Talbot)

Executive lead: Hamish Laing, Medical Director

Clinical lead ME: Clare Clark, OT Advanced Practitioner

Reports to: To be confirmed

Activities: Stakeholder group planned for September 2015,

Draft action plan, GP questionnaire

Aneurin Bevan Health Board
(Gwent: Blaenau Gwent, Caerphilly, Monmouthshire, Newport, Torfaen)

Executive lead: Alison Shakeshaft, Director of Therapies & Health Sciences
Clinical lead: To be appointed
Reports to: To be confirmed
Activities: Draft action plan

Cardiff & Vale University Health Board - CVUHB

Lead: Jane Boyd, Clinical Director for Psychology and Counselling Services
Activities: Plans to develop joint action plan with Cwm Taf UHB

Cwm Taf University Health Board
(Merthyr Tydfil and Rhondda Cynon Taf)
Executive lead: John Palmer, Interim Director of Primary, Community & Mental Health
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Clinical lead: Prof Jonathan Richards, Visiting Professor of Primary Care,
University of South Wales and Locality Clinical Director, Cwm Taf UHB
Reports to: To be confirmed

Betsi Cadwaladr University Health Board - BCUHB
(Anglesey, Gwynedd, Conwy, Denbighshire, Flintshire, Wrexham)

Executive lead: Prof Matthew Makin, Director of Primary Care

Clinical lead: Simon Neal (to be confirmed) Consultant Clinical psychologist & Head
of North Wales CFS/ME service

Reports to: Neurology Network

Activities: Draft Action plan

Taken from Wames ME Voice August 2015

Mesig Meeting 23 September 2015
with Prof Jonathon Richards & Ann Noyles

MESIG wrote to the Health Minister Mark Drakeford, following a visit with a member to her
GP surgery. The GP did not acknowledge ME as a real illness, or that it was a neurological
condition as stated by the World Health Organisation and accepted by the Health Minister

Mark Drakeford. The letter was asking for a way forward when people are met with this kind
of ignorance and this kind of refusal to budge on an incorrect opinion. This resulting in
people not able to get a diagnosis or appropriate support or referrals.

MESIiG were offered a meeting with Prof Jonathan Richards, Natalie Avery and Ann Noyes
who cover policy aspects of ME. Natalie was unwell on the day and couldn’t attend.

We were told to encourage people to put forward formal complaints about GPs who do not
accept ME, thereby causing detriment to patients. We were assured that there are meetings
taking place in order to facilitate improvement for people battling ME. We expressed the
concern that those who are severely affected need help now, there is no time on their side for
talks.

One alarming fact came out of the meeting. ME is not being categorised as a ‘neurological’
condition. Wames also confirmed this previously.

When MESiG questioned why ME is not being accepted as a neurological condition, we were
told it was because more services could be accessed this way. MESiG say call it what it is!!
How else is it ever going to be taken for the serious condition that it is. Mark Drakeford has
called for action for Neurological Conditions, why leave ME out.

Mesig represent you, the readers and members. Please let us know your thoughts and views.
We know you have enough to deal with in trying to cope with the illness and all it entails but
if you are able, please get in touch.

Professor Jonathon Richards will be at the MESIG Christmas party.

By Christalla Bailey
13



ART WORKSHOP FEEDBACK

7" September 2015

MESiG accepted an invite from an
artist to run a workshop, after
members expressed an interest.
Unfortunately the planned artist
couldn’t attend. A big thank you to
Sian Williams who stepped in last
minute to lead the art class. Sian is a
talented artist and teacher. No one
was more surprised than me to
discover [ could actually produce §
something. It wasn’t about creating a
piece of art but about expressing ¥
oneself which 1 found very §
therapeutic. [ don’t think [ was alone.

By Christalla Bailey

® MESIG ON ITV NEWS
Itv 28th October 2015 6pm

MESIG have been supporting a member who is bedbound and severely
affected with ME.

A committee member made a connection with Rob Osborne in one of the meetings she
attended. Rob Osborne is the Health and Social Affairs Correspondent for ITV Wales.

Filming took place on 28t October 2015 at 10.30am in the sufferers home.
MESIG want to thank this brave young lady who was keen to speak out despite being so

unwell. Evette wanted to highlight her plight so others could be helped.

MESIG ON ITV NEWS WEEK
1st November 2015 11.30am

Chris Bailey was invited to attend the ITV studio. Chris was interviewed about ME by Carl
Edwards the Correspondent and Presenter.

MESIG extend a big thank you to ITV for highlighting the plight of those with ME.
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Tea 1n the Park

10th August 2015, 2pm

Even though the morning of 10t August 2015 had been wet and dark, when we arrived for
our “Tea in the Park” it had become so sunny and warm that we were able to sit outside on
the Roath Park Tearoom'’s terrace.

