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A CURE! 
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who need support and guidance to help them come to terms with their 

lifelong debilitating condition.  
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who have presented regularly over a 6 month period or more with unex-
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As an outlet for FMCFS/ME sufferers to share their experiences.  
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Thank you to everyone who has contributed to this months magazine.  
 
Contributors: 

Elyse Runacre – Features Editor 
Sara-Louise Williams – Graphic Design 
Ailsa Bancroft – Arts & Crafts 
Tina Leigh McDonald – Recipes 
Jeanne Hambleton – Journalist 
Beverley Barnett – Copy Editor 
Plus Guest contributions  

 

 

 

 

 

 

 
 
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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Hi to you all and a Very Happy New Year. 

 

There are many challenges facing us all once again this year, I hope we 

can improve on last year’s efforts.  Our members were amazing when it 

came to promoting International Fibromyalgia Awareness Day – match-

ing that effort this year would be awesome but exceeding it would be a 

dream come true. 

 

Are you up for it?  We really do need every one of you to do your bit – as much as you are 

able to.  This will always need everyone’s help and support if we are ever going to break the 

misconceptions surrounding fibromyalgia, myalgic encephalomyelitis and chronic fatigue. 

 

Please keep watching either on the support group/awareness group or in the magazine for 

ways to help.  You count, your health counts, but together we can make enough of an im-

pact to actually make a difference.  Do it for you, do it for your loved ones, and do it for the 

young ones.   

 

Hoping for a better future for us all – let’s hope 2017 is a year of change. 

 

We are introducing a few new sections to the magazine throughout the year, starting with 

mental health and we hope this will help in our work to support our members.  As we are all 

very aware, living with chronic pain and fatigue can be extremely isolating and many will suf-

fer from depression at some time due to these. 

 

As always, if you would like to share your experience of depression, stress or anxiety with 

others and offer advice or tips on how you have ‘fought and won’ please send to fi-

broflaremag1@outlook.com. 

 

If you want to play a proactive part in helping to raise awareness please join us in our 

awareness group https://www.facebook.com/groups/ffawareness/ 

 
fibroflaremag1@outlook.com 

www.flaremag.co.uk 

Beth X       

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


6 

Paingone – Review 
By Tina Leigh McDonald 

There are two versions now, a green one and an orange one. 
The green one is the original version, to activate this you need to 
click the button 30-40 times to generate the static shock, the or-
ange one, the newer version is a little more expensive but you 
click the button once to generate the static and once to end it. So 
if like me your hands and wrists are often sore then the Orange 
paingone is best.  

 
 
It's small enough to fit into a handbag or jacket pocket 
and is completely portable. Its battery operated so no 
need for wires or remembering to charge, it even 
comes with a set of batteries.  
 
The paingone is shaped like a pen with a metal strip 
at the top, this is your static connection, for it to work 
you must have your fingers round this, you then place 
the tip against the area of pain and click the on button 
count to 30 and click it off.  (Or click 30-40 times) 
 
There is no minimal or maximum usage and it can be 
used everywhere (except areas of the face and 
head), it comes with full instructions confirming all of 
this, easy to follow instructions.  
 
It's helped me a great deal, either when I need to wait 
to take next dosage of tablets or I'm unable to take 
them (not eaten etc.) 

 
 
When you click the button it generates small 
static shocks, some so minor you barely feel 
them, others a little more noticeable but not as 
high level as the ‘shock pulses’ you get from a 
tens machine and because you target specific 
areas, it's faster with no set up requirements.  
 
Easy to wipe over as its plastic and light to hold. 
It can be easily and safely shared.  
 
Can be used on almost everyone, with small re-
strictions on age/conditions all are listed in the 
guide.  
 
I'd definitely recommend it and score it 8/10 



Hyperbaric Oxygen Therapy - Petition 
Disappointing 

In the November issue of the magazine we requested your 

help to petition the government to have Hyperbaric Oxygen 

Therapy made available to fibromyalgia patients. 

With your help we succeeded in getting more than 10,000 

signatures and below is the response received from the De-

partment of Health. 

Whilst the response is disappointing it will have brought the 

matter to their attention.  We shall look at options to see how we may best be able to cam-

paign further during 2017. 

 
 

Government responded 

NHS England commissions high quality specialised pain services, delivered to agreed speci-
fication, for people with fibromyalgia whose pain cannot be controlled through routine NHS 
care. 
 
NHS England commissions specialised pain services for patients whose pain cannot be con-
trolled through routine NHS care where the usual approaches have failed. National commis-
sioning means patients can access a high quality service, delivered to agreed specification, 
wherever they live. 
 
Although there is no cure for fibromyalgia, some treatments can ease symptoms and support 
improved quality of life for patients. The treatments offered will depend on the severity of a 
patient’s condition, but may include: pharmacological pain relief; physiotherapy; dietary and 
exercise advice; counselling or cognitive behavioural therapy; and self-management pro-
grammes which aim to give patients the skills and confidence to manage their conditions 
more effectively. There are also a number of NHS Trusts that offer specialist fibromyalgia 
clinics, such as the Royal National Hospital for Rheumatic Diseases in Bath, which patients 
can access on referral from the clinician responsible for their care. 
 
In April 2013, NHS England published a clinical commissioning policy for hyperbaric oxygen 
therapy (HBOT) which sets out that HBOT will only be commissioned for the following indica-
tions: decompression illness; gas embolism; acute carbon monoxide poisoning. This policy is 
currently under review. NHS England will only commission those treatments or interventions 
that have published evidence of efficacy and improved outcome. For this reason HBOT is not 
offered for patients presenting with conditions other than those listed in the published policy. 
Patients with other conditions who are seeking HBOT would need to make an Individual 
Funding Request (IFR) and demonstrate clinical exceptionality. Both the HBOT policy and 
guidance on the IFR process can be found at the following links: 
www.england.nhs.uk/commissioning/wp-content/uploads/sites/12/2013/10/d11-p-a.pdf 
Department of Health 
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But there is hope 

One of our members… Sandy Evans 

“I forgot that last week when I went for hbot we had some junior doctors there talking to a 

few people, I missed them as I was in the tank but my daughter spoke to them and gave 

them an update on what it is doing for me and what condition I have and they seemed very 

interested.  She also told them that she thinks it would be good to have on the NHS be-

cause it does give someone back some kind of life. She said that they were taking notes 

and they really were genuinely interested. I know it’s only a pebble in an ocean but it’s still a 

small something. I think it is the new doctors that are coming out now that can help us more 

than the old stuck in the muds. If I hear any more or get any updates from their visit I will let 

you know”.  
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Arts and Crafts 

Floristry is a new hobby 
By Ailsa Bancroft 

When I took early retirement in January 2015 I wondered what I was going to do after I had 

had a good rest to recover from the stress of working.   I have always done hobbies right 

from an early age. I knit, I do cross stitch, tapestry and make cards etc.  I have tried crochet-

ing but sadly I can’t hold the wool with my left hand and I fancied something that I hadn’t 

done before. I decided on floristry and bought a book on it. Then the local community college 

course guide came out  and I discovered a 10 week course covering the basics, handling 

flowers, conditioning them and arranging them  I signed up wondering whether or not I would 

be able to manage it without getting too exhausted.  I thoroughly enjoyed the course. Learnt 

new skills and met new friends - just what I needed. Yes it was hard word, yes I was tired 

when I got home but it got me hooked. 

On the course we made buttonholes, wrist corsages, Christmas arrangements, tied bou-

quets, posy arrangements.  Following that I decided to do my level 1 in Floristry, more or less 

the same group of people that was on the taster course and again I went through can I do it?  

Will I be exhausted etc.?  But again I loved it.  

Here are some photos of my creations  
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Launched in September 2015 Smile:)MK is a project aimed at supporting people by provid-
ing access to various courses free of charge. Courses are delivered by various provid-
ers across Milton Keynes and offer the space to focus on improving mental wellbeing in a 
low-stress, supportive environment. 
Some courses are more practical such as arts and crafts while others focus in particular on 
improving personal relationships, confidence and recognising and overcoming stress trig-
gers.  
 
Courses vary in length from short two-hour workshops through to longer 10 week courses 
and are being delivered in various locations around Milton Keynes. 
 
