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Aims of the Magazine 

A  CURE! 

An aid to those who have been diagnosed with Fibromyalgia (FM) Chronic 

Fatigue Syndrome (CFS) and Myalgic Encephalopathy (ME) who need 

support and guidance to help them come to terms with their lifelong debili-

tating condition.  

 

To help their families, friends, colleagues etc. to understand and be able to 

offer their own level of support.  

 

As a tool to assist the medical profession when dealing with patients who 

have presented regularly over a 6 month period or more with unexplained 

pains which could be FM, or those who have already been diagnosed.  

 

As an outlet for FMCFS/ME sufferers to share their experiences.  

 

A way to raise awareness and educate the general public of the many 

symptoms and issues that make up these similar but different conditions. 

 

To work toward fundraising for research, we all want the same thing:  
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Thank you to everyone who has contributed to this months magazine. 
 
Including: 
Beth Urmston  
Barbara McLullich  
Beverley Barnett 
 
 
 

 

 

 

 

 

 

 
 
 
To all our regular contributors, our wonderful readers and everyone 
who has done anything to raise awareness in whatever way they were 
able this month and especially to those who donated.  
 
 

Thank You 
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Message from The Editor 
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Well, here we are again, can you believe its July already! We 

had a fantastic month raising awareness for fibromyalgia and 

also funds for our charity, thank you to every one of you who 

came to Blackpool, went to other events, bought raffle tickets, 

wore purple or just told someone else about fibromyalgia. 

I hope you all have a wonderful summer, as pain free as possi-

ble.  As always if there is anything you want to see in the mag-

azine, please email Beth at fibroflaremag1@outlook.com 

I have recently been touched by someone very close to me 

when they tried to take their own life while suffering with de-

pression.  Depression affects most people at sometime in their 

life, not just fibromyalgia sufferers.  12 men and 5 women a day 

commit suicide in the UK*.  If you know someone who is suffer-

ing please let them know you are there.  Speak to them, sup-

port them and urge the seek help if they aren’t doing so al-

ready.   

   *Figures from 2015 Samaritans suicide report 

Samaritans – for everyone  
Call 116 123  
Email jo@samaritans.org 

Campaign Against Living     Mis-
erably (CALM) – for men  
Call 0800 58 58 58 – 5pm to 
midnight every day  
Visit the webchat page 

Papyrus – for anyone          under 
35  
Call 0800 068 41 41 – Monday 
to Friday 10am to 10pm, week-
ends 2pm to 10pm, bank holi-
days 2pm to 5pm  
Text 07786 209697  
Email pat@papyrus-uk.org 

Childline – for children and 
young people under 19  
Call 0800 1111 – the number 
won't show up on your phone 
bill 

The Silver Line – for older peo-

https://www.samaritans.org/
mailto:jo@samaritans.org
https://www.thecalmzone.net/
https://www.thecalmzone.net/
https://www.thecalmzone.net/help/webchat/
https://www.papyrus-uk.org/help-advice/about-hopelineuk
mailto:pat@papyrus-uk.org
https://www.childline.org.uk/
https://www.thesilverline.org.uk/
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Trowbridge Fibro Group  

Awareness 12
th

 May 2018  
Trowbridge Group made their presence felt in the 

Town Centre by having an awareness stand outside 

the Town Hall. 

Even though the town was quieter than usual the 

group was still able to attract people with Fibromyal-

gia. Several of the new people they met came along to 

our morning meet on Monday 14
th
 May & also to our 

coffee meet in Sainsbury's on Friday 18th too.   

It is so good to know that we can spread the word and 

let people know that they are not alone they have a 

group of people who suffer the same as them they can 

sit and talk too. Have a laugh with and also more im-

portantly make new friends that truly understand them. 

I would like to say a huge Thank you to Terry Berrett, 

Thomas McCombe, Lesley Tapp, Ben Whittam & any 

of the others I have forgotten. I am proud of my group 

as even while I was away in Blackpool they were there 

helping to spread the word and raise awareness of Fi-

bromyalgia. 

Thank you. 

 

Julie Britten 

  

 

Trowbridge/Bath Fibro Coffee and Chat 
group 

 

bathfibrogroup@outlook.com 

 

Contact Julie 07952747682 

 

https://www.facebook.com/
groups/684090191612458/ 

https://www.facebook.com/groups/684090191612458/
https://www.facebook.com/groups/684090191612458/
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Country Kickback 
The 5

th
 Annual Country Kickback event took place on 

Sunday 20
th
 May. Cath Farrer has done a fantastic job 

of building year on year to make this event even bigger 

and more successful - a snub to those who sneered at 

the idea, but Cath being somewhat determined, has 

proved the nay ayers very wrong. 

There was a location change this year moving from Ac-

crington to Golborne.  Sandy and Chris Bethel, also 

known as Grizzly’s Rebels, host a country and western 

night on the second Saturday of every month, which is 

very popular and always well attended.  Sandy and 

Grizzly Chris approached Cath at last year’s event and 

asked if they could help by hosting the event this year. 

I was lucky enough to have recovered from the Black-

pool event to be able to attend again this year for most 

of the event! 

I asked Sandy if she already knew anyone with fibrom-

yalgia and was that the reason for the support.  Sandy 

said she knew Cath had it and now me.  In previous 

years Sandy and Grizzly have helped by collecting at 

their monthly events and making a large donation at 

Cath’s event.   

 

1:00 pm and people had already started arriving.  

Nick Cornall was the first artist to take to the stage 

and what a fantastic choice as he eased us in gently 

building the tempo as his session progressed.  He 

was followed by Julia who continued the lively theme 

and the line dancers were really getting into their 

stride – they make it look so simple, but I still remem-

ber my younger more able years and it’s anything 

but easy to remember all the steps and then get 

them in the right order!  I would have loved to join in 

but sensibility and the safety of others prevailed. 



Country Kickback 

The late afternoon and early evening continued and included a gun fight competition, an auction for a 
fender acoustic guitar, a set of geographical books and a rather large cowboy figurine.  There were a 
couple of whisky rolls (roll the pound coin nearest to the bottle of whisky) and hot food, a spud pie and 
peas with the usual accompaniments of beetroot and red cabbage, produced by Craig Bethel, who is a 
chef and although he admits to not being a ‘pastry chef’ his pastry really was scrumptious.  In fact, the 
food was so tasty I went back for second helpings. 
 
Three of the artists, who have attended and supported the event each of the five years it has been run-
ning were presented with certificates by Cath and then a glass engraved photo frame was presented to 
Sandy and Grizzly Chris for all their support. It would be very remiss of me not to mention how over-
whelmed and emotional they became – that wasn’t supposed to happen LOL.   
 
What comes across is the friendly rivalry and the camaraderie amongst the country and western scene, 
it would be difficult not to have an enjoyable time with this bunch. 

Sadly, I had to leave before the end and missed the American Trilogy.   
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I went to say my goodbyes to Cath, Tony, Sandy and Grizzly.  Grizzly whispered in my ear that I would 
miss this year’s donation from their monthly meetings but informed me that they had been collecting do-
nations throughout the year and the total to be handed over was £300 …. It was my turn to be over-
whelmed and become emotional – nice one guys, definitely turned the tables on me! 

I awoke to a Facebook message the following morning from Cath, she had stayed to the end, cleared up 
and driven home and then was taken to hospital.  Cath had been struggling for a couple of weeks before 
the event, had contracted flu from a friend earlier in the week and was struggling to get her breath at the 
event on Sunday.  After some time spent on the respiratory ward Cath is back home and recuperating – 
we all wish her well. 

The total raised including the collections from Grizzly and Sandra, the event and then the additional 
£100 donated by Sandra who won the whisky roll came to a staggering £816!! 

To everyone who organised, hosted, supported in whatever way, thank you each and every one of you.   

 

These were all very different events, they represent the interests of those who organise – they know 

their field and they use it to raise awareness.   

The common theme we all have is we are warriors, determined to raise awareness and bring hope for 

the future. 

What are your interests?  Could they be used to help raise awareness to others?  Will we have more 

events to report on next year?  Over to you warriors. 

Country Kickback 
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Fibromyalgia and Pregnancy                    

Support Group 

For additional, more tailored support throughout pregnancy the Fibro Mama Pregnancy and Support 

group on Facebook could be useful.  Talk to others who are able to support you through with their own 

recent experiences. 

https://www.facebook.com/groups/143405323092202/?fref=nf 

It Takes Courage 

 

Poem by Anonymous 

 

It takes strength to be firm, it takes courage to be gentle.  

It takes strength to conquer, it takes courage to surrender. 

It takes strength to be certain, it takes courage to have 

doubt.  

It takes strength to fit in, it takes courage to stand out.  

It takes strength to feel a friend's pain, it takes courage to feel your own 

pain.  

It takes strength to endure abuse, it takes courage to stop it.  

It takes strength to stand alone, it takes courage to lean on another. 

It takes strength to love, it takes courage to be loved.  

 

It takes strength to survive, it takes courage to live.  

 

https://www.facebook.com/groups/143405323092202/?fref=nf
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Watsu therapy FOR PAIN RELIEF IN          

FIBROMYALGIA AND LOW BACK PAIN  
 Barbara McLullich  

Watsu massage is an underwater massage that takes place in warm, waist-deep water. The weightless-
ness that the buoyancy of the water gives you, can be accompanied by a trained practitioner, known as 
watsuers, who will guide you into deep stretches in the pool of warm water. 
 
A watsuer uses his or her own body to enhance the series of stretches that are being performed on the 
client, by bracing certain positions or wrapping the client’s body around his or her own. 
 
It was developed by Harold Dull back in 1980, and since that time its popularity has grown. Dull, who had 
studied Zen Shiatsu in Japan, brought the principles of his Asian education back to North America where 
he was a massage therapist. He coined the idea of using the buoyancy of water to stretch his patient’s 
bodies, improving the flow of their vital energy throughout their bodies. Its name comes from a combina-
tion of the words ‘water’ and ‘shiatsu’. 

 
The first time I ever heard of Watsu was in 2002 when we were preparing 
the very first issue of Fibromyalgia AWARE magazine. 
 
It is also an excellent form of physical therapy for people with physical 
disabilities, such as arthritis, lower back pain, fibromyalgia, multiple scle-
rosis, spina bifida or paralysis. It is also a great form of physical therapy 
for children, adults and seniors alike. While for many people it takes just 
one Watsu session to become a believer, it may not be the right kind of 
massage therapy for everyone. That’s because it requires an enormous 
amount of trust because, after all, you are putting yourself literally in the 
hands of another person for a full hour and you are both in the water. 
 
 

http://www.watsuaquatherapy.co.uk/
http://www.theepochtimes.com/n3/1091635-watsu-the-most-relaxing-bodywork-youve-never-heard-of/
http://www.fmaware.org/fibromyalgia-aware-magazine/
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Some of the benefits reported from Watsu include: 
 
• Decreased muscle tension 
• Increased mobility and flexibility 
• Decreased pain 
• Decreased muscle spasms and spasticity 
• Decreased stress 
• Better sleep 
 
Watsu has been found to be beneficial for a number of different health challenges, including: 
 
• Fibromyalgia 
• Chronic pain 
• Arthritis 
• RSD/CRPS 
• Ankylosing spondylitis 
• Spinal cord injury 
• Multiple Sclerosis 
• Parkinson’s Disease 
• Strokes 
• Traumatic Brain Injury 
 

 

 

https://backpainbloguk.com/ 

Watsu therapy for pain relief 

http://www.hydro-health.co.uk/watsu.shtml
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Blackpool event for may awareness 
By Beth Urmston 

Our 3
rd

 year of having Blackpool Tower lit up to join the international Light up 

the Night event.  This year we decided to hold a semi-informal meet up which 

took place at The Hilton Hotel where attendees were welcomed.  Paul Maynard 

MP (Blackpool) joined us.  Paul has epilepsy and cerebral palsy so has an un-

derstanding of every difficulties around disability.  