It was so pleasing to be able to see so many
members, who were able to join in a pleasant
gathering of sufferers and carers. Twenty ¥
people came along, including two new
members, which was so good to see. These
new members are hoping to meet with us at
our Support Meetings held at “The Bethel
Church Community Centre” on Llangranog
Road, Thornhill, Cardiff.

The Roath Park Tearooms provide a wide  selection of coffees and teas (including herbal
and fruit), together with meals, cakes etc. Some of our members indulged themselves, And
why not?

Sitting there, we were provided with good
scenery and the occasional gull. On the lake
itself several rowing boats were to be seen,
with the rowers enjoying healthy exercise,
whilst dodging the profusion of weed, which
summer brings to the lake these days.

We fully recognise the effort that many had to

make to come along to the Tea, and hope that

everyone enjoyed the occasion. It seemed so,
since no one appeared to want to leave.

We hope that next year’s “Tea in the Park” will be at least as good in all respects. See you all
again then, if not before.

It appears that nobody knows for how long these Teas have been going on.

Do you know?

By Dennis Jones
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Soemac Oxygen Energy

o SoeMac - Maximising the benefit of every breath

Yo
The SoeMac™ unit is the first and only ‘home use’ Singlet
Oxygen Energy (SOE) unit available anywhere in the
world. It is now possible to receive the health benefits that
3 have been exclusively available in hospitals and
S laboratories for over 20 years.

The SoeMac unit has been developed from research surrounding the importance of Singlet
Oxygen Energy.

SoeMac enhances your Health and Well-being by stimulating the body’s cellular
metabolism to increase and better utilise the available oxygen in the blood helping combat
the effects of COPD, Fibromyalgia, Asthma, Emphysema, Chronic Fatigue Syndrome, ME,
Multiple Sclerosis, Sleep disorders and problems, and other illnesses.

The SoeMac simply plugs into the wall, and runs quietly, blowing energized oxygen into the
ambient air. It does not require a mask or nasal canula, so is non-invasive. The suggested
use is to run the SoeMac overnight, each and every night, in the bedroom, located near to
where you sleep. Experience shows that users should see an improvement within the first
week, and the condition should continue to improve as time progresses.

Normal ambient air is drawn through the SoeMac, and across the catalyst unit, which
consists of LEDs of a specific wavelength, and a photo-sensitiser. The molecules of the
photo-sensitiser become excited, and when the oxygen molecules pass across their
surfaces, the excitation energy is passed to the oxygen, which briefly changes molecular
structure, from stable state to singlet state. Effectively the electrons of the oxygen molecule
acquire extra energy, and move to a higher energy state. On exiting the SoeMac, the oxygen
molecules return to the stable state, and release the acquired energy, which the body then
recognises, and utilises. We call this energy SOE (Singlet Oxygen Energy).

Roy Dempster carried out a study with the help of the members of the Nottingham and
Mansfield ME/CFS Support Groups after a lady called Mary was helped by using SoeMac.

Roy Dempster is independent of the SoeMac Company. He is doing the SoeMac Study purely
out of interest and because he hopes to help people with ME/CFS.

The SoeMac Machine costs £419. MESIG members wishing to purchase one, may do
so at half price, for a limited period. It can also be returned in good order, with a full
refund for up to 12 weeks. The SoeMac Co. would just like an informal opinion of its'

usefulness. Enquiries - Neil 07957828891 email rucc2Z@hotmail.com
Roy will be attending the 4th April 2016 Support Group Meeting to speak.
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Maes Y Coed Fun Day == et i

12th September 2015

] _ at Maes-Y-Coed
It's that time of year when faded bunting, musty B CominumtylGentre

marquees, flax coloured tents, lucky dip barrels and all the . [ T@”&v
paraphernalia associated with summer fetes and fairs are . B 12TH SEPTEMBER 2015!
safely packed away until next season. Fetes are as British
as fish and chips and Morris Dancing and bring together a
diverse and varied gathering of people either as spectators
or those wishing to display their jam making expertise,
baking, flower arranging or some other home spun talent.

Earlier in the year, my wife and I formed part of the
spectators who were entertained by the local ukulele band i
during a fete in a hamlet on the outskirts of Porthcawl. Imagine, flfteen ukuleles being
happily strummed on a lazy summer’s afternoon. Just when we thought that this bunch of
jovial players cannot be upstaged, we were visually treated by an enthusiastic, and locally
grown ‘Belly Dancing ‘troupe. It could be argued that perhaps this style of dance has not
travelled well from the far Mediterranean to South Wales, but one thing that was beyond
question was that both these groups entered into the cauldron of public amateur
entertainment with enthusiasm and flair.