The courses we currently have on offer are: 
 
Photography (PDF, 103KB) - Mondays 1pm-4pm starting 16th May 2016 
 
Zentangling (PDF, 197KB) - Mondays 10am-12pm starting 6th June 2016 
 
Mosaics (PDF, 126KB) - Wednesdays 1pm-3pm starting 8th June 2016 
 
Expressive Art (PDF, 134KB) - Thursdays 10am-2pm starting 9th June 2016 
 
Art for Wellbeing (PDF, 137KB) - Fridays 10am-12pm starting 10th June 2016 
 
Meditation and Relaxation Techniques (PDF, 145KB) - Fridays 11am-12.30pm starting 17th 
June 2016 
 
Anger Awareness (PDF, 104KB) - Wednesdays 7pm-9pm starting 6th July 2016 
 
Confidence Building (PDF, 197KB) - Thursdays 9:30am-2.30pm starting 14th July 2016 
 
Mindfulness (PDF, 104KB) - Tuesday 26th July and Thursday 28th July 2016 7pm-9pm 
 
Top Ups for Wellbeing (PDF, 107KB) - Throughout July 10am-12pm 
 
To find out more about the project, and other courses on offer, or to enrol please contact 
the Adult Learning team at Community Learning  
 
MK on 01908 556700or email Jane Sharp 

https://www.milton-keynes.gov.uk/assets/attach/36953/Photography%20Flyer%20May%20-%20June.pdf
https://www.milton-keynes.gov.uk/assets/attach/36956/Zentangling%20Flyer%20June%20-%20July.pdf
https://www.milton-keynes.gov.uk/assets/attach/36957/Mosaics%20Flyer%20June%20-%20July.pdf
https://www.milton-keynes.gov.uk/assets/attach/36958/Expressive%20Art%20flyer.pdf
https://www.milton-keynes.gov.uk/assets/attach/36959/Art%20for%20Wellbeing%20flyer.pdf
https://www.milton-keynes.gov.uk/assets/attach/36960/Meditation%20Flyer%20June.pdf
https://www.milton-keynes.gov.uk/assets/attach/38883/Mind%20Anger%20Awareness%20flyer%20July%2016.pdf
https://www.milton-keynes.gov.uk/assets/attach/36961/Confidence%20Building%20April%2016%20flyer.pdf
https://www.milton-keynes.gov.uk/assets/attach/39002/Mind%20Mindfulness%20flyer%20July%2016.pdf
https://www.milton-keynes.gov.uk/assets/attach/38884/Mind%20top%20up%20for%20wellbeing%20flyer%20July%2016.pdf
mailto:jane.sharp@milton-keynes.gov.uk?subject=Smile%3A)MK
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Last Month, I asked the question….. 

Which one symptom do you find easiest 

to cope with? 

22 People responded to the question.   Thank you.   

The result:  TOP 3 EASIEST SYMPTOMS TO COPE WITH. 

 

 

 

Other symptoms mentioned were – sensory overload, light sensitivity, allergies and restless 

leg syndrome.  

Here are some of the comments that we received:  

Fatigue – I just go to sleep when needed. 

General pain – as there are many things that I can do to control, reduce or distract to 
`ease` it.  A flare is a different matter though. 

Brain fog – is the easiest to deal with and has taught me to see the funny side of the 
mistakes I keep making. 

Allergies – I just avoid all suspect substances. 

Light sensitivity – I always have my sunglasses in my bag.  

 
    

    By Elyse Runacre 

SYMPTOM NUMBER OF PEOPLE 

General Pain 10 

Fibro Fog 7 

Fatigue 5 

The Great Debate 
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Aqua Therapy 
By Tina Leigh McDonald 

Aqua Massage and the how this can make massage for 
sufferers more manageable. 
 
I’m Caroline and I have been a Massage Therapist for 18 
years. Before this I had a very hectic life and a very busy, 
stressful job in sales and event management. It was whilst 
having a massage on a beach in Barbados feeling totally 
frazzled, that I had a light bulb moment! 
 
When I returned home I decided to research massage 
courses and went on to train in Massage, Aromatherapy 
and Reflexology and found my true vocation! 
 

I simply love offering holistic treatments and there is nothing more rewarding than helping 
people relieve their pain, or to just simply relax! 
 
I decided to train further and specialise in Pregnancy massage and also back pain man-
agement and I recently discovered a new massage tool in the form of Aqua Massage. This 
therapy has been a real hit with my back pain suffering clients for various reasons. 
What is Aqua massage? 

 
Aqua massage is a massage treat-
ment that is performed on warm 
water cushions that are placed on 
a massage couch. 
 
The client lies face up and does 
not have to turn over, which is ide-
al for people who do not like to lay 
face down. The therapist works be-
tween the cushions and the client's 
body using upward pressure. The 
warm water relaxes the muscles 
and the water supports the body, 
this gives a sensation of floating. 

 
Aqua massage is suitable for all ages and it is particularly suitable in the later stages of 
pregnancy and can be very beneficial in helping to relieve pain and tension associated with 
medical conditions such as Parkinson's, MS, ME, arthritis fibromyalgia and muscle strains, 
as well as helping with postural correction. 
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What to expect from an Aqua massage Treatment? 
 
You will be asked to undress; top half for back massage, or down to underwear for full body 
treatment (a bikini can be worn for those who don’t want to wear underwear) and you will 
be helped onto couch. Clients are covered with a soft fleecy throw and the warm water 
filled therapy cushion instantly relaxes the muscles as the body is fully supported by the 
cushion as it moulds to the contours of your body shape. 
 
Clients lay face up on the heated cushion, with a bolster cushion beneath the knees allevi-
ating any pressure from the lower back meaning that they are completely comfortable 
thought their treatment. 
 
The heat and massage combination is very soothing and feedback from the many clients 
who have already switched to Aqua Massage say it is twice as effective at helping to com-
bat neck and back pain. 
 
 
 
 

Prices 
Prices start from £25 (but other companies prices may vary) 
 
Contact 
For more information,  
please contact me on: 07789882005  
or email: carolineldennis@yahoo.co.uk  
website: www.thenailandbodyrefinery.co.uk 
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Clinical Trial for new drug to treat 
pain in patients with fibromyalgia 

My name is Paula; I am 54 years old and have been suffering with chronic pain for many 

years. I was diagnosed as having fibromyalgia 6 months after a car accident in 2012.  

Unfortunately for me, I have been unable to find suitable treatment to help with the debili-

tating symptoms I experience on a daily basis, either from the NHS or from various alterna-

tive therapies. I saw an advertisement for a new drug trial on Facebook, and decided to 

find out more about this as I was desperate to find some relief and improve my quality of 

life.  

I contacted the clinic and was invited to attend the clinic to get more information about the 

study and to be assessed for suitability to participate in the study.  I went along with my 

daughter on the 7
th
 September 2015.  

I was accepted onto the study which was a randomised double blind placebo and active 

controlled study of DS-5565 (mirogabalin). I was told that I had to come off all other pain 

medication (with the exception of paracetamol), antidepressants, and any supplements.  I 

worked with my GP to titrate my dose down and be off medication before the study start 

date of 27
th
 October 2015. Although I was nervous of coming off the morphine etc., I also 

was interested to see if I could manage without as the side effects were concerning me.  

I committed to the randomised trial, which would last 22 weeks and require me to travel 

from Liverpool to Manchester on at least 12 occasions. The journey would take anything 

from 50 minutes to 2 hours depending on traffic.  The 

visits would be between 1-3 hours long depending on 

tests needed, and transport was provided or petrol 

money.  I did everything that was asked of me, includ-

ing completing a daily electronic record of drugs taken 

and pain levels, complying with no other drugs, and 

visiting the clinic for testing regularly. The tests includ-

ed blood pressure, blood tests, ECG monitoring, 

checks to my eyes, weight, and a barrage of question-

naires to check my mental state. I felt like I had been 

overhauled and given the equivalent of an MOT.  It 

was very hard coming off drugs I had relied on for 

many years; my pain levels were much higher than 

before, my sleep pattern very erratic or none existent.  
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As this was a randomised controlled trial I was not told if I was being given the proper 

drug, pregabalin or a placebo. I did feel some relief from pain on the trial, however my 

sleep was still erratic and I did struggle to manage on a daily basis. However, I stuck with 

the trial as I had been promised the proper drug for 12 months in an extended study if I 

completed the first random study.  

I was transferred onto the extended trial on the 2
nd

 February 2016 and was given the trial 

drug. At last I knew what I was taking! I was thrilled as I felt more pain relief, and an im-

provement in sleep straight away. Two week in my dose was increased, and the pain relief 

improved and I began sleeping 5-6 hours a night (which I hadn’t done for many years). I 

renewed my commitment to MAC clinical research and agreed to participate for another 

12 months, agreeing to visit the clinic 24 times over the year, with the same restrictions on 

other drugs as before, and completing the electronic diary. Each visit to the clinic involved 

speaking to one of the doctors, they would ask how things were going, do any necessary 

checks and complete mandatory questions about safety – including any suicidal or self-

harm thoughts.  