 

In an interview in 2011 when Paul was 

first elected to the Houses of Parliament 

he experienced what he felt was other 

MP’s ‘taking the mick’ out of his disabil-

ity.  Paul stated "Disabled people have a 

big role to play in enriching our political debate, but they experi-

ence a wide range of barriers that prevent them from getting in-

volved, including negative attitudes and assumptions about their 

capabilities and the inaccessibility of buildings, processes and in-

formation.” 

 

Whilst Parliamentary Under Secretary of State at the Department of Transport Paul worked with the OCS 

Group to introduce a lanyard for air travel passengers with hidden disabilities.  The introduction of a dis-

tinctive lanyard for passengers with hidden disabilities enables travellers to discreetly identify themselves 

to staff to ensure tailored help and support can be offered throughout their journey.  More here …. https://

www.ocs.com/uk/news/ocs-rolls-out-lanyard-for-passengers-with-hidden-disabilities/   

 

 

https://www.ocs.com/uk/news/ocs-rolls-out-lanyard-for-passengers-with-hidden-disabilities/
https://www.ocs.com/uk/news/ocs-rolls-out-lanyard-for-passengers-with-hidden-disabilities/
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Blackpool event for may awareness 

Feedback:  Paul, are there plans to introduce a similar system for trains, buses etc?  One delegate com-

mented “these would be good for the bus, I’m unsteady and struggle with balance, drivers move off before 

I have had chance to sit down”. 

We had a member asking if there are plans to introduce this system in the USA!   

Paul informed delegates that they really need to be speaking with their own MP’s.  Get in touch, make 

them aware of your disability and how it impacts your life.  Ask for their support and if you feel they are not 

willing to help get in touch with Paul (paul.maynard.mp@parliament.uk). 

 

 

 

We then had a ‘getting to know you session’.  As we are 

aware of how much anxiety is caused by being around 

strangers, we wanted to be sure that everyone went 

home having chatted to each and every delegate, they 

would not simply be ‘faces in a crowd’. 

The idea was that everyone would get a minute to intro-

duce themselves but instead of just standing up and 

speaking to the room we did it ‘musical chairs’ style, 

meaning we had spoken to every delegate, we were no 

longer strangers.  The idea was a good one, but we 

need to work on the execution, as we didn’t realise how 

noisy it would become.  It was very distracting and 

somewhat overwhelming to those who suffer from noise 

sensitivity – we apologise and can promise we are working on a better system for the future. 

Up next was Sian Phillips (Trustee).  Sian had kindly put goodie bags together 

consisting of hemp balms – the original hemp balm, arnica balm and the newest 

addition BUMP!  There were also samples of hemp tea and coffee – delegates 

are going to be so chilled out, plus lots of other little surprises. 

Sian gave a talk about hemp and CBD oil, explaining how it works with your 

body and the benefits. 

There were quite a lot of questions fired at her but Sian coped admirably given 

she was slowly sinking to the floor. 

 

 

We would like to thank Paul for giving his time to come along and meet with us all and for his 

ongoing support for fibromyalgia patients and all those with disabilities. 

mailto:paul.maynard.mp@parliament.uk
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 Blackpool event for may awareness 

Julie Britten (Trustee) then talked about local support groups, she has great experience, already running 

two and looking to add a third in the near future – we hope it gave some delegates food for thought as 

there are many benefits to being part of a support group that meets locally. 

Cath Farrer (Trustee) talked about her annual 

event.  How it started, how it has progressed and 

the funds it brings to help the charity print infor-

mation leaflets. 

Sarah Roberts (Awareness Advocate) explained 

how and where she delivers information leaflets, 

her role in helping us to be nominated to talk at 

the Women’s Farmers Social Gathering where 

they raised £1200 to be used for awareness and 

research. 

Beverley Barnett (Awareness Advocate) was on 

hand to talk about the awareness products we sell 

via our online shop and to answer any questions 

about materials/metals used. 

Beth Urmston (Trustee) gave a brief outline and 

explanation of the 2016/17 accounts which have 

been verified and submitted to the Charities Com-

mission. 

Finally, the meeting was brought to an end with 

the live raffle.  5 prizes were donated – Amazon 

Echo Dot, Amazon £20 gift voucher, Fiddler’s El-

bow Grease products (worth £30 approx.), Large 

Yankee Candle and a Mystery Box. 

There was a smaller raffle held just for delegates 

in the room with 2 prizes of Ferrero Rocher bou-

quet boxes – big Thank You to Caroline Kershaw 

for the work she put into these, everyone loved 

them, everyone wanted to win!   

From both raffles we raised approximately £295 

 

And then there was cake! 
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Blackpool event for may awareness 

Julie Britten arrived bearing a cake to help us cele-

brate and it was good, very good. 

Delegates were then left to chat amongst themselves and relax a little before we made our way to a pri-

vate area in the dining room for our evening meal.  The food was excellent and great value for money. 

At 9:10 taxis arrived to take those who weren’t able to use the tram the 1 mile to Blackpool Tower for the 

9:30 switch on.   

9:30 arrived and the blue heart lit up and then we waited, and we waited, but there wasn’t a purple light 

to be seen.  One of the delegates, Kim Hendry, went into the tower to find out what the problem was and 

apparently there was a fault with the electrics on the legs of the tower – there would be no purple lights. 

 

 Before 9:30 pm 

               

               After 9:30 pm  



Of course there was great disappointment, delegates had travelled from Ramsgate, Oxford, Bourne-

mouth, Trowbridge to see the iconic tower lit up in blue and purple supporting fibromyalgia and ME 

awareness.  We are sorry it was not meant to be and hope it did not put too much of a spoiler on what 

was an otherwise fantastic and very successful event. 

The feedback and constructive criticisms (warranted) have been taken on board and we thank all the 

delegates for helping us to improve in the future. 
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Blackpool event for may awareness 
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It was a very positive, upbeat and inspirational meeting where bonds were created, friendships made leav-

ing everyone motivated as can be borne out by the comments we received.   

 

“Excellent Information, friendly group, would really love to attend more events. Learnt a lot”. 

“Reception desk need to be more aware and not give wrong information”. 

“Really enjoyed the day, very informative, very friendly”. 

“Great information given, lovely friendly people, ideas swapped.  Time to talk and discuss and ask ques-

tions, plus plenty of refreshments provided”. 

“Only thing I found was not the best for me due to the noise was the ‘knowing me, knowing you session’.  I 

struggled to hear and the noise drove me mad.  Maybe move from one table to another to chat to     oth-

ers”. 

 

Update:  We are already looking into better ways to run this session for future events. 

“Had a fantastic time.  Nice to put face/people to names”. 

“Lovely to put faces to names.  Very informative, enjoyable afternoon/evening.  Thanks for organising”. 

“Thank you for all your hard work it was an inspiring, inspirational event”. 

“Very informative, friendly, compassionate.  Game of introduction good.  Speakers good.  Thanks for all 

your hard work.  Will definitely spread the word.  Would love to come again”. 

*The Hilton Hotel have already been informed of the misinformation given about which room the meeting 

was being held in and also regarding the air conditioning. 

 

Our thanks go to…    

Sarah Roberts for the idea and liaising with the Hilton Hotel and Paul Maynard and for going out distrib-

uting Light up the Night leaflets along with Cath Farrer. 

Sara-Louise Williams for organising the raffle 

Those who made raffle prizes, donated raffle prizes and bought raffle tickets. 

Helped with planning and preparation. 

Assisted in setting up on the day. 

The trustees and advocates for their commitment to ‘make this happen’. 

The delegates – we loved every minute spent in your company and we can’t wait to see you all again. 

Blackpool event for may awareness 
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Thank You 

to all  

Blackpool event for may awareness 

The partners, carers and supporters – your attendance and support 

mean the world to us.  

Paul Maynard MP. 

The Hilton Hotel – attention to detail, food and service was fantastic. 

Chat & Spin radio for helping us to promote the event. 

Fiddler’s Elbow Grease for the goodie bags and contents. 

Julie Britten for the wonderful cake and her hubby Clive for chauffeuring 

her to Blackpool and being our photographer. 

And a very special big Thank You to Rachel Delooze and Claire Urmston 

for ensuring not just my comfort and needs were met but went out of 

their way to assist all the delegates in any way they could. 

We are already planning next year’s event.  It 

may be Blackpool again but we are looking at 

other options.  Keep up to date on the support 

group and via our website. 

https://www.facebook.com/groups/fibroflare/?

ref=bookmarks 

https://www.flaremag.uk 

The Fibro Flare Awareness Group event is over 

for this year and we are all running on empty  

Beth X 

 

https://www.facebook.com/groups/fibroflare/?ref=bookmarks
https://www.facebook.com/groups/fibroflare/?ref=bookmarks
https://www.flaremag.uk/magazine
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Dangers of Essential Oils 
All essential oils should be used with great caution. Essential oils can be amazingly powerful, a little goes 

a long way.  It is possible to over use.  Read on for some very scary examples. 

 

A 24-year old woman, dealing with a vaginal yeast infection, was… 
advised by a [essential oil company] consultant to soak a tampon in tea tree oil, insert it before bed, [and] 
wear it overnight. 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Image credit: BestCheapEssentialOils 

 

She didn’t follow the advice exactly. Instead, she added 5 drops of tea tree to a tampon before inserting it. 
Immediately, she experienced a warming effect but was reassured by the consultant that this was normal, 
expected and indicative that the treatment “was working.” 
 
After 6 – 7 hours of sleep (yeah! she got sleep!), she woke up to excruciating pain and had to be rushed 
to the hospital. There, she was treated for chemical burns… yes chemical burns up there!!! 
 
Three months after the incident, her doctor told her that she had vaginal scarring and it was unlikely the 
area would completely heal. 

http://bestcheapessentialoils.com/essential-oil-safety.php
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Dangers of essential oils 

Caution: 

You should not soak your tampons in essential oils. Five drops gave one-woman permanent scarring… 

Remember that! 

Don’t follow groups, videos and blogs blindly. Always do the necessary research first. I’ll reiterate over and 
over again. Dilution is key. Ingestion isn’t advised. Doctors should be contacted. And patch testing should 
be done. 

In case you’re thinking that you can 100% trust a group or a video, consider this report to Aromatherapy 
United made in 2015: 

“…so [it was in] the Spring of 2014 that I became really interested in essential oils. I had no knowledge of 
essential oils and thought that this group of gals (that blog about [brand name withheld] essential oils) 
knew what they were doing. WRONG! 

It was only after I started studying aromatherapy that I really took a hard look at some of the recipes that 
these gals share freely on their Facebook pages. One of their popular headache blends used 90 drops of 
various [peppermint, lavender, frankincense, wintergreen and birch] essential oils (that filled up half of my 
10mL roller bottle) and the instruction said to “top off with fractionated coconut oil.” [i.e. 5mL of essential 

oils to 5mL of carrier oil] 

I looked at that bottle and realized that no matter how I tried to work the 
numbers, the dilution rate was just waaaay off of the charts. I mean, if a 
25% dilution for 10mL of carrier oil is 50 drops, good gosh, this blend 
was 90 drops for about 5ml of carrier oil!! These women are going to kill 
someone someday with their craziness.“ 

 

If you want to mix your own essential oils do the research and refer to a qualified aromatherapist for guid-

ance.  This website will guide you through safely - https://raisingnaturalkids.com/the-ins-and-outs-of-

essential-oils-by-someone-who-knows/ 

https://raisingnaturalkids.com/the-ins-and-outs-of-essential-oils-by-someone-who-knows/
https://raisingnaturalkids.com/the-ins-and-outs-of-essential-oils-by-someone-who-knows/
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Rock Off Fibro  

Interview with Martin Aylward  

What was the inspiration behind you putting together the ‘Rock off Fibro’ album?  