No such extravagant acts awaited us as we unpacked the bits and bobs so necessary for
entering into the spirit of a ‘fun day’. The entrance doors to the Maes Y Coed Community
Centre were securely wedged open and we chatted between ourselves as we waited for
members of the public to overcome their caution and enter into the main building. Cup
cakes (too tempting to be ignored) were delicately placed onto towering cake stands as eye
catching jewellery was carefully positioned in order to make the most of the fluorescent
lighting. Add in the Slimming Club, some fabricated material designs, more Cup Cakes and
you have the basic ingredients for showcasing the Community Centre.

The MESIG trestle tables were festooned with raffle
prizes and a teddy bear challenged visitors to enter into
a “Guess my name” competition. One item that has
proved itself in the past is the brightly coloured candy
floss machine. From its pink and aluminium frame, a
web of delicately spun sugar takes shape as the magical
rotator whirs and spins. The task of creating this
childhood wonder is trickier than it first looks. A couple
of wrong moves and the end result is a sticky operator
with a crispy, caramelised cardigan. It takes a light
twirl of the wooden stick to tease and attract the wispy
fronds as they float around the circular top of the
machine. It requires patience from both operator and
consumer as candy floss making is something not to be
rushed.
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We did experience a halt to proceedings when
the candy floss machine refused point blank to
work. Lots of expert advice flowed and it looked
for a few moments that production would cease
for the day. Careful investigation by the operator
exposed the fault which was due to a loose wire
and following some delicate and imaginative
on- site repairs, we were soon back in business.

As the hall began filling with guests and a fair
smattering of both Police Officers and
Community Support Officers, a couple of us
wondered outside into the late summer sunshine. It’'s amazing as to the attractive powers a
towering inflatable children’s slide can generate. For a small child scaling the heights of this
bouncy and intimidating piece of equipment must be likened to a mature adult nervously
picking their way up a triple extension ladder over a glass conservatory. Of course the fun
lies in the descent and giggles of laughter peppered the air as they slid and rolled into the
secure clutches of the safety area. But this house of fun was not alone. Beside a stout blue
wooden edifice stood Ken. This was Ken in apprehensive mood as he had been “volunteered”
to be victim to the most effective childhood weapon (including cream trifles and custard
pies) - the wet sponge.

You could almost see the words, “It’s all in a good
cause” written across Ken'’s face and I think it takes
a brave person to face those who are about to
drench you. Ken took it in all good fun and as a
_ result of some clever brain storming by a few
% MESIG fellows, it was concluded that we could
d replace the borrowed set of stocks (actually it was a
< pillory) by designing a set of our own. Fortunately
.,,q for Ken, the late summer sun was a welcome asset
;g";a when drying off. The sponges were squeezed dry as
" "' the last of the day’s schoolchildren turned their
~ thoughts to home and tea.

The lengthening shadows told us that it was time to clear up. It took some deft handiwork to
encourage the borrowed “pillory” into the rear of the people carrier. It was as maneuverable
as a stretched limo in a narrow multi-storey car park. And just as heavy. Inside the hall, bits
of Blue Tack joined forces with discarded strands of Sellotape as they were swept away by an
industrial sized broom. People exchanged nods and waves of acknowledgement and the
organisers, the South Wales Police, could honestly claim that the area was crime free on the
day. Well, given the size of their presence it would prove foolish to overturn the outcome.

These Open Days are an effective method of announcing who and what we are. We did raise
funds during our time there, but more importantly it conveyed and brought the message and
aims that MESIG stands for, into the public domain. Roll on the summer fete, fairs and Fun
Days season.

Make mental note. Ensure Candy Floss machine is in working order before season starts.

By Rob Goodman
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Would you like to help shape healthcare for people
with MEP

Posted on August 4, 2015 by Wames

Some Health Boards in Wales are now beginning to organise stakeholder meetings, where
people with an interest in services for ME and CFS come together to discuss how to
improve services. All will eventually be looking for patients and carers to contribute their
stories of:

. What it is like to live with the illness
. The good and bad experiences you have had finding a diagnosis and accessing
services in the health board area.
. Which services would be most helpful
Some health boards will invite people to an open meeting to hear their views and stories.
Some are asking for written or video stories to be used by the planning group or later in
training sessions.

NHS staff will be forming planning groups to develop pathways and services and it may be
possible for a small number of patients or carers to be involved with this. Each HB
stakeholder group will decide what information they need and how they will gather that.

How to take part:

Please let Jan know how you would be willing to take part, by emailing, ringing or writing
to her. She will need your contact details but will keep your identity hidden from the HB, if
you wish.