At the beginning of August 2016, six months into the extended trial I began to have dark 

thoughts, I didn’t care if I was alive or not, and wished not to wake up from sleep. I had 

suffered with depression before due to pain and fibromyalgia, but had always wanted to 

live. As this was something new for me, I rang the clinic for advice. I spoke to one of the 

doctors who asked me to come into the clinic the next day to speak to a psychiatrist, and 

not to take any more of the medication. I thought I was going to be helped with these 

thoughts, and possibly change the dosage of the medication. I was surprised therefore to 

be in the clinic for over 3 hours, with lots of tests, and questionnaires, all medication taken 

from me and me removed from the study. I was sent home in a taxi feeling dazed, with no 

information regarding washout period for the trial drug or what would now be safe for me 

to take. I felt I was treated like a number and discharged as I was of no further use to the 

study. I was advised to speak to my GP and if the dark thoughts continued to refer myself 

to a psychiatric unit.  

Luckily, I got an appointment with my GP the next 

day, by this time I was now in a lot of pain, not sleep-

ing and feeling suicidal. My GP was unsure what to 

prescribe for me, and tried contacting MAC with no 

success. I took all my paperwork along, but as this 

was a trial drug there was no protocol or advice for 

interactions with other medication. My GP felt his 

hands were tied, and suggested paracetamol, with no 

idea of withdrawal rate or what he could safely pre-

scribe in its place.  He referred me to see a counsel-

lor – however there was a four month waiting list, and 

I felt a lot could happen in that time.  
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I got back in touch with the doctor at MAC and was told I could take a low dose pain killer 

and they would send the details through to my GP.  I was two weeks in agony, left to my 

own devices by the time this was sorted and I was offered a very low dose pain killer. The 

withdrawal symptoms were horrendous; I was shaking from head to toe, sweating then 

shivering, vomiting and diarrhoea, still the dark thoughts, I just wanted everything to end. I 

don’t know how I got through that, it lasted for two weeks!  

I reached out to private counsellors, and had my first counselling session on 2
nd

 Septem-

ber 2016. I had also started gradually increasing the new painkiller from my GP and am 

finding some relief from the end of October – three months after coming off the trial.  

In my previous life I was a postgraduate researcher, so knew about academic research 

protocols and what to look for to assess viability of the study. I carefully checked all of the 

information given to me, with each study having a 17 page study protocol.  There was 

however no procedure for terminating the study early and the protocol only refers to the 

natural end at the end of the year. I felt I had done my homework prior to contacting the 

study centre, and looked up all research into the new drug.  Nothing prepared me for the 

way I was treated in the end.  

To me, I had held up my end of the deal, I committed to both studies, stuck to the criteria 

of not taking any other drugs and took the study drugs as instructed. I attended the clinics 

when needed and completed both the electronic data entry and questionnaires at the cen-

tre. I felt I had been treated very badly by the staff and that they should amend the proto-

col to protect other participants who may have to leave early for various reasons. I have 

complained to the centre, and although they were sympathetic I don’t believe anything will 

change. I did however discover that previous trials had found if participants had depres-

sion or felt suicidal that this could be amplified by the drug and this is why they removed 

the drug from me so abruptly. I was never told this prior to or during participation.  

As you can imagine, this experience has put me off participating in any other clinical trials. 

I just wanted to warn other people what to realistically expect when considering trials. I 

know how desperate we can all feel when conventional medicine is of little help, and you 

just hope something will work to end the barrage of symptoms we suffer on a daily basis. 

If anyone has any questions for me, I am happy to help if I can.  
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Think Twice about Adding Salt... 
By Jeanne Hambleton 

Do you try to be careful about the amount of salt in your diet? Are you pretty sure you are 

eating about the right amount of salt (also known as sodium chloride) every day, according 

to what most experts recommend? You may be wrong about that. 

Even if you throw your salt shaker away, you may still be taking in 

a lot of sodium — especially if you eat processed or prepared 

foods. In fact, the majority of sodium in the daily diet comes from 

such foods, which are often found on supermarket shelves and in 

restaurant meals. 

In the States, the U.S. Food and Drug Administration (FDA) is 

working to gradually reduce the amount of sodium added to foods. 

The FDA has released a draft guidance for industry that would set 

voluntary goals for reducing sodium levels in processed and pre-

pared foods. The targets focus on the sodium added to your foods 

by manufacturers and restaurants before you eat them—not on 

the salt you add on your own either when cooking or at the table. 

The goal is to help consumers gradually reduce their daily sodium 

intake to 2,300 milligrams (mg) per day. That is about roughly one teaspoon of salt, the dai-

ly consumption amount recommended in federal dietary guidelines. Today, Americans and 

possibly us, consume an average 3,400 mg per day, almost 50 percent more than is gener-

ally recommended. That is putting health at risk. 

“It’ is no easy task for consumers to consume the recommended amount of sodium in their 

diets,” says Susan Mayne, Ph.D., director of FDA’s Centre for Food Safety and Applied Nu-

trition. 

 “We want to help reduce the amount of sodium across the entire food supply by setting 

reasonable goals. There are few interventions that could potentially have as great an overall 

benefit to public health,” said Susan Mayne. 

 

Why is Too Much Sodium a Serious Problem? 
The words “sodium” and “salt” are often used interchangeably, but there is a difference. The 

salt you sprinkle onto your meal or add while cooking is a crystal-like compound (40 percent 

sodium and 60 percent chloride); sodium, a mineral, is one of the elements found in salt. 

Salt is how sodium is most often consumed: Between personal use and the salt added to 

processed and prepared foods, at least 95 percent of the sodium in our diets comes in the 

form of salt. 
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Sodium (which the body needs a certain amount to 

function properly) occurs naturally in many foods, in-

cluding celery, beets and milk. And as a food ingredi-

ent, sodium — whether from salt or other sodium-

containing ingredients — has many uses, such as 

thickening, enhancing flavour, and preserving foods. 

The problem is too much sodium in the diet can lead 

to high blood pressure and is a leading cause of heart 

disease and stroke. Reducing sodium in foods could 

prevent hundreds of thousands of premature deaths 

and illnesses over a decade. 

 

 

According to the Centres for Disease Control and Prevention, the numbers paint a sobering 

picture. 

 90 percent of American adults eat more sodium than is recommended. 
 Children and adolescents are eating too much sodium too, ranging from 2,900 mg per 
day for kids 6 to 10 years old, to 3,700 mg for teens age 14 to 18. 
 The recommended upper limits for sodium consumption for children under 14 are lower 
than the 2,300 mg limit recommended for older teens and adults. The recommended upper 
limits for children are 2,200 mg per day for ages 9 to 13; 1,900 mg for ages 4 to 8; and 
1,500 mg for ages 1 to 3. 
 
There is evidence that children who eat higher sodium foods carry that pattern into adult-

hood. One in three Americans have high blood pressure, and in African Americans, that 

number increases to almost half. 

 

What Kinds of Food Can Be High in Sodium? 
Processed or prepared foods that are high in sodium include pizza, sandwiches, deli meats, 

pasta dishes, snacks, salad dressings, soups, and cheese. 

But do not rely on your taste buds, alone. Foods high in sodium does not always taste salty. 

While pickles quickly give themselves away, sweet-tasting cereals and pastries also have 

sodium. In addition, while one serving of a food, like a slice of bread, may not have a lot of 

sodium, if you eat it several times a day it can add up and you may be consuming more so-

dium than you realize. 

 

The Proposed Solution 
The FDA is taking an approach to adjusting sodium levels that builds on progress already 

made by the food industry. The agency has released two 10-year draft targets that will es-

tablish a system for measuring progress. Many products in the food supply may have al-

ready achieved the short-term draft targets. The broader adoption is estimated to reduce   

sodium intake from 3,400 to 3,000 mg per day. 
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The long-term draft targets aim to further reduce daily sodium intake to 2,300 mg per day. 

These targets are more challenging for industry to meet, and may require innovation in the 

development of new technologies and product formulations. 

 

People generally do not notice small reductions (about 10 to 15 percent) in sodium and, 

over time, taste buds get used to larger changes, especially if they are made incrementally. 

So the FDA’s approach allows consumers to gradually become accustomed to the taste of 

foods that have less sodium. 