Initially, my friend David Williams (founder of Rock off Fibro) asked me to help organize the bands to play 

at ROCK OFF FIBRO 2, an event in Buckley. I agreed immediately, as I'd had such a great time last year. 

I play in Expelaires and XLerators and both agreed to play at the event.  

Just after agreeing to play, another friend, Andrew Forcer, said he wanted to write a song about his battle 

with fibromyalgia and also to thank David for setting up the charity.  

Andrew wrote the lyrics, the XLerators ‘found’ some music to fit to the 

words. Plans were then made to debut the song at the event and to get Da-

vid's wife Jackie to come and sing along with us on what is now "ROCK 

OFF FIBRO!". 

I then thought it'd be nice to be able to release the song after the event and 

thought if I asked the artists who'd played at the event, we might get 

enough songs to make a mini LP.  

Expelaires obviously were a yes and all the others agreed too! What hap-

pened then is friends in other bands came forward offering us tracks!  

 

Were you surprised at how many bands offered to help with the album?  

Without sounding trite, no, because the alternative music scene is full of amazing people. Having said 

that, the level of support has been awe-inspiring and what we've ended up with is a fantastic 36 track 

double CD. The cover star, in homage to The Smiths, is Jackie Williams, the wife of the charity's founder 

and it was designed and painted by Andrew Forcer.  

We created a label ‘Monty Moo Records’ for what I hope is just the 1st volume of a series of CD'S.  
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Rock off Fibro 

Who's on the album then? 

We've got exclusive previews from the likes of Spizzenergi and Evil Blizzard, classics from the likes of 

Dave Sharp & Skeletal Family, Remixes from Crazy Pink Revolver and Grooving In Green, even tracks 

recorded specifically just for the CD. It also includes other great bands like Spear of Destiny, Sex Gang 

Children, The Main Grains, The Membranes, 1919, Ferocious Dog and many more. 

Where can people get hold of the CD? 

Keep checking on the ‘ROCK OFF FIBRO’ Facebook page as release details will be there shortly. All the 

profit goes to Rock off Fibro, which has now set a goal off raising enough funds to open the UKs first fi-

bromyalgia and chronic pain centre working with local GPs and medical professionals along with Welsh 

Assembly members and community groups.  

What is fibromyalgia?  

There are over 130 Symptoms related to pain, neurological, equilibrium, sleep, vision, cognitive difficul-

ties. Very little is known about the illness and the chemical imbalance between the spinal cord and the 

brain. Because of this, signals are sent to nerve receptors all over the body to open to their maximum 

state, which in turn leads to excruciating pain all over the body along with many other symptoms. 
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Apple Scones Recipe 

Ingredients  
Serves: 12  

• 250g plain flour 
• 4 tablespoons caster sugar 
• 2 teaspoons baking powder 
• 1/2 teaspoon bicarbonate of soda 

• 1/2 teaspoon salt 
• 50g butter, chilled 
• 1 apple - peeled, cored and grated 
• 125ml milk 
• 2 tablespoons milk 
• 2 tablespoons caster sugar 
• 1/2 teaspoon ground cinnamon 

Method 
Prep:15min  ›  Cook:15min  ›  Ready in:30min  

 

1. Preheat oven to 220 degrees C. 
2. Measure flour, sugar, baking powder, bicarb and salt into a large bowl. Rub in butter until 

crumbly. Add grated apple and milk. Stir to form a soft dough. 
3. Turn dough out onto a lightly floured surface. Knead gently 8 to 10 times. Pat into two 

15cm (6-inch) circles. Place on greased baking tray. Brush tops with milk, and sprinkle 
with sugar and cinnamon. Score each into 6 wedges or stamp out into round scones. 

4. Bake for 15 minutes, or until browned and risen. Serve warm with butter. 

Recipe http://allrecipes.co.uk/recipe/6132/apple-scones.aspx 

Picture https://www.finedininglovers.com/recipes/breakfast/apple-scones/ 
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There isn’t a single person diagnosed with fibromyalgia/ME who hasn’t felt the loss of their past life, friend-

ships and so many other losses relating to independence and freedom. 

I recently saw a post by a friend and it really got me to thinking.  Why do we seem to lose so many friends 

once we become too ill to socialise regularly?  Is it because they weren’t real friends?  Is it because they 

cannot cope with our illness?  Is it because I don’t make the same effort? 

And we blame ourselves or the illness.  We pile the guilt on.  We hate what this condition has done to us 

and all that it has taken.  But in doing so we feed the depression, we cause ourselves untold stress.  And 

we wonder ‘Why’?  Why have my friends deserted me when I am most in need of friendship?   

I hope the following may be of help in putting a little more perspective on this very sensitive area.   

Friendships – why they come to an end 

I am going to play devil's advocate here because I think I may understand why.  

Where are my best friends from primary school? We lost touch when we moved to different high schools.  

 

 

 

 

 

 

 

 

 

 

 

Where are my best friends from high school? I still have 1 (coming up for 50 years) but the rest went on to 

college, university, work and started families. 

Where are the friends I made from the last place of employment? I keep contact with 2 via Facebook 

mostly.  

When I think about all of the above I realise we no longer have a common ground.  We moved in different 

circles so we lost touch.  
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Fibro/ME and Friendships 

At that time and in that place, they were true friends who loved, 

supported and cared for each other.  Illness did not remove 

them from my life.   

Friends are transitional, they will come and go as circumstances 

change.  I don’t feel guilty, I don’t feel let down.  I can still re-

member some of them vividly and the good times we had, but I 

don’t feel their loss.  I don’t hate the change of circumstances, 

nor should I hate the illness that brought about another change. 

Every time I lost one set of friends, I moved on and made new 

friends.  Friends that shared this new common ground I would 

find myself in and so it has been since my life was changed by 

fibromyalgia. 

Who are my new friends?  They are fibro/ME patients, warriors, with a shared understanding of this life 

we live.  Most I haven't yet met in real life.  They have come via social media (Facebook primarily).  

Some I have met at local meet up groups, some through attending events.  I once again have some 

very close and even best friends.  We may not chat very often, but we know we are there for each other 

when needed.   

If I was cured tomorrow how long would those friendships last when I go back to work, get a social life 

where I can actually go out and meet up? Friendships are transitional, we lose friends along the way as 

we start to walk different paths and we miss them. Thank goodness for all the strangers who become 

our new best friends. 
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Tummy Ticklers 
Teacher: "If I gave you 2 cats and another 2 cats and another 2, how many would you have?" 

Johnny: "Seven." 

Teacher: "No, listen carefully... If I gave you two cats, and another two cats and another two, how 

many would you have?" 

Johnny: "Seven." 

Teacher: "Let me put it to you differently. If I gave you two apples, 

and another two apples and another two, how many would you have?" 

Johnny: "Six." 

Teacher: "Good. Now if I gave you two cats, and another two cats and 

another two, how many would you have?" 

Johnny: "Seven!" 

Teacher: "Johnny, where in the heck do you get seven from?!" 

Johnny: "Because I've already got a freaking cat!"  

 

My wife first agreed to a date after I gave her a bottle of tonic water. I Schwepped her of her 
feet. 

 

I always used to get small shocks when touching metal objects, but it recently stopped. Needless 

to say, I'm ex-static 

 

 

 



What Causes Fibromyalgia? 

A question we would all really love to know the answer to.  

 In short, it’s still largely unknown.  However various research projects are being undertaken.  So far theo-

ries range quite widely.  Is it caused by just one thing, or a combination of factors?  In this issue we explore 

one theory. 

According to Phillipe Berenger, MD, a pain management specialist at Cleveland Clinic, central sensitisation 

is one explanation. 

At a recent symposium Dr Berenger stated “It’s clear that fibromyalgia has mechanisms and pathways as-

sociated with central sensitisation. The condition follows similar pathways as other neuropathic pain syn-

dromes, such as regional pain syndrome, interstitial cystitis and irritable bowel syndrome. 

All nerves in fibromyalgia patients are more sensitive than they should be – including the brain and spinal 

cord, many patients have difficulty with concentration or have hypersensitivity to light, odours, or sounds.  

Some have additional neuropathic pain syndromes or struggle with autonomic dysfunction, such as vasova-

gal symptoms.” 

Interestingly, at the same symposium Dr Berenger made mention of Low Dose Naltrexone as an effective 

medication for fibromyalgia patients (something we have raised many times over several years in the mag-

azine). 

According to Dr Berenger “Low-dose naltrexone(LDN) is another treatment option on the horizon. One 

2013 study found that the drug significantly reduced pain and improved mood and general satisfaction in 

people with fibromyalgia. Other studies have reported similar positive responses to the drug.” 

https://consultqd.clevelandclinic.org/why-fibromyalgia-is-neuropathic/ 

Dare we hope that LDN may soon be available through the NHS? 

If you would like to know more about LDN the most trusted website is https://www.ldnresearchtrust.org/ 
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https://consultqd.clevelandclinic.org/why-fibromyalgia-is-neuropathic/
https://www.ldnresearchtrust.org/
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Things I Do Know about CBD 
It is not a cure.  It is not a quick fix.  Higher strength does not equal better pain management.  It can take a 

lot of trial and error.  

It is not a cure 

If anyone tells you CBD is a cure then they 

are misleading you.  CBD isn’t even 

classed as a medication but a supplement 

just like Vitamin C, St John’s Wort etc.  Giv-

en the number of people who have recently 

taken to using it for very many health rea-

sons and finding it beneficial then it is cer-

tainly worth your time to find out more and 

decide for yourself if it is something you 

would like to try. 

It is not a quick fix 

It has taken me 17 months to achieve what 

I believe to be the best I can hope for.  It’s 

a combination of a couple of CBD oils and 

other supplements. 

Your first dose is not going to relieve your condition, many of us still have the belief that just like paraceta-

mol for a headache our symptoms will be much reduced or disappear within a short space of time and 

whilst this may happen for a small number of people it’s not generally the case.  CBD has to be started at a 

low dose and then build up in your body.  For this reason, it can take many weeks before you may start to 

feel any benefit.   

Higher strength does not equal better pain management 

I have heard people state ‘my pain level is 10 so I will need a high strength’.  This is absolutely not the 

case, whilst I can understand the desperation to alleviate such high pain levels you may still only require a 

small dose of CBD.  Many start out taking too high a strength or too high a dosage and this can have the 

opposite effect of what you are trying to achieve, lower strengths can work better for pain.  There are many 

different strengths available and only by trialling and listening to your body will you know what strength/

dosage suits you best. 

It can take a lot of trial and error 

I have purchased from 4 different suppliers over the past 17 months, I’ve tried green, blue, purple, red, 

250, 300, 400, 500.  Some have worked better than others, some lowered pain whilst increasing anxiety 

levels, others have worked in the opposite way.  Some have made me hyper and increased insomnia.  I 

think I have finally discovered my optimum giving me the best quality of life I can hope to attain. 
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Things I do know about cbd 

Currently I am one drop of Simply CBD 250 oil in the 

morning with a 100mcg *Levothyroxine. 

2 hours later I take a 50mg zinc tablet taking and if 

needed a paracetamol and ibuprofen tablet. 