This is a great opportunity to influence services so pass the word around. We must
however be realistic and accept that for the moment all Health Boards are struggling to
staff services and balance their books, so changes will take place gradually.

The biggest impact we can have in the short term is to help improve the understanding of
ME throughout the NHS. Can you:

. Tell your story in person in a meeting of professionals, patients and carers?

. Take part in discussions about ME at a meeting?

. Write or record your story of ME and accessing health & social care?

. List some key points you wish the Health Board to know about?

. Work with others in a planning group to find the best way of delivering care using

existing resources?

Be part of an e-group to review documents such as action plans, pathways, reports?
When? Powys and ABMU health boards expect to hold their first stakeholder meeting in
early September so please send stories from Powys, Swansea, Bridgend and Neath Port
Talbot as soon as possible. Once you have told Jan how you wish to take part she will let
you know as soon as she has more information about your Health Board’s plans.

Contact: Jan Russell enquiries@wames.org.uk 01970 636515
The Coach House, Frongog, Aberystwyth SY23 3HN
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Holistic Management of M.E. / CFS -
Detoxification: By Dr Claire Bowen

In the dictionary, detoxification is defined as 'The removal of toxins from the body' - and
this is a pretty accurate description of this aspect of the Personalised Holistic Recovery

Plan we formulate at Unique Perceptions with our clients with M.E. / CFS.

So, where do the 'toxins' come from and why do we need to remove

them?

From the moment we are born, inside every cell in our body, numerous metabolic reactions
and processes are taking place to keep us alive and functioning. These processes, ranging
from energy production to sleep management, mood regulation and more, result in
metabolic byproducts and waste products which need to be eliminated from the body. This
is why, from the very start, our bodies develop a complex system of detoxification,
involving many organs and processes, including the liver, kidneys, bowels, skin, lungs and
lymphatics. Any impediment in this complex system can result in reduced effectiveness of
detoxification and consequent build up of the metabolic toxins (the reaction waste
products) within our cells. It is believed that in people with M.E. / CFS, a congenital or
developmental blockage or dysfunction of the detoxification system occurs - predisposing
the individual to build up of toxins within the body which then leads to dysfunction of

numerous bodily systems.

In addition to endogenous toxins (those produced as byproducts of our innate bodily
processes), our cells must also deal with exogenous toxins - those substances taken into the
body from the outside world. Exogenous toxins are made up of anything that enters the
body which cannot directly be used for normal or enhanced functioning. Also, any
break-down products generated which cannot be used effectively by the body. This
encompasses so many substances in the modern world, though the main sources of
exogenous toxins are our food, water, medicines and vaccinations, personal care products

and, in certain places, the air we breathe.
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Why is detoxification important?

If there results in a build up of endogenous and exogenous toxins within cells, essential
processes and reactions can become impaired; initially becoming less efficient and then
sometimes, if the toxic build up continues, becoming completely blocked and

non-functioning.

It's a little like having a couple of black bin liners in your kitchen, full of rubbish. As long as
someone takes the rubbish out, you can use the kitchen normally. However, if the rubbish
doesn't get taken out - and normal family life continues in the kitchen (i.e the production of
rubbish), over time, the kitchen will become full of black bags, full of increasingly smelly
and unpleasant rubbish. Initially the piles of rubbish bags may just make it a bit tricky to
get to the fridge or the cooker, so making meals takes longer... eventually though, the entire
kitchen will be full of these black bags and you won't even be able to get to the cooker or
fridge at all, so you simply can't make meals - and your family goes hungry... mould may
start to grow in some of the bags, or they may attract an infestation of insects or rodents,

causing additional problems in your kitchen.

Although that is simply a graphic analogy, within the body, an example of this kind of
blockage can be seen in the results of the ATP-Profiling tests which individuals with M.E. /
CFS often undergo; toxic build up (amongst other causes) prevents efficient production of
ATP - the 'currency of energy' within the body - thereby decreasing overall energy
production for the individual, leading to symptoms such as fatigue, brain-fog,

post-exertional malaise and more.

Additionally, when certain waste products and exogenous toxins are not removed from
cells, they become, or generate free radicals - unstable particles which cause direct damage
to cell structures in the body, also resulting in impaired normal functioning and symptom

expression.

How can you 'detoxify’ safely and effectively?

‘Detoxification’ has become quite a buzzword these days. There are many detoxing diets
around, as well as various pieces of equipment and therapies, which claim to detoxify the
body. In the world we live in today, full of environmental pollution, food additives and
strong medications, it seems like a good idea for everyone to attempt effective detox

occasionally, but for individuals with M.E. / CFS it is essential.
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However, it is equally essential that any detoxification process is carried out appropriately
for the individual; when dealing with a system as fragile as in those with M.E. / CFS, it may be
possible to detox too rapidly or powerfully, placing too much strain on the body by releasing
deep-seated toxins which then circulate around the body until they're eliminated - leading to

a worsening of symptoms rather than the immediate positive effects one would hope for.