 

“This is not a ‘one-size-fits-all’ approach. Sodium plays different roles, depending on the 

food, and each food has a different potential for sodium reduction,” says Kasey Heintz, a 

biologist in the FDA’s Office of Food Additive Safety. 

 

In salad dressings, for example, the FDA found a variety of sodium content levels among 

top-selling products and a good deal of potential for reduction. The FDA also sees the po-

tential for significant reductions in many snack foods.  

 

The draft guidance document outlines targets for about 150 subcategories of foods within 

16 major food categories that contribute to sodium intake, says Heintz. 

 

The FDA estimates that this strategy could yield annual benefits of $70 billion a year or 

more in improved health and longevity, as well as in reduced or delayed medical expens-

es. 

The proposed targets also apply to foods prepared in restaurants and other food service 

establishments. According to the U.S. Department of Agriculture’s Economic Research 

Service, almost half of every food dollar is spent on food consumed outside the home. 

 “We know that many companies have already taken steps on their own to reduce sodium 

in certain foods, but our food supply is still too high in sodium,” said FDA Susan Mayne. 

 “There is important work to be done. People will always have the choice to add salt to 

their foods. What they do not have now is the choice to take it out,” she said.  
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Chronic Pain  

and Mental Health 
By Beth Urmston and Elyse Runacre 

Here at the magazine we have decided to start another new column.  This will be a regular 

column in which we will be exploring the link between chronic pain and explaining issues 

such as depression, anxiety, paranoia and suicide.  In doing so not only do we want to in-

form our readers, but we also want to raise awareness that these serious conditions are 

just as real as fibromyalgia is.  Hopefully, by opening up this Pandora’s Box we will be able 

to reach out to those who are suffering in silence and let them know that they are NOT 

alone.   

Both Beth and I have personal experience of these conditions (as do so many of you).  But 

we cannot run this important column without help from YOU the readers.   

If you would like to help us and are willing to share your experiences of these conditions 

please get in touch with me – Elyse Runacre. 

If you are on Facebook please private message me or you can email 

me –  

fibroflaremag1@outlook.com 

Many thanks in advance.  

mailto:fibroflaremag1@outlook.com


Depression 

 

This may not be the happiest subject to start the New Year on but given the increased risks and 

having lost a couple of ‘fibro friends’ this way as well as being a ‘suicide survivor’ myself I am aware 

of how lacking professional support services are in helping combat depression and prevent suicide 

for those who suffer from chronic pain. 

(Pic Baltic essentials) 

For many it is not easy to speak out and admit they are feeling depressed or suicidal and this is 

where online support groups can make a difference, knowing someone is there, they are listening 

and more importantly they do understand. 

You will not be considered weak or selfish.  Suicidal thoughts come from despair – “will this never 

end”, “I cannot cope with this any longer”, “I have become a burden to my loved ones and they 

would be better off without me”. 

These may not be rational thoughts to someone who has never experienced severe or long-term 

depression but they are extremely rational to those who have been there. 

In the short-term people are there and try to do what they can but when it comes to long-term 
then I’ve found you’re on your own. 
 
There’s a huge amount of information regarding low mood and depression on the internet.  We 
cannot possibly hope to cover everything but we hope to be able to offer an insight and signpost 
readers to helpful sites and also offer tips on how to cope. 
 
 
Abstract from www.ncbi.nlm.nih.gov 

Fibromyalgia is associated with an increased rate of mortality from suicide. In fact, this disease is 

associated with several characteristics that are linked to an increased risk of suicidal behaviours, 

such as being female and experiencing chronic pain, psychological distress, and sleep disturbances. 

However, the literature concerning suicidal behaviours and their risk factors in fibromyalgia is 

sparse.  
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Do you consider yourself depressed? 
 
This test will help you to assess whether you could be suffering from depression. Give 
answers based on how you've been feeling during the last two weeks. 
 

http://www.nhs.uk/Tools/Pages/depression.aspx 
 

 
 

If you have pain, you may also have anxiety, irritability, and agitation. These are normal 

feelings when you're hurting. ... But with chronic pain, you may feel constantly tense and 

stressed. Over time, the stress can result in different emotional problems associated 

withdepression.7 Oct 2016 

Depression and Chronic Pain: Causes and Treatments - WebMD 
www.webmd.com/depression/guide/depression-chronic-pain 

 

http://www.nhs.uk/Tools/Pages/depression.aspx
http://www.webmd.com/depression/guide/depression-chronic-pain


Low mood and depression 

Difficult events and experiences can leave us in low spirits or cause depression. 

It could be relationship problems, bereavement, sleep problems, stress at work, bullying, 

chronic illness or pain. 

Sometimes it's possible to feel down without there being an obvious reason. 

What's the difference between low mood 
and depression? 

A general low mood can include: 

 Sadness 

 feeling anxious or panicky 

 Worry 

 tiredness 

 low self-esteem 

 Frustration 

 anger 

However, a low mood will tend to lift after a few days or 

weeks. 

Making some small changes in your life, such as resolving a difficult situation, talking about 

your problems or getting more sleep, can usually improve your mood. 

A low mood that doesn't go away can be a sign of depression. Symptoms of depression can 

include the following: 

 low mood lasting two weeks or more 

 not getting any enjoyment out of life 

 feeling hopeless 

 feeling tired or lacking energy 

 not being able to concentrate on everyday things like reading the paper or watching tele-

vision 

 comfort eating or losing your appetite 

 sleeping more than usual or being unable to sleep 

 having suicidal thoughts or thoughts about harming yourself 

 

Read more about the symptoms of depression. 

Depression can also come on at specific points in your life, such as the winter months 

(seasonal affective disorder, or SAD) and after the birth of a child (postnatal depression). 

When to get help for low mood or depression 

Whatever the cause, if negative feelings don't go away, are too much for you to cope with, 

or are stopping you from carrying on with your normal life, you may need to make some 

changes and get some extra support. 
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http://www.nhs.uk/LiveWell/bereavement/Pages/bereavement.aspx
http://www.nhs.uk/Livewell/insomnia/Pages/insomniahome-OLD.aspx
http://www.nhs.uk/Conditions/stress-anxiety-depression/Pages/workplace-stress.aspx
http://www.nhs.uk/livewell/bullying/pages/bullyinghome.aspx
http://www.nhs.uk/Livewell/Pain/Pages/10painself-helptips.aspx
http://www.nhs.uk/Conditions/stress-anxiety-depression/Pages/understanding-panic.aspx
http://www.nhs.uk/Livewell/tiredness-and-fatigue/Pages/tiredness-and-fatigue.aspx
http://www.nhs.uk/livewell/mentalhealth/pages/dealingwithlowself-esteem.aspx
http://www.nhs.uk/Conditions/stress-anxiety-depression/Pages/about-anger.aspx
http://www.nhs.uk/LiveWell/sleep/Pages/sleep-home.aspx
http://www.nhs.uk/Conditions/Suicide/Pages/Getting-help.aspx
http://www.nhs.uk/conditions/self-injury/Pages/Introduction.aspx
http://www.nhs.uk/Conditions/Depression/Pages/Symptoms.aspx
http://www.nhs.uk/Conditions/stress-anxiety-depression/Pages/winter-blues-SAD.aspx
http://www.nhs.uk/conditions/postnataldepression/pages/introduction.aspx
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If you're still feeling down after a couple of weeks, talk to your GP or call NHS 111. Your GP 

can discuss your symptoms with you and make a diagnosis. 

What types of help are available? 

If you are diagnosed with depression, your GP will discuss all of the available treatment op-

tions with you, including self-help, talking therapies and antidepressants. 

Self-help 

Whether you have depression or just find yourself feeling down for a while, it could be worth 

trying some self-help techniques. 

Life changes, such as getting a regular good night's sleep, keeping to a healthy diet, reducing 

your alcohol intake and getting regular exercise, can help you feel more in control and more 

able to cope. 

Self-help techniques can include activities such as meditation, breathing exercises and learn-

ing ways to think about problems differently. Tools such as self-help books and online coun-

selling can be very effective. 

If your GP has prescribed antidepressants, it's important that you carry on taking them. 

Talking therapies 

There are lots of different types of talking therapies available. To help you decide which one 

would most suit you, talk to your GP. 

In some areas, you can refer yourself directly to your local psychological therapies service.  

Antidepressants 

Antidepressants are commonly used to treat depression. There are several types available. 

If your GP prescribes you antidepressants, they will discuss the different types and which one 

would suit you best. 

 

When to seek help immediately 

If you start to feel like your life isn't worth living, or that you want to harm yourself, get help 

straight away. 