2 hrs later I take one to two drops of Simply CBD 

250 oil.  

In the evening I take a B12 tablet, a chelated magne-

sium caplet (for pain) and a magnesium L-threonate 

(for brain). 

Trialling can be expensive and of course cost is cru-

cial to those of us who have very limited funds.  Ask 

suppliers if they are offering free samples as several of them do.  Join a group as the members will have their own 

experiences to share and these can be invaluable in helping. 

My ‘go to’ group is CBDUsers UK on Facebook.  The group was started by one of our trustees, Sian Phillips, who is a 

member of the CTAUK (Cannabis Trades Association UK) so I feel confident the information is kept up to date and 

legal.  You can access the group at - https://www.facebook.com/groups/CBDusersUK/ 

Never be tempted to purchase via e-bay or Amazon, make sure you are using a reputable supplier, preferably one 

who is a member of the CTAUK and certainly one who can produce lab reports. 

Do not be afraid to discuss with your GP or pharmacist it’s your body, your pain and your right to make decisions for 

yourself bearing in mind safety and how supplements can interact with other medication. 

CBD – Questions to ask a prospective supplier 

Because CBD is relatively new but is a fast-growing industry you need to know that what you are about to purchase 

isn’t some scam or CBD mixed with ‘who knows what’.  The following are questions you could ask before purchasing 

and remember ‘if in doubt, leave it’ or ‘if it seems to good to be true, it probably is’.  

If a supplier is not prepared to answer your questions or answers seem vague, think, do you really want to take the 

risk?   

1. Where do you source your hemp from? 

2. What extraction process do you use? 

3. How much THC is there? 

4. Where can I find third party lab results? 

Check the answers you receive against the information available at this website: 

https://ministryofhemp.com/blog/identify-high-quality-cbd/ 

https://www.facebook.com/groups/CBDusersUK/
https://ministryofhemp.com/blog/identify-high-quality-cbd/
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Things I do know about cbd 

Support groups are one of the best networks for offering guidance on quality suppliers, use them, learn 

from them, others do want to help and ensure you remain as safe as possible.  https://www.facebook.com/

groups/CBDusersUK/ 

Here is one testimonial, permission to use was sought and given, with thanks to Darren Bishop, CBD Us-

ers UK 

Osteoarthritis, Insomnia, High Blood Pressure 

 

I have suffered for many years with bad knees and back. The last couple of years I've been on blood pres-

sure medication. For as long as I can remember I have had about 5 to 6 hours sleep a night. 

 

In November 2017 I was diagnosed with OA. I was told I was too young for new knees and I would have to 

take painkillers until they didn’t work anymore and told to take codeine paracetamol.  I took these for a 

month and decided to try CBD.  I did my research and decided to go for it. I decided to make my own e liq-

uid and got some cbd crystals from cbdoilsuk. I bought them and made the liquid.  Straight away I noticed 

a difference within minutes I had no pain.   

Now this may well have been a placebo but it worked. The trouble was that it was very expensive.  I 

worked out that I was taking 30mg of cbd a day.  So, I looked on the same website and found love hemp 

oil it was 10,000mg cbd in 100ml of oil 5mg per drop and priced at £400 with a discount I got it for around 

£350. This was a year’s supply for around £1 per day, still pricey but I thought I would give it a try. I started 

my cbd journey. What I found almost immediately was I was getting more sleep at night 1 to 2 hour this 

was really noticeable as I had been wearing a fit bit for about a year and had tracked my heart rate sleep 

etc. I carried on with my research and found out about other things cbd could work for and came to the 

conclusion that I would stop taking my blood pressure medication. At this point and been like it for a long 

time as my blood pressure was all over the place anyway. I started that in mid-January and my blood pres-

sure has now stabilised still slightly high but I'm happy with it. 

 

I now use a variety of different types of cbd since joining this group I have found out a lot of information 

about the whole topic and recommend people to look this up and start their own research into this. I have 

found out that SimplyCBD is one of the cheapest and CBD Brothers are also good. I am still continuing 

with my Love Hemp oil as I have a year’s supply but I use about 15mg of that a day I also use about 5mg 

of CBD Brothers green paste 5mg blue oil and 5mg of CBD Brothers purple oil.  

And a couple of puffs of granddaddy purple in bed. I am going to try the SimplyCBD black next. 

 I am now medication free I'm in no real pain, sleeping well and blood pressure stabilised so I'm a very 

happy bunny and I am also saving the NHS a fortune. One other thing I had forgotten about is that my skin 

flare ups are no more. Whether that's down to me not taking medication or to the cbd who cares it's all 

good. I hope this helps other people on their journey. 

https://www.facebook.com/groups/CBDusersUK/
https://www.facebook.com/groups/CBDusersUK/
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1. Which Beatle's daughter is a dress designer?  

2. Bloomers and baps are both types of what? 

3. The ‘M’ stands for what in Louisa M Alcott’s name? 

4. Pontoon and Suspension are both types of what construction? 

5. What colour is cochineal? 

6. The British Standards Institute uses what mark as a sign on approval? 

7. Who, together with Tim Rice wrote Evita? 

8. What country is famous for Moussaka? 

9. Billy Graham is associated with which branch of Christianity? 

10. What would your profession be if you were a member of Equity? 

Just for fun - Answers in back 

Brain Teaser  
14 of the kids in the class are girls. 8 of the kids wear blue shirts. 2 of the 

kids are neither girls or wear a blue shirt.  If 5 of the kids are girls who wear 

blue shirts how many kids are in the class?  
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ME News & Awareness 

Hope 4 ME and Fibro have kindly given permission for us to share this with our readers. 

 

The Health and Social Care Board in Northern Ireland have today (as promised in ongoing negotiations since 2010) 

commenced the advertising process for a new post for an ‘ME/CFS Clinical Lead’. 

 

We had (unsuccessfully) requested for ‘Myalgic Encephalomyelitis (ME)’ only to be used in advertising this new 

post, instead of the current NICE Guidelines ‘CFS/ME’ term.  

 

At one stage ‘ME-cfs’ was agreed to but later dropped and reverted to ‘ME/CFS’ as seen here, an improvement 

although not yet ideal.  

 

Hopefully, as further developments take place and negotiates continue, the Department will clarify this new post 

is to serve the needs of patients suffering from Myalgic Encephalomyelitis, in line with the confirmation we have 

from the Chief Medical Officer for Northern Ireland, that he, and his Department fully support the WHO classifica-

tion ICD10 G.93.3. 

 

The term Myalgic Encephalomyelitis has been included by the World Health Organisation (WHO) in their Interna-

tional Classification of Diseases (ICD), since 1969. The current version ICD-10 lists M.E. under G.93.3 - neurological 

conditions. 
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May 12
th

 Millions Missing 
(supplied via e-mail from ME Action, edited by Beth Urmston) 

With over 300 visibility actions all around the world, 22 of those were held around the UK the #MillionsMissing 

movement cannot be contained! 

From large city-wide events to private and virtual actions, we showed the world that we will not be silenced. We 

will not stop until our health officials and our governments invest in the research and medical care required to end 

this crisis.  

Our next step is to deliver your photos and petition signatures to Francis Collins of the US National Institutes of 

Health and Jeremy Hunt, Secretary of State for Health and Social Care in the UK. In the coming weeks, we'll 

launch a local advocacy toolkit, drawing from the successes and creativity of activists all around the world so that 

local organizers can continue the work of #MillionsMissing throughout the year. 

We will deliver everything this Friday. And if after reading the below you believe this is a movement worth growing 

and a cause worth winning, please consider making a contribution to our Indiegogo campaign. 

 

We can't thank you enough for all of your efforts. We know all too well what this cost you and wish you a swift re-

covery. Know that you are not alone. We've shown how much we can love each other and ourselves. Love in the 

face of stigma, desertion and indescribable pain is a radical act. It is powerful activism and it is changing the world. 

 

The #MillionsMissing's global impact 

Thanks to your efforts, the #MillionsMissing were featured in dozens of press hits including The Guardi-

an, BBC, Channel 4, Marie Claire, and so many more! The world is starting to pay attention.  

 

https://meaction.us2.list-manage.com/track/click?u=908f2aeffeb0c0cea673894bf&id=fc114236de&e=4d443241be
https://meaction.us2.list-manage.com/track/click?u=908f2aeffeb0c0cea673894bf&id=51f3507c71&e=4d443241be
https://meaction.us2.list-manage.com/track/click?u=908f2aeffeb0c0cea673894bf&id=51f3507c71&e=4d443241be
https://meaction.us2.list-manage.com/track/click?u=908f2aeffeb0c0cea673894bf&id=2ce93511f9&e=4d443241be
https://meaction.us2.list-manage.com/track/click?u=908f2aeffeb0c0cea673894bf&id=e3efae5c0f&e=4d443241be
https://meaction.us2.list-manage.com/track/click?u=908f2aeffeb0c0cea673894bf&id=64ac0ee311&e=4d443241be


May 12th Millions missing 

Northern Ireland - Banbridge, Craigavon, Armagh 

 The young and the not so young.  As Individuals, in groups, in the 

press and on T.V. The ME movement grows  stronger year on year. 

 

 

 

 

 

 

 

 

 

 

 

US Congress 

 

the U.S. Congress introduced a resolution in the Senate to show 

support for research and medical education for Myalgic Encepha-

lomyelitis (ME). 
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May 12th Millions missing 

Chateauborg, France                       Gothenburg, Sweden 

 

Denmark                                       Edinburgh 

 

 

 

 

 

 

 

Newcastle                      London 
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Trust, in the context of ME 
By Sally Burch 

Trust issues run through every level of the ME experience.   

 

 

 

 

 

 

 

Being unable to trust our physical bodies to perform, is just the beginning.  Trust, in the context of ME, 

goes way beyond personal, physical problems.  The problem of trust, runs right to the top of our medical 

establishment. 

 

To put things in context, I'll start with a little of my own story. 

 

Before ME, I trusted that my body would heal. Sure, a couple of weeks off work with a bug could be miser-

able, and the few weeks after returning to work might be tough, but I always expected to become fully 

functioning again.   

 

So, in March 2012, when I became ill, I simply trusted that I would recover, and if necessary, that the 

health services would help me to do so. 

 

I went to the doctor, first just to get the necessary sick lines, and then with increasing frustration.  The doc-

tor told me I probably had "chronic fatigue", and that I should eat well and exercise.  "Three short brisk 

walks a day" she said. 

 

I trusted this advice from my doctor.  I had no reason, then, to doubt. 

 

The exercise didn't help, of course.  In fact, it made me worse, but the doctor suggested I should contin-

ue.  And here trust rears its head again, because my doctor trusted the guidelines from NICE, that she had 

read, and I in turn was supposed to trust her.  

 

My doubts started.   

 

So, I went to the internet, and other patients told me a different story.  "Exercise can harm you!", "Don't do 

it!", and "Please be careful!" were the amongst the flood of messages that came my way.   



A few months later, I saw an 

NHS consultant at a Fatigue 

Clinic in Belfast. Here, after a 

plethora of blood tests, I got 

some good advice: "Do only 

60% of what you can do without 

symptoms" he said.  But I 

got no diagnosis!  With hind-

sight, I suspect this was so that 

I would not be pushed into 

Graded Exercise Therapy. 

 

Did this consultant not trust oth-

er doctors to recognise my 

problems with exertion? 

 

Gradually, I withdrew from NHS 

care.  The clinic offered me no further treatment, and a return to my doctor, only left me with antidepres-

sants or cognitive behaviour therapy as options.  I knew that neither of those would help, and thankfully 

had the courage to say “No!" despite feeling almost desperate enough to try anything!  