Ideally, an experienced, empathetic practitioner supervises any detoxification programme. In
the absence of this, the patient themselves must take responsibility for the speed and
intensity of treatment. With M.E. / CFS it’s always best to start off at the minimum and build
up gradually; this applies to bodywork therapies, medications, supplements and any other
treatments. Writing this, | do recognise that this goes completely against the grain with the
stereotypical personality profile of the (conscientious and perfectionist-type) individuals who
develop M.E. / CFS, who would generally prefer to try things one hundred percent

Immediately!

When approaching detoxification in the context of M.E. / CFS recovery, several aspects need

addressing:

A) Minimising further toxin build-up

B) Actively encouraging detoxification in the body
C) Supporting the innate detoxification system

D) Emotional and Mental Detoxification

A) Minimising further toxin build-up:

The first step in reducing and minimising toxin intake is awareness. Becoming highly aware
of what we are taking into our bodies in the food we eat, what we drink and the personal
care products we use on our skin and teeth, we can start to see how we can best support our
body in regaining and maintaining health and balance rather than toxin build-up. The next
step after becoming aware is to choose foods, personal care and household products which

have no or minimal manmade chemicals and toxins incorporated.
Top Tips:

. If you can't pronounce more than one ingredient on the ingredients or constituents

list, it's probably potentially harmful for your body system.

. Minimise processed foods in your diet.
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. Minimise caffeine, alcohol, sugar and dairy intake.

. Choose organic wherever possible - especially if you eat the peel or skin of the fruit
or vegetable - otherwise wash vegetables and fruit very well and be aware of

ingesting pesticides and so on that will add to your toxic load.
Other methods of reducing further toxin build-up:

. Minimise use of drugs, especially antibiotics and synthetic hormones such as the

oral contraceptive pill.

. Avoid pollutants such as cigarette smoke, exhaust fumes& heavy metal compounds:
Aside from moving to a remote area away from civilisation, this is controllable only
to a certain extent. However, avoiding smoke-filled rooms, wearing a scarf across
the face if walking along congested streets, and opting for non-heavy-metal dental
work is a reasonable course of action for most people. Individuals with M.E. / CFS
who smoke have a great opportunity to decrease the amount of man-made toxins

they inhale by giving up!

. Reduce exposure to radiation: There is some evidence that a factor in the cause of
M.E. / CFS may be over-exposure to electromagnetic waves. Following studies in
Japan, on children with M.E. / CFS symptoms, Dr Ryoichi Ogawa states, “reduced
cerebral (brain) blood flow may possibly result from the influence of electromagnetic
waves from IT equipment”. A link has also been observed between individuals with
M.E. / CFS and significant exposure to low level (50 - 60 Hz) electromagnetic fields
(EMFs). Although evidence is still being gathered to support this hypothesis, it
seems logical to avoid exposure to EMFs wherever possible, as this avoidance will
certainly not have a deleterious health effect, and may well have a beneficial result.
Reduced exposure is therefore advised regarding power lines and electricity power
stations, as well as reducing use of appliances such computers and mobile phones

(as is reasonably possible).

B) Actively encouraging detoxification in the body

There are numerous methods of actively encouraging detoxification within the body. As
mentioned previously, choosing the most appropriate method(s) for the individual, with the
best level of intensity, is paramount in a Holistic Recovery Plan. Many popular interventions
aimed at detoxing the body are simply too 'strong' for treatment of most people's M.E. / CFS -

for example juice fasts, traditional saunas, intense colonic therapy etc. Some examples of
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active detoxification appropriate for individuals with M.E. / CFS include the following: (NB
the most severely affected individuals may well find some of these methods still too 'intense’
until their health improves further - please use confident body intuition or the guidance of an

experienced professional before undertaking any detox programme).

Some basic and very affordable methods of detoxification can be simple daily practices that

almost anyone will be able to tolerate and benefit from. For example:

. Fluid intake - ensure a minimum of two litres clear fluid intake daily (though never

force fluid intake to point of nausea).

. Lemon water - Squeeze the juice of half a fresh lemon into warm water as the first
item to consume in the morning - to kickstart metabolisn, aid alkalisation and

improve detoxification.

. Tongue scraping - twice daily after teeth cleaning - ideally using a tongue scraper,
although some people use their toothbrush then clean it very well afterwards.
Tongue scrapers are widely available in health stores or online and it's not

necessary to spend more than a couple of £ to purchase an effective and safe model.
. Skin Brushing - ideally carried out daily pre-showering (see details below).