Either see your GP or call NHS 111. You can also call Samaritans on 116 123 for 24-hour 

confidential, non-judgemental emotional support. 
 

Dr Chris Williams explains what you can do to help yourself cope with low mood and depres-

sion. This podcast is one of an eight-part series for Moodzone. 

 

http://www.nhs.uk/Conditions/stress-anxiety-depression/Pages/low-mood-stress-anxiety.aspx 

 

http://www.nhs.uk/LiveWell/sleep/Pages/sleep-home.aspx
http://www.nhs.uk/Livewell/Goodfood/Pages/Healthyeating.aspx
http://www.nhs.uk/Livewell/alcohol/Pages/Tipsoncuttingdown.aspx
http://www.nhs.uk/Livewell/alcohol/Pages/Tipsoncuttingdown.aspx
http://www.nhs.uk/Conditions/stress-anxiety-depression/Pages/exercise-for-depression.aspx
http://www.nhs.uk/Conditions/stress-anxiety-depression/Pages/ways-relieve-stress.aspx
http://www.nhs.uk/Conditions/stress-anxiety-depression/Pages/Self-help-therapies.aspx#books
http://www.nhs.uk/Conditions/online-mental-health-services/Pages/introduction.aspx
http://www.nhs.uk/Conditions/online-mental-health-services/Pages/introduction.aspx
http://www.nhs.uk/ServiceDirectories/Pages/ServiceSearchAdditional.aspx?ServiceType=TherapyAndCounsellingServices
http://www.nhs.uk/Conditions/stress-anxiety-depression/Pages/low-mood-stress-anxiety.aspx
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Anti-depressants explained  
One of the treatments that your GP might offer you to help treat depression is anti-

depressants.  These drugs have a stigma attached to them and cause concern to some 

people that are offered this treatment. 

Anti-depressants can also be offered to fibromyalgia patients to help ease other symptoms.  

These include restless leg syndrome, anxiety, insomnia and the generalised pain that fi-

bromyalgia warriors can suffer with.  If you are unsure as to why you have been prescribed 

this treatment, ask your GP to explain.  

There are different types of anti-depressants 

 (SSRI`s) Selective serotonin reuptake inhibitors. 

 (SNRI`s) Serotonin and norepinephrine reuptake inhibitors. 

 (MAOI`s) Monoamine oxidase inhibitors. 

 Tricyclic’s and tricyclic-related  

You may find that you need to try out a few different types/ different doses before you find 

one that works for you. It normally takes between 4-6 weeks for these drugs to start working 

properly.  (Luckily for me the second one that I tried really helps.) 

The new style anti-depressants - (SSRI`s) Selective serotonin reuptake inhibitors: 

The main action of this group of drugs is to increase serotonin levels in the central nervous 

system. Thus stabilizing your mood. These are the most commonly used medications and 

include – 

 Fluoxetine 

 Citalopram 

 Sertraline 

 Paroxetine 

 Escitalopram 

(SNRI`s) Serotonin and norepinephrine reuptake inhibitors 

The main action for this group of drugs is to increase the norepinephrine levels in your cen-

tral nervous system.  Again this stabilizes your mood. 

 Venlafaxine 

 Duloxetine 

These 2 groups, are considered to be the `new style` antidepressants.  They are popular 

because they do not cause as many side effects as the `old style` ones.  The `old style` 

ones are still used though. 
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However, as with all medications there are some side effects.  The most common from the 

SSRI`s & SNRI`s are- 

Nausea/vomiting 
Diarrhoea 
Sleepiness 
Weight gain 
Sexual problems 
 
The Old style anti-depressants 

(MAOI`s) Monoamine oxidase inhibitors 

 Phenelzine 

 Isocarboxazid 

 Moclobemide 

 

Tricyclic’s and tricyclic-related  

 Clomipramine 

 Nortriptyline 

 Desipramine 

 

The most common side effects of these are – 

Weight Gain 
Drowsiness 
Dry mouth  
Constipation 
Sexual dysfunction 
Blurred vision  
Dizziness 
 

All side effects should be reported to your GP.  Anything more serious than those listed 

should be reported immediately.  

 

NEVER JUST STOP taking anti-depressants.  Doing so can be    

extremely dangerous.  If you wish to stop taking them discuss it 

with your GP so as you can be closely monitored whilst you are 

weaned off of them.   
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Help 
 
MIND - http://www.mind.org.uk/ 
Mind 
15-19 Broadway, Stratford, London E15 4BQ 
T: 020 8519 2122, F: 020 8522 1725 
e: supporterservices@mind.org.uk 

 

Mind Cymru 
3rd Floor, Castlebridge 4, Castlebridge 
5-19 Cowbridge Road East 
Cardiff CF11 9AB 

T: 029 2039 5123 
e: supporterservices@mind.org.uk 

 

Scotland and Northern Ireland 
unfortunately we do not currently work in Scotland or Northern Ireland. If you are from 
either of these areas and are looking for mental health information, advice or support, 
you may find the following organisations helpful: 
The Scottish Association for Mental Health 
The Northern Ireland Association for Mental Health 
 
The Samaritans - http://www.samaritans.org/ 
UK - 116 123 
USA - 1 (800) 273-TALK http://www.samaritansusa.org/ 

Australia – 135 247 http://www.thesamaritans.org.au/ 

Canada - https://crisiscentre.bc.ca/distress-phone-services/ 

 

Distress Services: 

Greater Vancouver 604-872-3311 

Toll Free – Howe Sound and Sun-
shine Coast 

1-866-661-3311 

TTY 1-866-872-0113 

BC-wide 1-800-SUICIDE (784-2433) 

Online Service for Youth www.YouthInBC.com 

Online Service for Adults www.CrisisCentreChat.ca 

Seniors’ Distress Line 604-872-1234 

Mental Health Support (BC-wide) 310-6789 

http://www.mind.org.uk/
http://www.samh.org.uk/
http://www.niamhwellbeing.org/
http://www.samaritans.org/
http://www.samaritans.org/how-we-can-help-you/contact-us/calling-samaritans-roi
http://www.samaritansusa.org/
http://www.thesamaritans.org.au/
https://crisiscentre.bc.ca/distress-phone-services/
http://www.youthinbc.com/
http://www.crisiscentrechat.ca/
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Mental health budgets 
'Still being cut despite pledge' 

By Sophie Hutchinson Health correspondent, BBC News 

Neil Jewell died after being unable to access the care he needed 

Mental health trusts in England 
are still having their budgets cut, 
despite government assurances 
they would be funded on a par 
with physical healthcare, figures 
suggest. 
 
Analysis by the King's Fund think 
tank, seen by the BBC, suggests 
40% of the 58 trusts saw budgets cut 
in 2015-16. 
 
 

It found six of them had seen budgets cut three years in a row. 
An NHS spokeswoman said mental health services were "wider" than trusts, and care was 
funded in other ways. 
Mental health spending overall was up 8.4% in 2015/16 compared to the previous year, 
the NHS said. 
Neil Jewell, who had schizophrenia, died after failings in his care, accepted by the Norfolk 
and Suffolk Foundation Trust (NSFT) looking after him. 

Special measures 

Its chief executive says improvements in care have since been made, but he warned men-
tal health care missed out on funding in comparison to acute hospitals. 
NSFT is one of the six trusts identified as having had its budget cut three years in a row. 
Inspectors have just recommended the trust be measures after almost two years, despite 
saying safety there is still inadequate, and raising concerns about high death rates. 
Chief executive Michael Scott said: "If NSFT had received the same growth in funds that 
NHS acute services had received over the last four years it would have had £30m more in 
its budget." 
 
Last year, for the first time, NHS commissioners in England were instructed to increase 
money for mental health, in line with increases in their own budgets - something called 
"parity of esteem". 
King's Fund chief executive Chris Ham said: "Cuts in mental health services are just as 
risky as cuts in acute hospital services. We are talking about people in crisis who need ex-
pert support in a timely way. 

14 October 2016 
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'Wake up' 

"If they don't get it, it's bad for them and their families - and for the communities in which 
they live. 
"The crisis in mental health services is real and serious. We all need to wake up to that 
reality." 
He added: "Parity of esteem is a laudable ambition that hasn't been followed through in 
practice." 
Neil Jewell had a heart attack in January 2014 while being reintroduced to his medication. 
He had not had enough medication over the Christmas holiday period. When he was 
seen by a mental health team in early January, he was not offered a safe hospital bed 
and was driven 75 miles while he was having a psychotic episode, under restraints, to a 
different unit, where he died. 
 