 

Next, I had to run the gauntlet of the miraculous recovery stories told in the press.  Reading these, it 

would seem to the ordinary person, that recovery from ME should be easy.  Just try this miracle pro-

cess, pill, or potion; say a few magic words; think positively and all will be well. Easy! "What harm can it 

do to try it?"   

 

No wonder ME is not taken seriously by the healthy world at large.     

 

Healthy people say things to us like: "We all feel more tired as we get older you know", or "Everyone 

has to push themselves to get things done", and in so doing they attempt to normalise a disease that is 

far from normal. I have heard many ME patients say, that those around them don't believe they have a 

serious illness.  

 

So why are first-hand stories from the chronically ill not trusted? 

 

This issue goes well beyond ME and suffice to say that the media have cashed in on the 

"scrounger" narrative to try and imply, that all those who are long-term ill are actually just malingering.  
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Sadly, even the medical establishment now uses, Medically Unexplained Symptoms (MUS) to label pa-

tients who seem not to respond to standard treatments.  The suggestion here is, that these supposedly 

attention-seeking patients, should be diverted to psychiatric services, and that doctors should stop trying 

to seek physical explanations for their condition.   

 

This is a tragedy in the making, and in my view everyone, including the currently-healthy, should be very 

distrustful of this label. 

 

Back to ME now.   

 

The current NICE guideline for "CFS/ME" shows that Graded 

Exercise Therapy (GET) and Cognitive Behavioural Therapy 

(CBT) are still recommended. These psycho-socially based 

therapies come with no caveat to indicate that many patients 

have reported them to be harmful.  

 

Can we not even trust NICE to listen to patients?  

 

NICE say they are listening.  Last year they indicated that 

they would not be reviewing the CG53 guideline, but after an 

outcry from patients, they agreed to review it, after all. So far 

so good, but patients are still very concerned by the process-

es NICE will use, and whether NICE will be genuine in taking 

on board the concerns of ME patients.  

 

I have to wonder if NICE are swayed more by authority than by clear scientific evidence?   

 

The PACE Trial (from 2011) was supposed to be the definitive trial to demonstrate whether the psycho-

social therapies of CBT and GET were useful.  The many problems with the PACE trial are well docu-

mented elsewhere, and those problems are so scientifically shocking that the PACE Trial should now 

carry no authority whatsoever.  Yet, the PACE Trial authors continue to assert that these therapies work, 

and that no harms were found from their use.   

 

Do NICE simply accept these assertions on trust?  Have they not investigated the flaws of the PACE Tri-

al for themselves?   

 

Funding bodies also have a problem with patient trust.   

 

These organisations are supposed to choose the best research projects to fund.  Yet, it seems that psy-

cho-social researchers are the only ones to receive the bulk of government funding.  

Trust, in the context of me 



Trust, in the context of me 

 

Do we really want yet more behavioural studies, whilst patients are dying in darkened rooms from severe 

ME? 

 

There is so much more that I could write about "trust" and the treatment of ME, but I'll admit my spoons 

are now running low.  I will end by saying:  

 

The days of blind trust in medical expertise are over.   

 

My trust is now placed in those who are prepared to take on the system; to hold unsubstantiated asser-

tions to account; and to campaign for the massive paradigm change that is required to ensure ME pa-

tients world over are treated fairly, and safely. 

 

My message to anyone with medical influence: 

 

Do not ask us to trust that things will now be done right.   

 

Instead demonstrate your determination to right the wrongs inflicted by a misplaced trust in the psycho-

social paradigm; by facing those difficult decisions; and by finally overturning the utter neglect of decades 

past.  

 

Thank you. 

 

PS I have intentionally not referenced this piece so that it can be read easily.  For more information I  rec-

ommend the writings of David Teller on Virology Blog, and the patient discussions on the forum Science 4 

ME.   

 

 

 

 

 

Posted by Sally Burch - http://sallyjustme.blogspot.co.uk/2018/05/trust-in-context-of-me.html 
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Prof Robert Moots:  

“If we don’t learn with our patients 

and from our patients, then we 

may as well hang up our stetho-

scopes and go away” 

http://www.virology.ws/mecfs/
https://www.s4me.info/
https://www.s4me.info/
https://plus.google.com/110859937809559414071
http://sallyjustme.blogspot.co.uk/2018/05/trust-in-context-of-me.html
https://2.bp.blogspot.com/-lfAtlhh4vq0/WvWuIwjRTAI/AAAAAAAAFUw/hfZxTN7Zp5kynKN1AnhJZu4yuJESSLWzwCLcBGAs/s1600/Trust.png


41 

 

Magnesium 
Could magnesium help your cognitive function? 

 

Many fibromyalgia patients report problems with fre-

quent memory lapses, more so than the normal - 

forgetting where they have put things, putting things 

in the wrong place, i.e., purse in fridge.  Losing con-

centration in conversations, forgetting what they 

were trying to say, or unable to say the right words. 

 

Research has shown L-threonate magnesium may 

help to combat at least some of these problems and 

is certainly worth consideration. 

 
 

According to a paper published in the NCBI (US Na-

tional Library of Medicine National Institute of 

Health) Oral administration of the combination of L-

threonate (threonate) and magnesium (Mg(2+)) in 

the form of L-Threonic acid Magnesium salt (L-

TAMS) can enhance learning and memory in young 

rats and prevent memory decline in aging rats and in 

Alzheimer's disease model mice.  

 

Recent results from a human clinical trial demon-

strate the efficacy of L-TAMS in restoring global cog-

nitive abilities of older adults. Previously, we report-

ed that neuronal intracellular Mg(2+) serves as a 

critical signalling molecule for controlling synapse 

density, a key factor that determines cognitive ability.  

https://www.ncbi.nlm.nih.gov/pubmed/27178134 

According to nih.gov (National Institute for Health) 

Early signs of magnesium deficiency include loss of 

appetite, nausea, vomiting, fatigue, and weakness. 

As magnesium deficiency worsens, numbness, tin-

gling, muscle contractions and cramps, seizures, 

personality changes, abnormal heart rhythms, and 

coronary spasms can occur. Severe magnesium de-

ficiency can result in hypocalcaemia or hypokalae-

mia (low serum calcium or potassium levels, respec-

tively) because mineral homeostasis is disrupted 

 

Only a small amount of magnesium is stored in the 

blood, therefore a normal serum blood test will only 

show the 1% of magnesium that is stored in the 

blood stream, this will not show a deficiency in mag-

nesium stored in the bones or muscle. 

A really good video, that explains the way in which 

magnesium is needed for our bodies to function 

properly can be found on you tube.  Dr Carolyn 

Dean is something of an expert in this field, has writ-

ten several books and spent most of her working life 

researching magnesium. 

For the good of your health, I would highly recom-

mend you take time to watch this video. 

 

https://www.youtube.com/watch?v=S4kBzHikig8 

 

In our next issue, I intend to explore magnesium and 

depression.  If you use magnesium and have found 

it helpful for depression, please share your experi-

ence with me – email fibroflaremag1@outlook.com 

https://www.ncbi.nlm.nih.gov/pubmed/27178134
https://www.youtube.com/watch?v=S4kBzHikig8
mailto:fibroflaremag1@outlook.com
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DID YOU KNOW? 
You cannot sue the Food & Drugs Agency.   

If you've been sickened or a loved one has been killed by a defective medication you may be able to 

bring a lawsuit against the company but what about the FDA, after all they have approved the drug for 

use. 

No FDA Defective Drugs Lawsuits 

Under a legal concept known as "sovereign immunity" you cannot sue the FDA for approving a drug that 

is later proven to be defective and dangerous. 

And yet nearly a third of FDA-approved drugs between 2001 and 2010 had problems according to one 

study, published in the Journal of the American Medical Association, that needed further FDA attention. 

Manufacturers needed to add 61 boxed warnings, also commonly called a black box warning, to call at-

tention to serious or life-threatening risks. 

Drugs used to treat mental illness and drugs that went through an accelerated approval process had a 

higher number of "events," the study found. 

On average, it takes about 12 years to get a drug from the research phase to patient. Only five in 5,000 

drugs in preclinical testing make it to human trials, and only one in five is ever approved for human use. 

Next time you are given a new prescription you really should read the information leaflet.  If in doubt, con-

tact your GP or pharmacist. 

Source: https://edition.cnn.com/2017/05/09/health/fda-approval-drug-events-study/index.html 

 

https://www.fda.gov/downloads/forconsumers/consumerupdates/ucm107976.pdf
http://www.ca-biomed.org/pdf/media-kit/fact-sheets/CBRADrugDevelop.pdf
https://edition.cnn.com/2017/05/09/health/fda-approval-drug-events-study/index.html
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Why We Are Fundraising for Research 

By Beth Urmston 

It could be argued that more government funding should be put into research to find the cause and ultimately a 

cure for FM.  Do you know where the current funding is spent, is it on finding more treatments or looking for a 

cure?  Would more money really make a difference if indeed it was aimed at more treatments? 

The only way we, as patients, can be sure the bio medical research is aimed at finding the cause and cure for fi-

bromyalgia is to fund it ourselves.  The old adage ‘he who pays the piper, calls the tune’ springs to mind.  As fun-

ders we can dictate how the money is spent ensuring researchers are fully on board with our aims.  We need a 

cure! 

Our target for bio medical research (no animal testing involved) into finding a cure is £30,000.  Please note there is 

nothing taken out of each £/$ etc other than the 6% payable to Fundrazr for use of their site.  No overheads, no 

admin, nothing. 

Currently we have donations amounting to £202 after 31 weeks for research (0.49% of our target). 

If you would like to help us reach our aims then please donate to our research fund via the link below.  Why not 

join those of us who have committed to donating every month, whatever we can afford at that time? 

 

https://fundrazr.com/campaigns/011gIe 

 

https://fundrazr.com/campaigns/011gIe
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Check out our Online Store  
www.fibro-flare-shop.myshopwired.com/ 

Plus much more ….. 
 
Did You Know? 
 
Our leaflets have been taken by The Royal Bath Hospital and the University Hospital, Southend. 
 
Q. Where does your money go? 
A. Every item bought contributes to our awareness/research funds enabling us to do even more to help 

the fibromyalgia community. 
 
Donations are always welcome and can be sent via our online shop also. 
 
T-shirts and Hoodies can be found at:  https://teespring.com/stores/fibro-flare-clothing-store 

Various sizes and colours available.  

http://www.fibro-flare-shop.myshopwired.com/
https://teespring.com/stores/fibro-flare-clothing-store
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Chiropractic Treatment for Fibromyalgia 
What is a Chiropractor? 

Chiropractors use hands-on spinal manipulation and other alternative treatments, the theory being that 

proper alignment of the body's musculoskeletal structure, particularly the spine, will enable the body to 

heal itself without surgery or medication. 

 
Our support group members were asked the following question: - 

Has anyone been treated by a chiropractor and if so did it help your fibromyalgia? 
 
We received 39 responses in total. 
 
Of those: 
 
 17 stated they had seen a chiropractor. 
 12 stated it did not help. 
 5 stated it did help them. 
 
Comments were as follows: - 
  
• It helped a back problem but not Fibro pain or trapped nerve in my neck shoulder. 
• It helped some years ago but not recently. 
• I have problems all over my body but they say treating one issue at a time is best so my back tended 

to be treated most as it was the biggest issue.  I would recommend a treatment at least once a 
month, but it depends.  I have been luck and found good practitioners. 