The lymphatic system is a complex system of vessels and nodes that collect and neutralise
the foreign protein or ingested bacteria in the body (basically the detoxification transport
system of the body). In the majority of individuals with M.E. / CFS, toxic waste builds up
within their lymphatic system. Stimulating lymphatic flow expedites removal of toxins. It
also disperses and eliminates trigger points: the toxic and painful accumulations of toxins

(stagnant lymph and blood products) within tissues.

Several detoxification techniques focus on stimulating the lymphatic system, to reduce
congestion there and aid elimination of toxins released into the circulation via other detox

methods.

For example, brisk walking, rebounding (controlled ‘bouncing’ on a small trampette), Far

Infra Red Saunas, lymphatic massage and dry skin brushing.

You may not have heard of Far Infra Red Saunas before... The health benefits of saunas
have been acknowledged since Roman times, when the restorative and health promotional
effects were utilised by all classes in society, particularly by military personnel, who had to
maintain peak levels of fitness. Traditionally saunas have been used to reduce pain, improve

mental clarity and promote longevity. Recently, however, in the ‘age of detox’, the
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hyperthermic effects (raising the core body temperature) of saunas, especially Far Infra Red
Saunas (FIRS), have been studied and shown to provide a relatively simple and highly effec-
tive method of detoxification of heavy metals and organic toxins such as pesticides, stimulat-
ing the circulation and helping the body heal and prevent further disease. It's now recog-
nized that you don’t actually have to get really hot in order to undergo a very effective detox
in a Far Infra Red Sauna; the wavelength of the infra red rays emitted, penetrate the body
(invisibly and completely painlessly) even at lower (warm and comfortable rather than
really hot!) temperatures to bring about the elimination of toxins as well as offering a lovely
energising and pain-relieving effect. You certainly don’t have to be a great ‘sweater’ in order

to feel the health-enhancing benefits of FIRS!

This is a far from exhaustive list of detoxification methods, but provides an introduction to
some of the practices useful as part of a Holistic Recovery Plan. Whichever practices are un-
dertaken, it's important to be consistent and regular in their practice, recognising that there
are unfortunately no 'quick fixes' for M.E. / CFS and that finding the right components of

your healing jigsaw can take a while.
C) Supporting the innate detoxification system

In addition to actively enhancing the removal of toxins from the body, it's vital to support,
repair and maintain the body's innate detoxification system. In addition to minimising toxin
intake, this is achieved by supplying the body with the resources necessary for the detox
processes. The most important of these are oxygen and water. Nutrients such as Magnesium
and anti-oxidants such as Vitamin C are also key players in effective detoxification. However,
the body must achieve a certain level of detoxification in order to utilise such nutrients
effectively. It's a little like inviting the best chef in the world to cook in your kitchen... if the
kitchen is still jam-packed with full rubbish bags, even he / she will not be able to create

delicious meals for you!

One of the most effective detox support therapies is Activated Oxygen Therapy - not only
does this actively assist detoxification via its anti-oxidant effects, through improving
oxygenation throughout the body, it also improves the body's natural resources, including
the detox system. Since it's such a gentle, yet powerful treatment, it can effectively be utilised
by the majority of individuals with M.E. / CFS to good effect as part of their Holistic Recovery

Plan. To find out more about this therapy, please contact us at Unique Perceptions.
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D) Emotional and Mental Detoxification

It's important to remember that toxicity can be not only a physical but potentially also an
emotional and mental phenomenon. Though beyond the scope of this article, as part of any
Holistic Recovery Plan, it is essential to consider and address any aspects of life which may
be causing emotional or mental toxicity, such as unhealthy relationships, work pressures or

damaging attitudes such as a lack of self-love.

Once all aspects of toxicity for the individual have been recognised and addressed, it's
important to avoid further toxicity and maintain the detoxification processes. Through this, a
major piece of the 'recovery jigsaw' can be put in place and huge steps taken toward

improved health and wellbeing.

For more information, for your free guide to M.E. / CFS Holistic Recovery and a free 15
minute mini telephone consultation, please contact me via email:

drclaire@uniqueperceptions.co.uk or on 01299-833-972.

Dr Claire Bowen now works as a Holistic doctor, using established natural medicine principles
and cutting edge healthcare technologies to support individuals who are experiencing chronic

illness to fulfill their potential for optimum health and well-being.

She is based in Worcestershire and runs Unique Perceptions Therapy Practice and Airnergy

Rental with her Psychotherapist husband Simon Rowe. www.uniqueperceptions.co.uk

Dr Claire Bowen will be speaking 1st February at the

ME Support Group Meeting

|G

ME SUPPORT IN GLAMORGAN

Subscriptions May 2015- May 2016

Thank you to all who have paid their subscriptions due May 2015.