His sister, Christine Welfare, says there was a catalogue of failings in local mental health 
services both in the community and in hospital. 
"It was a complete nightmare - it should never have happened. And then you start getting 
angry.  "These are people's lives. Anybody in society, no matter who you are, can suffer at 
various times in their lives with mental health issues and it's very important that people sit 
up and take notice." 

'Greater support' 

Michael Scott said: "Our thoughts are with this patient's family and friends. This is an ex-
tremely sad situation, and they have our deepest sympathy. 
"Since his death, our trust has ensured that patients based in the community have a 
named mental health professional or duty worker co-ordinating their care, to offer greater 
support. 
"We also try to work closely with families and carers wherever possible, and with a pa-
tient's consent." 
A spokeswoman for NHS Clinical Commissioners said: "Mental health trusts provide in-
valuable and critical services but it must be recognised that mental health service provi-
sion is wider than trusts. 
"To get the best possible outcomes for their population, clinical commissioners are also 
investing in out-of-hospital care that focuses on prevention, recovery and community-
based care. 
"They are also looking at partnerships with voluntary and third-sector providers, and cru-
cially investing in primary care mental health services." 



31 

Bereavement Counselling 
Could this help? 

By Beth Urmston 
Generally, when you visit your doctor presenting with depressive symptoms you will be of-
fered anti-depressants and/or cognitive behavioural therapy (CBT). 
 
Personally I have completed two CBT programmes and cannot say they have been of any 
great help.  Given that many of us with fibromyalgia have lost jobs, homes, loved ones (the 
trauma that kick starts fibro and those who have walked away because they couldn’t cope) 
there is a lot of grieving to be worked through. 
 
Bereavement counselling may be a better option and one I would like to see at least 
trialled for anyone diagnosed with a chronic pain condition.  So many times I hear the 
words ‘I’ve lost me’ – what greater loss can one suffer? 
 
What is Cognitive Behavioural Therapy?  
 
CBT is a type of talking treatment that focuses on how your 
thoughts, beliefs and attitudes affect your feelings and behav-
iour, and teaches you coping skills for dealing with different 
problems. 
It combines cognitive therapy (examining the things you think) 
and behaviour therapy (examining the things you do). 
 
http://www.mind.org.uk/information-support/drugs-and-
treatments/cognitive-behavioural-therapy-cbt/
#.WDMzO_mLTIU 
 

What's the theory behind CBT? 
CBT is based on the idea that the way we think about situations can affect the way we feel 
and behave. For example, if you interpret a situation negatively then you might experience 
negative emotions as a result, and those bad feelings might then lead you to behave in a 
certain way. 

How does negative thinking start? 
Negative thinking patterns can start from childhood onwards. For example, if you did-
n't receive much attention or praise from your parents or teachers at school, you 
might've thought "I'm useless, I'm not good enough". 
Over time you might come to believe these assumptions, until as an adult these nega-
tive thoughts become automatic. This way of thinking might then affect how you feel 
at work, university or in your general life.  

http://www.mind.org.uk/information-support/drugs-and-treatments/talking-treatments/
http://www.mind.org.uk/information-support/drugs-and-treatments/cognitive-behavioural-therapy-cbt/#.WDMzO_mLTIU
http://www.mind.org.uk/information-support/drugs-and-treatments/cognitive-behavioural-therapy-cbt/#.WDMzO_mLTIU
http://www.mind.org.uk/information-support/drugs-and-treatments/cognitive-behavioural-therapy-cbt/#.WDMzO_mLTIU
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If your negative interpretation of situations goes unchallenged, then these patterns in your 
thoughts, feelings and behaviour can become part of a continuous cycle: 

 

How does CBT work? 
In CBT you work with a therapist to identify and challenge any negative thinking patterns 
and behaviour which may be causing you difficulties. In turn this can change the way you 
feel about situations, and enable you to change your behaviour in future. 
You and your therapist might focus on what is going on in your life right now, but you might 
also look at your past, and think about how your past experiences impact the way you see 
the world. 

CBT is learning to stop the cycle of negative thinking. I still have relapses now and it is the 

one tool that I use to get me out of the truly dark spots. 
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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 mattress with your unique voucher code 
you will receive £30. The customer too will re-
ceive £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 

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

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
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Lift Your Spirits 
''I said to the Gym instructor "Can you teach me to do 
the splits?'' He said, ''How flexible are you?'' I said, ''I 
can't make Tuesdays''.  (Tommy Cooper) 
 
What’s the difference between Dubai and Abu Dhabi? 
The people in Dubai don’t like the Flintstones but the 
people in Abu Dhabi dooooo!! 
 
Police arrested two kids yesterday, one was drinking 
battery acid, and the other was eating fireworks. They 
charged one - and let the other one off.    

 
A woman has twins, and gives them up for adoption. One of them goes to a family in Egypt 
and is named 'Amal.' The other goes to a family in Spain, they name him Juan'. Years later; 
Juan sends a picture of himself to his mum. Upon receiving the picture, she tells her hus-
band that she wished she also had a picture of Amal. Her husband responds, ''But they are 
twins. If you've seen Juan, you've seen Amal.'' 
 
When Susan's boyfriend proposed marriage to her she said: ''I love the simple things in life, 
but I don't want one of them for my husband''.  
 
A group of chess enthusiasts checked into a hotel and were standing in the lobby discuss-
ing their recent tournament victories. After about an hour, the manager came out of the of-
fice and asked them to disperse. ''But why?'' they asked, as they moved off. ‘‘Because,'' he 
said ''I can't stand chess nuts boasting in an open foyer.'' 
 
My friend text me and asked me what IDk stands 4 and I said 'I Don't Know' and she says 
'god nobody does' 
 



Interview with Beverley Barnett 
Interviewed by Elyse Runacre  

Q. Which chronic conditions do you suffer with? 

A. I have fibromyalgia, rheumatoid arthritis and polymyalgia rheu-

matica. 

Q. How long have you had them?  

A. About 20 years or so. I was diagnosed with carpel tunnel syn-

drome and rheumatoid arthritis while working full time. Then di-

agnosed with fibromyalgia about 6 years later, after being dismissed from work due 

to ill health. I was diagnosed with polymyalgia rheumatica a few years after that. 

Q. When did you first start volunteering and where? 

A. I first volunteered as a quilter for a children’s charity called “Love Quilts UK” in Janu-

ary 2013. It’s a world-wide group of volunteer stitchers and quilters who cross stitch 

squares for British children, who have life threatening or life-long illnesses.  I used 

my patchwork and quilting experience to sew the squares together and quilt them 

with fabric to make a bespoke quilt which is then given to the child at no cost to their 

family. This little lady likes Mr Men, and Little Miss, and she loved the quilt we all 

made for her. 
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Q. You are Copy Editor for Flare Magazine.  How long have you been doing this?  
 

A. I have been Copy Editor for the magazine for nearly a year now. This includes proof 
reading and finding images/illustrations/clip art for articles etc., as well as researching 
relevant topics for magazine when required. 

Q. Why did you choose this magazine to volunteer at?   

A. Well, I was a member of the group, and part of admin anyway. Beth was looking for 

volunteers to help with the magazine, so I though why not.  Originally, I helped re-

search articles for the magazine. Then when Stella retired due to poor health, I took 

over as Copy Editor.  

Q. As well as the work that you do at Flare Mag, you are also one of the admins on the 

Fibro Flare Magazine page and help run the magazine shop website.  Everyone that 

works on the magazine and on the group, volunteers their time.  How many hours a 

month do you give to them?  

A. I haven’t really thought about it. Can vary depending on what’s going on with my fami-

ly life, my illnesses, etc.  I have been admin for group since May 2015. I monitor the 

group daily for anything from 2-6 hours a day. As Copy Editor, for Flare Magazine, 

maybe 3-4 hours a month. And I have been doing the day to day running of Fibro 

Flare Mag Shop since August this year, so maybe a couple hours a week on that. 

Q. Admins play a very important role on a group page, keeping everything running 

smoothly.  You also work on a craft group for people with chronic conditions. Are there 

any other groups that you volunteer at?  

A. Yes I am also a member and admin for a third group, for people with chronic illnesses, 

which started up the end of November 2016. 

Q. What are the best and worst things about being an admin?  

A. The best thing about being an admin, is you get to know and communicate with a lot 

of people with the same problems as you. And make some good friends with people 

you have never actually met! The worst thing about being an admin is that you are of-

ten invisible to members of the group so your time and effort doesn’t get noticed. 

Q. Every year you crochet beautiful poppy brooches for the British Legion.  How long have 

you been doing this? 