• It didn’t work for me.  I don’t think she understood fibromyalgia. 
• I saw one this last autumn, and to start with it seemed to help a bit.  But really, I was throwing money 

away and getting very sore. 
• I see one every 4 weeks, you have to find the right one though.  If I stop going and start to seize up 

and have trouble moving my neck. 
• I spent an absolute fortune seeing one for months.  It never did me much good but they spent 5 

minutes cracking my bones and then moved on to the next client.  Not the best money I ever spent. 

https://www.facebook.com/hashtag/fibromyalgia?source=feed_text


The Lessons I've Learned  

While Being My Wife's Caregiver 
By Zaine Walker, The Mighty  

In the beginning, when you meet someone you on-

ly see what they give you. They give you what they 

give everyone else: A smiling, laughing, active per-

son with lots of dreams and goals. They don’t tell 

you right away that they’re in pain. They don’t tell 

you that they’re living with an invisible illness. 

 

Eventually, they let you in. Somewhere on the first 

date or two, maybe before you even get to sit down 

to a meal, they’re trying to explain symptoms and 

complications to you. It’s not a test for you but ra-

ther a courtesy. They’re giving you an out so you 

can walk away before you get in too deep. Even if 

you already know the clinical definition of Crohn’s, 

you don’t know Crohn’s. And we look at them on 

good days, and we think we can handle it. They 

seem fine, this is a breeze. 

 

We’re naive. 

 

Every relationship has a honeymoon phase, usual-

ly lasting six months to a year. When your partner 

has an invisible illness, it’s often shorter than other 

couples’. 

 

Within the first two weeks of dating, we had our 

first ER visit. Everyone stood around nonchalantly 

after a barrage of tests, medicines, and IVs, declar-

ing she needed a rectal exam. If it had been me, I 

would have freaked out, begged, maybe even try 

to bargain my way out of it. She didn’t. Rosella just 

rolled over like it was nothing. It was my first lesson 

for the evening: Oh, she’s done this before, she 

must be so used to it. She responded like they had 

asked her if she had wanted a drink of water. 

 

Rosella didn’t say a word about me being there, 

didn’t yell for me to get out of the room or cover my 

eyes. Normally, people would be embarrassed or 

uncomfortable. I mean I was still technically a 

stranger. It was my second lesson of the evening: 

She is so used to being stared at by strangers that 

it doesn’t seem to bother her anymore. 

 

There was no expectation of comfort. No gold 

stars. No ribbons. She just peeled herself off the 

table when it was over. 
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I believe after that hospital visit was the first time I 

heard her verbalize that the doctors thought her 

sickness was all in her head. I remember thinking, 

“Why wouldn’t they believe? It’s on her medical rec-

ord?” But you don’t say that in the ER, you just 

comfort. I held her and pet her head while she apol-

ogized over and over for inconveniencing me. She 

offered to pay for my cab home, but I refused. She 

never knew that I went home and sat in the quiet 

and thought about everything. 

You see, I’m in healthcare, and I’m naturally a fixer. 

All I wanted to do was fix her. I had never run up 

against a problem I couldn’t fix – I could fix her. I 

could make her better. 

I don’t care who you are – if you have a partner with 

an invisible illness, you are naive. Your naive be-

cause you think you can fix them. Whether you’re 

naive because of love, personal gain, arrogance, it 

doesn’t really matter. They have an illness, they 

aren’t broken. 

I gave her a choice. “I’ll take care of you”, I said “I’ll 

let you rest. Take time off school, quit your job and 

I’ll take care of you.” What I didn’t anticipate was 

that I was signing on to take care of everything, in 

all capacities. And the reality of just how difficult that 

is smacked me in the face really quick. 

 

Shortly after, Rosella got so sick with an antibiotic-

resistant kidney infection she could hardly walk. 

She was battling fibromyalgia, unbeknownst to ei-

ther of us. I realize that now, looking back, that she 

was in a Crohn’s and fibromyalgia flare for months. 

 

I’ve learned the most about Rosella by observing. I 

saw that things that are often thought of as simplis-

tic and mundane were overwhelmingly difficult. Tak-

ing showers together as a couple is usually sweet, 

but it was a practical solution for us. Just washing 

her hair was monumental. I’ve watched her face 

while she would go through the steps, and count the 

spoons to herself, and I’ve thought, “How does she 

get out of bed?” But she does. 

 

I’ve watched Rosella be in so much pain, that the 

simple act of drinking from a cup was too exhaust-

ing. The motion of moving the cup was too painful. 

Her fatigue so bad she could hardly swallow. 

 

I started out like most people, empathetic, sympa-

thetic, loving, caring, but she knew I would get tired. 

I didn’t really understand what that meant. What she 

didn’t want to have happen, was that I would get so 

exhausted taking care of her, I would resent her. 

And somewhere along the way, I did. I got so 

caught up in myself, and so tired. I did.  
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Things I’ve learned white being my wife’s caregiver 

https://themighty.com/fibromyalgia/
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Things I’ve learned white being my wife’s caregiver 

I was angry, I couldn’t fix it and I was heartbroken because I felt stupid and because I realized it really 

was forever. So now it was just going to be a game of manage the symptoms and I thought, “Now how 

the hell are we supposed to do that? We can’t even do that now.” 

 

Stop complaining. You’re complaining because you’re tired, and I get it. But I guarantee if your partner 

could just jump up and make you dinner, or do anything at all, they would. They don’t want to feel like a 

burden, and nine times out of 10 they do. 

 

In the instance when your mind messes with you and you’re second guessing whether they’re sincere 

or not, there are two roads to take, and whichever you choose tells exactly what kind of partner you are. 

Trust your partner. It’s hard to talk about illness and they’re being vulnerable with you when they tell you 

symptoms. If you doubt them, the trust will be gone, and they’ll never let you back in. 

 

When you get into a partnership it’s not about yourself. You go from being I to being an us: We’re a 

team, we communicate and we thrive because of that communication. 

 

As partners, spouses, and caretakers – it’s OK to get tired, it’s OK to get angry. We’re human beings 

and we feel. But despite all of that, I never loved her any less. I learned something about myself. Even 

in the face of anger, and resentment and struggle that despite all of the things this person goes through, 

that we were made for each other. She is such a profound part of my life, and I couldn’t live without her, 

so I make the conscious decision to stay and be her partner – and to face this disease head-on with her 

each and every day. 
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Travel 

Getting out and about when suffering with a chronic 

condition that causes pain and fatigue is never 

easy.  It’s not that we don’t want to go out and see 

new things and live a little but there is always the 

‘cost’ to be considered.  Not just the financial cost, 

but the cost to health for pushing through limits.  We 

in the fibro/ME world refer to this as payback. 

Whether a hospital appointment or a social activity 

we know there will be some form of payback.  In-

creased pain, totally drained of energy, the only 

thing we don’t know is, how long will it last this time. 

Another difficulty is trying to plan somewhere we 

can go, that will be suitable for our needs – wheel-

chairs/scooters, toilets close by etc. 

I recently came across a website blog that could 

prove a useful guide. 

 The Bimblers blog was created by Rob and his 

partner Bridget, who struggles with Rheumatoid Ar-

thritis. In 2014 their lives changed when Bridget’s 

condition became more serious, and she began to 

struggle with everyday tasks. Rob left his job to be-

come Bridget’s carer, and they developed a plan to 

travel more. “Looking back, it was a crazy plan be-

cause travelling with mobility problems isn’t 

easy,” says Rob. 

The website includes, short breaks, days out, 

walks, accommodation and much more. 

https://www.thebimblers.com/ 
And just in case you do get caught short by the sud-
den onset of an IBS flare, there’s a website to help 
you find the nearest toilet.  https://

www.informationnow.org.uk/article/accessible-and-
public-toilets/ 
 
One of our support group members recently wrote 

of one of her experiences of attempting a ‘family 

time’ trip 

“So I'm in Brighton the furthest I have travelled in a 

good 6 months.  It’s a grey drizzly day, we got out of 

the car and walked to beach edge so the little one 

could collect rocks for painting.  I got cold and achy, 

we started to walk back to the car and I started to 

seize up, literally like the tin man from the Wizard of 

Oz.  By the time I got back to the car a flare has be-

gun”.  Claire Vieyra. 

How do you cope with travel? 

Do you have a perimeter before you reach flare    

territory? 

 

 

https://www.thebimblers.com/
https://www.informationnow.org.uk/article/accessible-and-public-toilets/
https://www.informationnow.org.uk/article/accessible-and-public-toilets/
https://www.informationnow.org.uk/article/accessible-and-public-toilets/


Peppermint 

Nature’s Pharmacy  

by Beth Urmston 

2 oz distilled water 
2 oz witch hazel 
2 tbsp of aloe vera gel 
5 drops of peppermint essential oil 
4 oz spray bottle 

Who can resist the smell of peppermint?  Apparently whilst most of us humans love the fresh smell of 

peppermint wafting around our homes the bugs and insects aren’t too keen. 

 

Peppermint as a cooling spray 

 

Don’t let warm weather get you down. Stay cool this summer when you are out and about with a natural 

peppermint cooling spray.  Peppermint essential oil contains menthol, which has natural cooling proper-

ties among many other things. Combine that with the cooling characteristics of witch hazel and aloe 

vera and this simple spray will help you beat the heat this summer. 

 
 

Add the distilled water, witch hazel and aloe together. You can extract the aloe from your own aloe vera 

plant as instructed here, or purchase ready-made aloe vera gel from.  Mix until all the aloe is thoroughly 

dissolved into the solution. 

 

Add 5 drops of peppermint essential oil. Don’t go overboard, peppermint oil is strong - a little goes a 

long way. 

 

Since this spray contains witch hazel and peppermint, do not spray it directly on the face. It’s better to 
spray it on a small towel then pat it on your face. The witch hazel and peppermint can sting your eyes. 
Otherwise, use the spray anywhere on your body for a quick cooling sensation. 
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http://buy.geni.us/Proxy.ashx?TSID=12659&GR_URL=http%3A%2F%2Famzn.to%2F1U9c9eC&dtb=1
http://buy.geni.us/Proxy.ashx?TSID=12659&GR_URL=http%3A%2F%2Famzn.to%2F1XV1tpU&dtb=1
http://www.anrdoezrs.net/links/7672150/type/dlg/sid/coolingspray/https:/www.planttherapy.com/peppermint?v=531
http://buy.geni.us/Proxy.ashx?TSID=12659&GR_URL=http%3A%2F%2Famzn.to%2F1UfnOva&dtb=1
http://www.naturallivingideas.com/homemade-peppermint-cooling-spray/
http://www.naturallivingideas.com/14-reasons-why-witch-hazel-should-be-in-every-home/
http://www.naturallivingideas.com/aloe-vera-benefits/
http://www.naturallivingideas.com/aloe-vera-benefits/
http://www.naturallivingideas.com/aloe-vera-juice-benefits/


51 

 

This peppermint cooling 
spray is especially effec-
tive on the soles of your 
feet, especially when you 
have been on them all 
day.  For even more of a 
cooling effect, keep the 
spray in the refrigerator 
for use on an especially 
hot day. Keep a bottle of 
the peppermint cooling 
spray in your bag for 
easy access. Stay cool!  
 
 
 
 

http://www.naturallivingideas.com/homemade-
peppermint-cooling-spray/ 
 
There are many health benefits to be gained from 
peppermint oil.  We will continue those in our next 
issue. 
https://www.mom4real.com/homemade-peppermint
-ant-spray/ 
 
This easy to make Peppermint Ant Spray will keep 
ants out of your home with no chemicals or bad 
bug spray smell!  I’ve also found that spiders, 
moths and daddy long legs aren’t too keen either. 