If you haven't and still want to receive a newsletter and support all that we
do, please email mesigwales@gmail.com for a subscription form.
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AGM & RECOVERY STORIES

16th MAY 2015

This year our AGM was held in Bethel Church
on Llangranog Rd, Llanishen, a light pleasant
venue with good facilities. Tables and chairs
were put out. Food, drinks and raffle etc.
were set up ready by the committee then
when everyone had arrived Chris Bailey |
opened the meeting and was warmly
welcomed by everyone there.

Over the last twelve months a number of
things had taken place to raise awareness of
ME/CFS to the public and to the Welsh
government. There was the teleconference with Action for ME, the important film showing
of 'Voices in the Shadows' to a packed house at the newly refurbished Penarth Pier, a
display stand at UHW to gather signatures for our petition for a much needed Specialist
clinic in Wales to treat ME sufferers.

There was a Fund raiser at Llanishen Leisure Centre - in the baking sun, our Annual 'Tea
in the Park' at the lake last August and on 16th September we presented our all important
petition to the Welsh Assembly. Nick Tatham did a sponsored event in Cardiff Bay which
raised over £1000 for MESIG. What a wonderful achievement on his part!

Miriam told of the various official meetings attended by her and the possibility of the ITV
Organisation producing a film concerning ME. Well done Miriam - Great stuff!

Chris Bailey was voted in as Chairperson (we couldn't do without her). The rest of the
committee were voted back in their original positions. A good team!

Formalities concluded, there were a few different talks by people who had recovered from
ME and Fibromyalgia - and their different experiences in dealing with the problems, and
the methods they used to overcome them. The talks embraced those who had experienced
Healing and Carole who suffered from Fibromyalgia, told how diet and change of lifestyle
had vastly improved hers and her daughters' quality of life. This was indeed uplifting and
hopefully their encouragement and advice was taken away by the audience and proved
helpful.

On this 'high note' when all the talks were over, everyone found the lovely Tea and Cakes
on offer that had been made and brought in by MESIG members. Friends new and old
greeted one another. Conversations and laughter broke out, and ideas were exchanged.
The afternoon seemed to 'fly by' and all too soon it was time to pack-up. But a good time
was had by all. Thank you to all who attended.

By Dee Penny
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HUMOUR-Good For The Soul

I o
"SOME GooD FUND RAISING IDEAS! i) W PHONED THE PET SHOP FOR A
e “1_\'-1‘ CAT BUT COULDNT FIND THE
by RIGHT WORD!
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Some good fundraising ideas-Lying in bed [ phoned the pet shop for a cat but couldn't
looking dead! 50p an hour find the right word!

e You know you've got brain fog when ... I'm sorry, what were we talking about?

e How do you snap someone out of brain fog? I'll tell you when it happens.

e You know you've got chronic fatigue syndrome when you wake up in the morning to
get ready for your nap.

e You know you've got ME/cfs, Fibro when your cat thinks you spend too much time
laying around in warm spots.

¢ How do you identify the grocery list of someone with ME/CFS? It's on the table at

home.

QUOTES

“God, grant me the serenity to accept the things I cannot change,
The courage to change the things I can,
And the wisdom to know the difference.”

“Humor can make a serious difference. In the workplace, at home, in all areas of life - looking
for a reason to laugh is necessary. A sense of humor helps us to get through the dull times,
cope with the difficult times, enjoy the good times and manage the scary times.”

Steve Goodier

“Hard times are moments of reflection.”
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MES1G on Social Media

ME SUPPORT IN GLAMORGAN

Please ‘Like’ our Facebook page:
'b =Ll ME Support in Glamorgan M.E.S.I.G

Follow us on Twitter:
u ¥ Follow @MesigWales

Send us a message:

Mesigwales@gmail.com

Visit our Website:

I G www.mesupportinglamorgan.co.uk

Benefits advice and Support

If you are having problems with your benefits, need some advice or your benefit
entitlement checked, you might like to get in touch with one of the three listed below.

The Law Centre

41-42 Clifton Street

Adamsdown

Cardiff

TEL: 029 20498117

Drop in: Monday, Wednesday, Friday
10-12.30

Tuesday, Thursday 2-4.30

Phone advice: Monday and Thursday
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Speakeasy Advice Centre
166 Richmond Road
Cardiff, CF24 3BX

TEL: 029 20453111
Riverside Advice

41a Lower Cathedral Road.
Cardiff

TEL: 029 20341577




Contact and Support

ME Association

7 Apollo Office Court,

Radclive Road,

Gawcott,

Buckinghamshire

MK18 4DF

Tel: 01280 818968 9.30am - 3pm
Email: admin@meassociation.org.uk

Website : www.meassociation.org.uk

25% ME Group

21 Church Street
Troon

Ayrshire KA10 6HT

Tel: 01292 318611 9.30am-5pm, Monday-
Friday

Email: enquiry@25megroup.org

Advocacy worker: 01415702938 11am-
3pm Wednesday and Thursday

Website: www.25megroup.org

ME Connect

DO YOU NEED HELP?