A. Only about 2 or 3 years. I have always supported this worthy cause by buying paper 

poppies. One year while looking for crochet projects online, I found a pattern for a 

knitted/crochet poppy. I made one and wore it on my coat. People kept coming up to 

me and asking where I got my poppy from as they wanted to buy one. So I asked at 

my local British Legion if they were allowed to sell handmade poppy broaches if I 

made and donated them. They loved the idea, and the rest is history, I’ve been mak-

ing them ever since. 
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Q. Do you do any other type of voluntary work?  If yes where 

and what do you do? 

A. Well I love crafting and helping people, so I always try 

and combine the two if I can. I am a Dementia Friend and cro-

chet Forget-me-Not flowers for the Charity, much the same as 

the poppies. My dad has Alzheimer’s and dementia, so I made 

him a twiddle mat for his birthday.  I also make twiddle mats/

muffs and other bits and pieces for a charity group that distrib-

utes them across the UK to hospitals and residential homes. 

 

 

 

 

Q. How important do you feel that voluntary work is? 

A. Voluntary work is very important to me because it 

enables me to give something back. After having to 

give up work due to poor health, I found it hard to 

accept that I would never be part of the work force 

again. I struggled through years of coming to terms 

with my health problems, and grieving for my old 

life. Voluntary work gave me an outlet which dis-

tracts me from my ill health and makes my spare 

time productive. There is nothing more satisfying 

than being able contribute to a worthy cause.  

 

  

 

 

Beverley Barnett x 

Crocheted Poppy themes 
for 2016  

Twiddle Mat I made for 

my Dads Birthday.  

He worked at Goodyear’s Tyre 

Factory for over 40 years! 
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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 un-
derstand. 
 
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/


40 

This month we review  

Pill Dispensers 
By Elyse Runacre 

Lloyds Pharmacy were kind enough to let us have some pill dispensers to trial and review.  

Tina, Beth and I have been testing them and the results are below. 

 

Would you like to be a ‘reviewer’?  E-mail us at fibroflaremag1@outlook.com Subject:  Re-

viewer. 

Spring Loaded Pill Dispenser (trialled by Tina and Beth – 
results are shown as #/#) 
 

 
This One Week Spring Loaded Pill Box is ideal for those who 
take a large amount of medication during the week. Each 
daily section contains a spring loaded pill tray consisting of 
four compartments labelled Morning, Noon, Evening and 
Bed. The featured spring makes the trays easily removable, 
allowing you to carry a smaller daily compartment in your 
pocket or handbag. 
 

Features  
 
* Clear case holding seven spring loaded, removable trays  
* Each tray consists of four compartments labelled Morning, Noon, Evening and Bed 
 
Specifications 
 
* Length: 19.5cm 
 
Price £7.99 Inc VAT  
 
Scoring: 0 = bad 5 = average 10 = good 
 
Were the instructions easy to follow? 10 / 10  
How easy was the product to use? 4 / 8  
How useful was the product? 6 / 7  
Is it good value for money? 4 / 7  
OVERALL score for the product = 24 / 32  
---------------------------  

mailto:fibroflaremag1@outlook.com
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The best thing about this product is it’s great for 
travelling as no danger of contents spilling out.    
You can see clearly when meds are low.  
The worst thing about this product is tiny pills get 
caught on lip and are not dispensed into the hand 
which can lead to miss-dosing.  
It’s big and bulky.  
  
Would you recommend? No / Yes  
 
OTHER COMMENTS: 
 
Having tried I would not purchase. Whilst there is a high level of security ensuring no ac-
cidental opening this made it almost as difficult as ‘child proof caps’.  
I use my pill dispenser as a ‘day reminder’ as I can see which meds have already been 
taken but with this I had to remember what day it was as pills are not visible through dou-
ble packaging. 
 
This product was good to use so you can clearly see what you require each day, you can 
take one day out so you can pop that in your bag and take it away for the day. It’s very 
big so it does look an eye sore on the kitchen side.  
It’s easy to open so great for us but too easy for children to access.  
The individual sections were big enough for my requirements but some people might find 
it not big enough.  
It was great to be able to see what you are running low of and helped to avoid last mo-
ment rush to the GP/chemist.  
  
7 Day Pill Dispenser  
  
Were the instructions easy to follow? 8   
How easy was the product to use? 10   
How useful was the product? 7   
Is it good value for money? 8   
OVERALL score for the product = 33   
  
---------------------------   
  
What is the best thing about this product? It’s small 
enough to fit in bag, pocket of jacket.   
Clearly labelled and large text.  
  
What is the worst thing about this product? It only has four compartments and they are 
labelled already so you can’t adjust for yourself.  
Days are not included which can be tricky if you take varied doses.  Would you recom-
mend this product to someone else? Yes /Yes  



OTHER COMMENTS: The product is great but if you take meds 
more than four times a day then you can’t use it. I separate all mine 
in the morning when I take the majority of my pills and the pots are 
already labelled so the morning one was useless and I didn’t have 
one for tea time so I improvised and mixed them up myself but it’s 
not ideal.   
  
I like that you can always drop enough for one day into your hand-

bag when going out but I can’t see it working too well for holidays as days aren’t la-
belled.  This could be an issue for variable dosing.  
-------------------------------------------------  

  
Tab Time Med Alert.  £70          
  
The Tab Time Med alert is an ideal aid for those who suffer from Alz-
heimer’s or dementia, which reminds you to take you medication each 
day. The pill dispenser comprises of 28 tablet compartments to hold 
medication.  
Features  
Fully automatic lockable timed release of medication   
Four daily audio & visual that can be set to the exact time that you re-
quire   
Easy to use, remembers your daily settings  

Long duration alarm (30mins) continuous until medication is removed  
Medication compartments are 20% larger than other automatic dispensers  
Low battery alert.    

  
 Were the instructions easy to follow? 4   
How easy was the product to use? 10   
How useful was the product? 9  
Is it good value for money? 8   
OVERALL score for the product = 31/40 
 
The best thing about this product is that not only does the loud alarm remind you to take 
your tablets it is also clearly labelled with the day and with the time (morning, lunch bedtime 
etc.)  Also the compartments are large and hold the tablets securely.  
The worst thing about the product is that’s for me it was very confusing to set up the vari-
ous reminders.  I have problems with my concentration and in the end I asked one of my 
children to set it up for me.    
Another downside is that you can`t see when you are running out of medication. 
  
Would you recommend?  Yes 
 
OTHER COMMENTS: Once it was set up I loved it.  I didn’t have to remember to take my 
meds and I didn’t get them confused like I used to.  The box is completely sealed so you 
cannot open it without the key.  So there is no fear of tampering or the medication falling 
out.  It comes with different labelling so if your routine changes or you start a new medica-
tion the labels can be changed.   
  
For these products and many more visit the Lloyds Pharmacy/Betterlife website  
http://www.lloydspharmacy.com/en/betterlife-tabtime-medelert? 42 

http://www.lloydspharmacy.com/en/betterlife-tabtime-medelert
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Low Dose Naltrexone 
By Beth Urmston 

Dr. Guttorm Raknes 

November 13, 2016 

Interview with Dr. Guttorm Raknes of the University Hospi-

tal of North Norway and Uni Research Health 

Dr. Guttorm Raknes works as a consultant and researcher at 
the Regional Medicines Information and Pharmacovigilance 
Centre (RELIS) at the University Hospital of North Norway, 
Tromsø, Norway. In RELIS, he and his colleagues act as advi-
sors for health professionals in drug-related issues, and are re-
sponsible for the processing of adverse event reports in the Nor-

wegian health care system. Dr. Raknes has been working there since 2004 as a medical 
doctor and as a specialist in clinical pharmacology. In the past decade, he has had this as a 
part-time position in addition to his main work as a general practitioner. Since 2012, Dr. 
Raknes has been a researcher at Uni Research Health, and has a PhD in health services 
research. 
 
The Interview Questions were as follows: 
1. How did LDN come to your attention? 
2. What made you want to study the pattern of LDN prescribing? 
3. Your study shows that over 70% of Norwegian general practitioners (family doctors) 

have now prescribed LDN. What do you feel this shows about the general medical 
practitioner's acceptance of safety of LDN? 

4. In Norway, are LDN prescriptions reimbursed by the government’s health insurance? 
5. Your findings clearly demonstrate the unprecedented power of patient advocacy in 

changing prescribing patterns. Do you feel that this is magnified by a large unmet med-
ical need among patients who are not receiving sufficient benefit from their existing 
treatments? 