 
It’s that time of year…spring is here. We have pets 
and kiddos, so I don’t want to spray a bunch of 
chemicals all over my home, so I make my own 
homemade peppermint ant spray to keep them 

from coming in. See, most bugs, especially ants, 
HATE the smell of peppermint. It doesn’t necessari-
ly hurt them, they just stay away from it. So, I make 
this spray and keep it right under my sink just in 
case they try to come back.  

 
You will need a small spray bottle filled about 3/4 

full with distilled water to begin with. 
 
 
 
 
 
 
 
 
 
 

 
Add two tablespoons of witch hazel to the spray 
bottle. 

Finally, add 12 drops of Peppermint Essential Oil. 
Shake it up!  

 
 

peppermint 

http://www.naturallivingideas.com/homemade-peppermint-cooling-spray/
http://www.naturallivingideas.com/homemade-peppermint-cooling-spray/
https://www.mom4real.com/homemade-peppermint-ant-spray/
https://www.mom4real.com/homemade-peppermint-ant-spray/
https://www.mom4real.com/recommends/plastic-spray-bottle/
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Spray it around the insides of your doors and windows, and wherever else you think ants are getting in. 
I even spray a little near our cat’s feeding dishes to give them extra protection from critters. I even spray 
my patio area down a few times each year to keep them from invading any cookouts we may be having! 
The ants and other insects will stay away too…even spiders! 
 
Extra gardening tip:  Have ant hills in your yard? Drop a few drops of Peppermint Essential Oil on the 
hill and they will hit the road! 

 

Growing your own mint 
 
This herb prefers shade; hence it is ideal for growing indoors. The plants can be started from seeds as 
well as from sprigs of mint you buy from the shop for culinary use. Mint prefers rich, moist soil. A single 
pot can keep you in plenty of herbs throughout winter. 
 
The leaves can be used to make a flavourful mint tea that can calm an upset stomach. Sprigs of mint 
can be added as garnish to almost any dish. Just brush your hands across the plant for a quick pick-me
-up anytime. 
 
https://bonnieplants.com/library/how-to-grow-herbs-indoors/ 
 

 

peppermint 

https://bonnieplants.com/library/how-to-grow-herbs-indoors/
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Tea time Puzzles - just for fun 
All but one of these hobbies can be found in this wordsearch.   Answer is on page 57 

Art 

Cooking 

Crafting 

Crosswords 

Drawing 

Dressmaking 

Gardening 

Jigsaws 

Knitting 

Mechanics 

Metalwork 

Model Making 

Reading 

Wine Tasting 
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Tea time puzzles - just for fun 



I'm Damned If I Do and Damned If I Don't 

When It Comes to My Fibromyalgia 
By Brenda Pipher 

I have fibromyalgia and have had it since at least 1996. For 

the first couple of decades I was lucky as the symptoms I 

experienced were relatively mild. I had some aches, pains 

and chronic migraines. The migraines were probably the 

worst, but then a few years ago, I took a bad fall and every-

thing went straight to hell. 

 

Suddenly I went from mild aches and pains with the occa-

sional bad day, to mostly bad days, with the occasional mild 

day. I can’t do many of the things I used to be able to do, 

and the things I am able to manage take two to three times 

as long. It’s actually gotten so bad that I’ve applied 

for disability as I’m no longer able to work. I can manage a 

couple of hours of work around the house and then my 

body just refuses to do more. I have, in fact, had days where I had to call my husband from the yard be-

cause my arms simply refused to carry the groceries any further and my legs weren’t too sure they were 

going to carry me. 

 

But then I’ll read an article about somebody else with fibro or some other pain condition. This person will 

inevitably be in much worse condition than I am. Sometimes they spend most of their time in bed or on a 

couch, and sometimes they manage better than I do. At any rate, the result is the same: I feel like a 

fraud. I begin to imagine people looking at me and somehow knowing that I’m a fraud. I’m waiting for 

somebody to jump around a corner screaming, “Fraud!” Of course, no such thing happens, for I am no 

more a fraud than they are. It simply feels that way because I’m not as ill as some others, a fact I’m very 

thankful for. 

 
Then there’s the other side of fibro and other chronic pain conditions. Those people, whether because 

they’re lucky or because they’re in the early stages, don’t struggle as much as I do. According to these 

people I just need to move more, change my diet, pray more, meditate, practice yoga, believe in the 

great oogly moogly or all of the above. I know they mean well, I really do, but it is so frustrating.  
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https://themighty.com/fibromyalgia/
https://themighty.com/disability/


It’s especially frustrating when I’ve finally got my husband realizing that no, a little more exercise is not go-

ing to cure my fibromyalgia – and then along comes someone telling him that she has it and she just 

keeps moving, while taking over the counter pain meds because, “that’s all you have to do.” Maybe that’s 

all she has to do, but that doesn’t work for me. It used to, back when I was lucky enough to experience 

mild pain. But now…not so much. The problem with these people is that after hearing from enough them, I 

start feeling as if I’m not doing my illness correctly. 

 

   

So here I am, stuck in the middle, with a lot of others I suspect. I’m either a fraud because I’m not as sick 

as some, or not doing my illness correctly because I’m giving into the condition. Damned if I do, damned if 

I don’t – and frankly, I just don’t give a damn anymore. I need to spend my energy taking care of me, I 

don’t have the extra energy to worry about whether others see me as a fraud because I’m not as sick as 

them. And I certainly don’t have the energy to keep up with those well-meaning souls who are still able to 

get up and go, mine got up and went and I doubt its coming back. The rest of you stuck in the middle with 

me are welcome to join me, let’s not give a damn anymore! 

 
Source:  The Mighty 
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Damned if I do and Damned if I don’t 
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Quiz Answers  page 32 

1. Paul McCartney 

2. Bread 

3. May 

4. Bridges 

5. Red 

6. Kite-mark 

7. Andrew Lloyd Webber 

8. Greece 

9. Evangelism  

10. Actor/Actress 

 

 

 

Brainteaser   page 32 
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Answers page 

Crossword     Page 54 

Wordsearch    Page 53  

Missing word was JIGSAWS 



Thank you for becoming an N:rem Affiliate  

We are thrilled to welcome you to the N:rem family 

as one of our Affiliates!  

 
When one of your audience purchases an N:rem mat-
tress with your unique voucher code you will receive 
£30. The customer too will receive £30 off their order.    
 
The N:rem Affiliate Scheme will launch 8th August 
2016  
 
Add in this code at check out to get £30 off your order : 
 

FIBROFLARE 

Information on the N:rem Mattress  

• 3 different densities of deep reflex foam tablets in firm, medium and soft. 

• Ideal for chronic pain sufferers to provide comfort for painful areas and support 

where needed   

• 40mm Viscoool foam comfort layer with an open pored structure to regulate body 

temperature 
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• Each reflex foam tablet is easily interchanged in the comfort of your own home 

• Personally tailored options on each side of the bed allows you and your partner to have individual 

set ups 

• 2,000 springs for added comfort and bounce 

• Natural cotton cover aiding a cool night’s sleep 

• Both the quilted cover, viscoool layer and foam tablets can be easily removed for cleaning  

Find out more information 
on the N:rem Mattress  

Copyright © 2016 Foam Comforts (Europe) Limited, All rights reserved.  
You are an N:rem Affiliate  
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http://nremsleepsystem.us8.list-manage2.com/track/click?u=17048b847b03649444a0005a4&id=bda1fcb439&e=86473fa2a5
http://nremsleepsystem.us8.list-manage2.com/track/click?u=17048b847b03649444a0005a4&id=bda1fcb439&e=86473fa2a5


Easy Fundraiser 

Do You Shop Online? 

Did you know that whenever you buy anything online - from your weekly shop to your annual holiday - you 
could be raising a free donation for Fibro Flare Awareness Group? 
 
There are nearly 3,000 retailers on board ready to make a donation, including Amazon, John Lewis, Aviva, 
Thetrainline and Sainsbury's – it doesn't cost you a penny extra! 
 
It's really simple, all you have to do is: 
 
1. Join 
Head to https://www.easyfundraising.org.uk/causes/fibroflareawarenessgroup/ 
and sign up for free. 
 
2. Shop 
Every time you shop online, go to easyfundraising first, pick the retailer you want and start shopping. 
 
3. Raise 
After you’ve checked out, that retailer will make a donation to your good cause for no extra cost whatsoever! 
 
There are no catches or hidden charges and Fibro Flare Awareness Group will be really grateful for your dona-
tions. 
 
Thank you for your support. 
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Fibro Community 

The link below is to a world map of others who have fibromyalgia.  Add your name and location, find others 
near you.  Local support can go a long way to alleviating isolation.  It gives more chance of a meet up, if 
only occasionally and a local fibro friend who will understand. 
 
There are several local groups listed at the back of the magazine, but there is a need for many more to be 
set up.  If you would like to form a local support group – and this could be just for a coffee and a chat then 
contact Beth Urmston, fibroflaremag1@outlook.com. 
 
It’s a great way to help yourself whilst helping others and can give extra meaning to your life.  Why not 
make a New Year’s resolution to at least give it a try. 
 
https://www.diseasemaps.org/en/fibromyalgia/join-the-map/ 

 

 
 

mailto:fibroflaremag1@outlook.com
https://www.diseasemaps.org/en/fibromyalgia/join-the-map/


NHS-Making a Complaint 

By Beth Urmston 

Making a Complaint 

If you think you have been treated unfairly, or been disrespected there are a few avenues open to mak-
ing a complaint.  The following is taken from the NHS website: 

 
There is a simple two-stage process for complaints about NHS services. 

Your NHS complaint: what to do first 

Every NHS organisation has a complaints procedure. If you want to complain about an NHS service –

 such as a hospital, GP or dentist – ask the service for a copy of their complaints procedure, which will 

explain what you need to do. 

You may choose to make a complaint in writing, by email or by speaking to them. If you speak to them, 

they may be able to resolve your concerns without you having to go through the formal complaints pro-

cess. 

This is called a local resolution. It aims to resolve complaints quickly, and most cases are resolved at 

this stage. However, if you don't feel comfortable raising your concerns directly (or your problem wasn't 

resolved) and you would still like to make a formal complaint, follow the NHS complaints process.  

You may make a complaint to either the organisation that provided your healthcare or the organisation 

that commissioned that NHS service. The commissioning body will be either the local clinical commis-

sioning group (CCG) for hospital care, or NHS England for GP, dental, pharmacy and optical services.  

Time limit for NHS complaints 

You should make your complaint as soon as possible. The time limit for a complaint is normally: 

12 months from the date the event happened, or 
12 months from the date you first became aware of it 

 

Patient Advice and Liaison Services (PALS) 

You can get help and advice from Patient Advice and Liaison Services (PALS), whose officers are avail-

able in most hospitals. They offer confidential advice, support and information on health-related matters 

to patients, their families and their carers. 
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http://www.nhs.uk/NHSEngland/complaints-and-feedback/Pages/nhs-complaints.aspx
http://www.nhs.uk/NHSEngland/complaints-and-feedback/Pages/nhs-complaints.aspx
http://www.nhs.uk/nhsengland/thenhs/about/pages/authoritiesandtrusts.aspx#winding-down
http://www.nhs.uk/nhsengland/thenhs/about/pages/authoritiesandtrusts.aspx#winding-down
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NHS Complaints Independent Advocacy Service 

Individual local authorities have a legal duty to organise independent advocacy services to provide sup-

port for people who are making, or thinking of making, a complaint about their NHS care or treat-

ment. Find details for your local council on the GOV.UK website 

Contact your local PALS, complaints manager or local authority for information about how this service is 

provided in your area. 