ME Connect is the telephone and email
helpline service of The ME Association. It
provides support for people with ME and
those who live with or care for them. ME
Connect provides a safe and understanding
opportunity to people with ME so that they
know they are being heard and understood.

Tel: 0844 576 5326 10am-12noon, 2-4pm
and 7-9pm every day

Email: meconnect@meassociation.org.uk

Brame

30 Wimmer Avenue
Winterton-on-sea
Great Yarmouth
Norfolk

NR29 4BA

UK

Tel/Fax: 01493393717

Email: info@brame.org

Association for Myalgic
Encephalomyelitis

Website: www.afme.org.uk

Action for M.E.
42 Temple Street
Keynsham
Bristol

BS311EH

Tel: 0845 123 2380 / 0117 9279551
Mon - Fri: 9am - 5pm

Email: admin@actionforme.org.uk

Website: www.actionforme.org.uk

National ME Centre

Long Term Conditions Centre via Kings
Park Estate

Gubbins Lane

Harold Wood

Romford

Essex, RM3 0AR

Tel: 01708 576250
Email: nmecent@aol.com

Website : www.nmec.org.uk
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MCS Matters

(Multiple Chemical Sensitivity)

Gordon D McHenry

UK Co-ordinator

Global Campaign for recognition of mcs
Website: www.mcs-international.org
Tel Helpline: 01446 794 700

Tues & Thurs 2-4pm and 6-7pm

Fibromyalgia Association
FMA UK

Studio 3007

MileEnd Mill

12 Seedhill Rd

Paisley

PA11]S

Helpline Tel: 0844 887 2444 (10am - 4pm

Mon - Fri)
Email: charity@fmauk.org

Website: www.fmauk.org

Association of Young People
With ME (AYME)

Tickford House

Silver Street

Newport

Pagnell

MK160EX

Email: helpline@ayme.org.uk
HelplineTel: 03302211223 Mon-Fri 10-2pm
Website: www.ayme.org.uk

Main Office Tel: 01908 379737

The Young ME Sufferers Trust
PO Box 4347

Stock

Ingatestone

CM4 9TE

Tel: 0845 003 9002

Website: www.tymestrust.org

Welsh Association of ME & CFS Support
(WAMES)

Helpline Tel: 029 20515061 (Mon-Fri
before 7pm)

Email: enquiries@wames.org.uk
Website: www.wames.org.uk

WAMES Young People

Email: michelle@wames.org.uk

C.L.1.P- Coping and Living in Pain.
Tel: 02920693852

Email: pain.help@ntlworld.com

Useful Contacts
Benefits: Citizens Advice Bureau
Website: www.citizensadvice.org.uk
Disability Advice: 08088003333
Website: www.scope.org.uk

Diverse Cymru: 02920368888

VEST: for help with local lifts and transport
for the disabled

Tel: 029 20490325 and ask for an information
pack.

Carers Line 08088087777
The Samaritans: 116123
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M.E.S.I.G Committee Members

Christalla Bailey (Chair)

Tel: 07825641970

Email: christallabailey@icloud.com
Dee Penny (Treasurer)

Tel: 02920842499

Email: deirdrepenny@yahoo.co.uk

Rob Goodman (Secretary)

Tel: 07914950219

Email: rob.goodmanTHR@hotmail.co.uk

Miriam Wood (Political Liaison Officer)
Tel: 07826520959

Email: miriam_melody2000@yahoo.com

Irene Davies (Newsletter Editor)

Tel: 07891712344

Email: Irenedavies01@hotmail.com

Linda Tatham (Website Facilitator)
Tel: 07967514172

Email: lindatat@btinternet.com

Peter Baxter

Tel: 07831886699

Email: peterbaxter91@yahoo.com

Mary Jones

Tel: 07954200841

Email: dh.jones94@ntlworld.com
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Please send us anything you wish us
to submit in the next newsletter: poem,
recipe, personal story, question etc.
mesigwales@gmail.com

M.E.S.1.G

(M.E. Support In Glamorgan)
75 Llanon Rd
Llanishen
Cardiff
CF145AH
Tel :02920762347

www.mesupportinglamorgan.co.uk

Email: mesigwales@amail.com

Disclaimer: The views expressed in
this newsletter are not necessarily
those of the editor or The Glamorgan
Group. Individuals may express
opinions. We do not recommend any
particular treatments.
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