 

Citizens Advice Bureau 

You can also get advice and support from your local Citizens Advice Bureau if you want to complain 

about the NHS, social services or local authorities. See their website for information on how to get ad-

vice from the Citizens Advice Bureau. 

 

Other options for making a complaint 

If you feel too uncomfortable to complain to the service provider directly, you can make a complaint to 

the commissioner of the services instead. NHS services are commissioned, planned and paid for by ei-

ther NHS England or clinical commissioning groups (CCGs). 

If you're unhappy with the response to your complaint after trying a local resolution, another option is to 

complain to the Parliamentary and Health Service Ombudsman. The ombudsman carries out independ-

ent investigations into complaints about government departments, their agencies and the NHS. You can 

call the ombudsman's complaints helpline on 0345 015 4033 or see their website for more information 

about contacting the ombudsman. 

 

You can also raise your concerns by contacting regulatory bodies, such as the Care Quality Commis-

sion. 

 

For more information, see about NHS complaints. 

 

http://www.nhs.uk/chq/pages/1084.aspx?categoryid=68 

 

https://www.gov.uk/find-your-local-council
http://www.nhs.uk/Service-Search/Patient-advice-and-liaison-services-(PALS)/LocationSearch/363
http://www.citizensadvice.org.uk/index/getadvice.htm?txt_search=&Search.x=25&Search.y=15
http://www.citizensadvice.org.uk/index/getadvice.htm?txt_search=&Search.x=25&Search.y=15
http://www.ombudsman.org.uk/
http://www.ombudsman.org.uk/make-a-complaint/contact-us
http://www.cqc.org.uk/
http://www.cqc.org.uk/
http://www.nhs.uk/NHSEngland/complaints-and-feedback/Pages/nhs-complaints.aspx
http://www.nhs.uk/chq/pages/1084.aspx?categoryid=68
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disabledviewuk@yahoo.com 

@disabledviewuk 

DisabledViewUk was set up out of a group discussion between Caregiver’s and Disabled People who 

were and still are concerned about the many systemic failings in our Society to date. 

There are far too many Issues that are affecting the wellbeing of Disabled People and Caregivers, with a 

proper consultation in place, a lot of safeguards could be reached and established to prevent the many of 

the Issues being experienced currently.  

3 major key factors have come to light and this was the grounds for the foundation of DisabledViewUk.  

• Independent Disability Commission 

• Positive Pathway Programme  

• National Support group for Disabled People, Caregivers and Advocates 

 

DisabledViewUk provides: Crisis support, member enquiry support, welfare advice support, we also con-

tact Government departments, Agency and Charities when required. We have supported members in 

highlighting their cases, raising them when required too parliamentary level.  To date we have had 100% 

positive outcome on every case we have supported.   

We have consulted on Government consultation at local and national level. 

As National Group DisabledViewUk is growing in membership every day.   

We are speaking out against the reforms as they stand, due to the systemic, on-going and fundamental 

failings. We are requesting a reconsideration of policies involved.  

Our main objective for 2016 is the foundation of The Independent Disability Commission, we are prepar-

ing draft document and calling for a National a consultation and discussion. We are non-political group 

looking to encompass the views of Disabled People, Caregivers, Charities, National Government, Local 

Government Bodies, all Political Parties, Employment Sectors, Health Sector, NHS, wellbeing and Social 

Care Agencies within the UK.  

To provide a Positive National Platform in Addressing, Establishing and Supporting the Rights of Disabled 
People and Caregivers. 

mailto:disabledviewuk@yahoo.com
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Warm Home Discount Scheme 

 

Extra help with gas and electricity bills during the winter months for pensioners and other vulnerable 

people from the Warm Home Discount Scheme. 

 

https://www.citizensadvice.org.uk/consumer/energy-supply/help-if-you-re-older-disabled-or-on-a-low-

income/warm-home-discount-scheme/ 
 

It has been confirmed the Warm Home Discount has been extended until 2021, with a yearly review. 

Applications for the core group should begin in July, the broader group in October. 

 

Also, the discount is applied to your electricity account, not gas. If you have a pre-payment meter, you 

will be sent a voucher to use to top up. Occasionally, the shop will put £70 on each but they aren't sup-

posed to. 

Core Group = Pensioners. They are automatically getting paid each year, they check the data with 

DWP. Only when they have been paid, do applications open for the broader. 

Broader Group = low income, DLA, PIP, children). Broader group funding is limited so it’s first come, 

first served - and each energy supplier will have their own criteria. 

Each energy supplier has its own criteria for the broader group. Anyone needing clarification should 

contact their own energy (electricity) supplier. 

Help for people on a low income - the Social Fund and other welfare schemes 

 

Information on community care grants, budgeting loans and crisis loans, and maternity grants, funeral 

payments and cold weather payments. 

 

https://www.citizensadvice.org.uk/benefits/help-if-on-a-low-income/help-for-people-on-a-low-income-the-social-fund-and-other-welfare-schemes/ 
 

https://www.citizensadvice.org.uk/consumer/energy-supply/help-if-you-re-older-disabled-or-on-a-low-income/warm-home-discount-scheme/
https://www.citizensadvice.org.uk/consumer/energy-supply/help-if-you-re-older-disabled-or-on-a-low-income/warm-home-discount-scheme/
https://www.citizensadvice.org.uk/benefits/help-if-on-a-low-income/help-for-people-on-a-low-income-the-social-fund-and-other-welfare-schemes/
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Groups we are affiliated to who help and sup-

port us: 

 

Fibro Family – You’re Not Alone –  

https://www.facebook.com/

groups/1645989475667771/ 

 

Fibro Support UK –  

https://www.facebook.com/

groups/818013851580139/ 

 

Fibromyalgia Awareness and Advocacy, Ire-
land -https://www.facebook.com/groups/
fmawarenessadvocacy/ 

 

Fibromyalgia Meet Up and Support, Leicester 
https://www.facebook.com/Fibromyalgia-Meet-
Ups-and-Support-Leicestershire-
907503995937440/?fref=ts 
 

Folly Pogs Fibromyalgia Research 

http://www.fibromyalgiasoutheast.org.uk/

index.html 

https://www.facebook.com/

FollyPogsFibroResearchUk/?fref=ts 

 

Hope 4 ME and Fibro, N. Ireland –  
https://www.facebook.com/groups/
newryandmourne.me.fms/ 
 

Juvenile Fibromyalgia Group –  

https://www.facebook.com/groups/
JuvenileFibromyalgiaUKSupport/ 

 

Trowbridge/Bath Fibro Coffee and Chat group 

bathfibrogroup@outlook.com 

Contact Julie 07952747682 

https://www.facebook.com/
groups/684090191612458/ 

Sophie’s ME Awareness Campaign –  
https://www.facebook.com/

groups/851991271478504/           
 
FIBRO FLARE MEET UP GROUP 
Don’t forget to check out our new group – putting 

you in touch with others in your area.  https://

www.facebook.com/fibromeetup 

 

 

Blogs 
 
Jo Moss -  
http://www.ajourneythroughthefog.co.uk 
 

Kronically Kayt 

http://kronicallykayt.blogspot.co.uk 

Maégan Boyle -  

https://aeganswrittenword.wordpress.com 

Barbara McLullich  
https://backpainbloguk.com/ 

 
 
 
 

Groups 

Fibro Mates North West Fibromyalgia 
Support Group 
Based in Liverpool.  Anne Pritchard - 
07912084549 

https://www.facebook.com/fibromates/ 

https://www.facebook.com/groups/1645989475667771/
https://www.facebook.com/groups/1645989475667771/
https://www.facebook.com/groups/818013851580139/
https://www.facebook.com/groups/818013851580139/
https://www.facebook.com/groups/fmawarenessadvocacy/
https://www.facebook.com/groups/fmawarenessadvocacy/
https://www.facebook.com/Fibromyalgia-Meet-Ups-and-Support-Leicestershire-907503995937440/?fref=ts
https://www.facebook.com/Fibromyalgia-Meet-Ups-and-Support-Leicestershire-907503995937440/?fref=ts
https://www.facebook.com/Fibromyalgia-Meet-Ups-and-Support-Leicestershire-907503995937440/?fref=ts
http://www.fibromyalgiasoutheast.org.uk/index.html
http://www.fibromyalgiasoutheast.org.uk/index.html
https://www.facebook.com/FollyPogsFibroResearchUk/?fref=ts
https://www.facebook.com/FollyPogsFibroResearchUk/?fref=ts
https://www.facebook.com/groups/newryandmourne.me.fms/
https://www.facebook.com/groups/newryandmourne.me.fms/
https://www.facebook.com/groups/JuvenileFibromyalgiaUKSupport/
https://www.facebook.com/groups/JuvenileFibromyalgiaUKSupport/
https://www.facebook.com/groups/684090191612458/
https://www.facebook.com/groups/684090191612458/
https://www.facebook.com/groups/851991271478504/
https://www.facebook.com/groups/851991271478504/
https://www.facebook.com/fibromeetup
https://www.facebook.com/fibromeetup
https://www.facebook.com/fibromates/
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Important Notice 
By Beth Urmston 

 
We have a bank account where you can transfer funds using online banking.  This means you do 
not have to use PayPal and will net us more of your donations as we will not have to pay their fees. 
 
Donate or pay for goods direct to the bank – when you pay £5 we will receive £5. 
Donate or pay for goods via PayPal – when you pay £5 we receive an average of £4.63. 
 
Our accounts are handled by Kate Lis who is a volunteer. 
 
For bank account details please contact Beth Urmston 
 
When making payments please add your initial and surname (e.g. B Urmston) in the reference. 
 
NB:  This only applies to UK donations and payments.  Overseas members should continue to use 
PayPal as bank charges for transfers from overseas cost approximately £25 per transaction.   
 

To ensure we remain safe and legal we will in future request that all PayPal payments for Goods/

Services are dealt with as such. 

 

We will have to forego approximately 5% of contributions but we hope to still be able to make the 

most of every penny we do receive. 

 

If you would like more information or help when making payments please contact Beth and she will 

be happy to guide you through the process. 

 

Our PayPal account is fibroflaremag1@outlook.com 

 
Remember to use Goods/Services when making payments. 

mailto:fibroflaremag1@outlook.com


Disclaimer 
  

The information provided within the magazine is for information and should not be used as an 
alternative to seeking the advice of a medical professional. 
 
In case of emergency call: 
UK: 999.  For out of hours advice, ring 111. 
USA: 911. 
EUROPE: 112.  This emergency number applies to all European countries. 
  
Links to other sites are provided for information only and do not constitute endorsements of 
those sites or any of the content or opinions provided therein. 
  
The information contained within the magazine aims to be as accurate as possible at the time 
of publishing.  The information contained herein is for support and general advice on-
ly.  Readers shall not hold Fibro Flare Magazine, or any associated persons or entities, liable 
for any use or misuse relating to the information provided. 
  
Readers should always consult with their medical practitioner regarding their own specific 
health issues. 
 
It is assumed all contributions, articles etc for inclusion in the magazine are those of the individ-
ual contributor or do not break copyright laws.  Neither Fibro Flare Magazine nor any of its as-
sociates can or will be held responsibility for these items. 
 
E&OE 

To all our regular contributors, our wonderful 
readers and everyone who has done anything 
to raise awareness in whatever way they were 
able this month and especially to those who 
donated.   

Email:      fibroflaremag1@outlook.com 

Facebook:   https://www.facebook.com/groups/fibroflare/ 

Website:   www.flaremag.co.uk 

Charity Registration No. 1170884 

mailto:fibroflaremag1@outlook.com
https://www.facebook.com/groups/fibroflare/
http://www.flaremag.co.uk