6. Naltrexone is a generic drug and no pharmaceutical company will sponsor the long-
term trials you indicate are needed in order to prove its long-term benefits. In view of 
your article showing a large unmet medical need and the demand for LDN, do you 
think the Norwegian government may step in to finance such a trial? 

7. The cost of LDN is a fraction of the cost of the usual treatments used for autoimmune 
disease. If the uses of LDN that you have described were to continue in the long term 
and replace existing treatments for many patients, do you foresee a significant positive 
impact on government health insurance expenditure? 

8. Will you be studying this topic again, especially to understand the patterns of long-term 
use of LDN amongst Norwegian patients? If so, will you be able to assess whether 
LDN has replaced these patients’ existing prescribed treatments, and how significant 
the resulting economic impact may have been? 
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9. LDN is a generic medication with rapidly growing worldwide use, and without 
likelihood of commercial sponsorship for large trials. Do you think that govern-
ments should establish fund and take a central role in leading the large trials 
needed to establish the benefits of treatments such as LDN and similar generic 
medications? 

 
To see Dr Raknes responses Click Here 
 

 
Finally – LDN is an amazing treatment for far more than fibromyalgia.  If you have any 
health issue, it is worth taking a look.  Helping yourself may be easier than you know. 
 

 
If you would like more information, please feel free to message me or visit the LDN group 

page or their website. 

 

https://www.facebook.com/groups/LDNRT/ (over 17,000 members) 

http://www.ldnresearchtrust.org/ 

“I believe well-designed studies on LDN should be funded by the government, for exam-
ple through the Norwegian Research Council” 
    Dr Guttorm Raknes 
 

https://www.ldnscience.org/resources/interviews/interview-guttorm-raknes?utm_source=LDNscience+News+Alerts&utm_campaign=8f72af9079-Update_21_nov_2016_interview_guttorm_raknes&utm_medium=email&utm_term=0_2bef554179-8f72af9079-104545941
https://www.facebook.com/groups/LDNRT/
http://www.ldnresearchtrust.org/
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Animal Magic   

  By Vixx Robertson 

My Fibromyalgia has been present since I was a child.  I always seemed 

to be sick.  Due to this my family would move closer to our doctors sur-

geries to make it easier for me to get to appointment`s, especially when 

I was so young.  As you can imagine, as a sufferer, we go through a lot 

of ups and downs on a daily basis.  Thanks to this our lives are hectic 

and inconsistent, apart from the pain which is always constant. 

 

       

 

    

 

 

Another constant in my life, is fortunately my animals.  I`ve had all sorts from Cats, 

Dogs, Horses, Hamsters and chinchillas.  Yet the past few years, when my condition 

has been at its worst, caring for specialist animals had allowed me to focus and calm 

myself. I found sanctuary in reptiles. 

    

Crested Gecko   Checkered Garter Snake 

 

I currently have an albino and normal checkered Garter snake, common Boa, Royal py-

thon, Crested Gecko, two Leopard Gecko`s and a Milk Snake.  Many people are under 

the impression that these amazing creatures are `dangerous` and `horrible` pets to 

keep.  What these people do not realise is how incredible they really are.  
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On days when my skin is burning and my legs are tired, I can spend time with any of 

them, even cleaning or feeding them and I genuinely feel better. Giving these animals the 

care they need, even though they show no appreciation, fills me with a great sense of ac-

complishment and gives me hope.  They`ve also allowed me to make a lot of great friends 

with the same interests, as well as giving the confidence to talk to likeminded people.  I`ve 

been fortunate enough to have meet a lot of keepers who have Fibromyalgia themselves 

who also agree with me, that reptiles are an IDEAL for animal lovers who suffer as we do.   

               

 

When the fibro fog sets in and you`ve forgotten to feed them, it doesn`t matter they ate a 

week ago!! Even the not so tame reptiles have helped me, by keeping me on my toes and 

not letting my Fibromyalgia get in the way of keeping them.  I`ve learnt a lot through being 

a reptile keeper, which isn’t so easy when your brain decides not to register information 

most of the time. 

       

 

Through them I`ve learnt a lot about science, ecosystems, zoology, habitats electrical as 

well as health and safety.  I honestly cannot fathom how I would be functioning today with-

out any of my animals, let alone the scaly ones.  I owe a lot of my sanity to them and I re-

ally hope other suffers can find hope and comfort in their animals, be they furry, slimy or 

scaly. 
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SYMPTOM SHOUT OUT 
By Elyse Runacre  

Any problems with your vision/eyes should always be reported to your GP. 

Eye problems: 

The human eye contains 6 main muscles, which are used to control the movement.  With this 

in mind it’s hardly surprising that fibromyalgia patients can suffer from a variety of problems 

pertaining to their eyes. These problems are often overlooked not only by some medical pro-

fessionals but by us too.  

 I recently went to see my GP to complain about my eye problems and I was told to go and 

have my eyes tested at my local opticians.   During the consultation the optician said that she 

didn`t think that fibromyalgia affected the eyes.  My response was that although I had no idea 

how many muscles were used to control the eye`s, I did know that there are muscles there.  

At which point she decided to use a common search engine to find out.  With a smug grin she 

replied that she was correct and that fibromyalgia does not affect the eyes.  I was informed 

that my prescription did not need to be changed, she explained the shadowy figures that I see 

from the corner of my eyes is the normal debris from the back of the eye.  This happens as 

we age.  She could not explain my eye pain or my vision problems and just told me to go 

back to the GP. Unfortunately, the appointment that I made to report back to my GP had to be 

used for something far more urgent so I have had to wait for another appointment regarding 

my eyes.  

As all fibromyalgia patients know our condition affects our nervous system and muscles 

(amongst other things), both of these affect vision.    At his clinic in Canton, Ohio.  Dr Mark 

Pellegrino (a fibromyalgia expert and fellow sufferer) has diagnosed and treated 20,000 pa-

tients with fibromyalgia and he says that at least 50% of these had eye problems that were 

related to fibromyalgia. 

Problems can be: 

Pain whilst reading 
Blurred vision 
Double vision 
Dry eyes  
Light sensitivity 
Visual overload 

 

Most issues can be helped with simple remedies such as dark sunglasses and eye drops.  

However on the whole it seems to be just another symptom of fibromyalgia that we just have 

to endure.  

We asked our readers how many of them suffered with eye pain of the 119 people that         

responded,   91 - said YES and 28 - said NO. 
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CRAFTY CORNER 
Showcasing your hobbies, arts & crafts 

By Elyse Runacre 
My Hobby is photography. I got my first camera for my 

10th birthday and I`ve been hooked ever since. A couple 

of years ago I treated myself to my first DSLR camera- 

NIKKON D3200.  

My other passion is animals, so I visit zoo`s quite a lot. 

One of my favourite animals to photograph are Otter`s. 

They are so comical and always up to something. Photo-

graphing them can be a bit of a challenge as they do 

move quite quickly. 

 

I have completed 3 photography courses. My 

first one was at London zoo but when I went 

back to the zoo a couple of weeks later I had 

forgotten most of what I had been taught.  So I 

booked another one at Colchester zoo, which I 

thoroughly enjoyed and I learnt so much. My fa-

vourite picture that I have taken so far was taken 

that day. 
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Next I decided to learn how to take photographs at night.  We went to the Southbank in 

London (one of my favourite places) for this course. 

If I really love a picture that I have taken, I have them put onto canvas or aluminium.  

One of the things that I love most about photography is the way that you have to look at the 

world differently. A friend of mine recently bought me a book called 101 ideas of things to 

photograph.  It`s actually a photo album.  Each section has a title i.e. messy wires, a view 

from above, peeking. You go and take a picture to go with the title. Some of the titles seem 

quite boring until you have to take a seemingly boring object and turn it into a great photo! 
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FIBRO FLOW 
By Elyse Runacre 

By following these two routines regularly, you will help to reduce lower back pain.    
 
PLEASE NOTE: Before starting any new flexibility routine you should always consult with 
your Doctor.  
 

Ankle:  
This movement will help increase the movement of the joint and will 
also help to reduce any swelling that you may have.  
In a sitting position raise your right foot off of the floor.  Now point your 
toes towards the floor (do not touch the floor), then raise your toes to-
wards the ceiling.  Repeat this movement 8 times and then rest.  Using 
your left leg repeat the movement.    
 
 

Lower Leg:  
This movement will help to strengthen the shin muscles at the front 
of your lower leg.  
These can be done either from a sitting position or from stand-
ing.  Your foot must be flat on the floor.  Gently lift all of your toes on 
your right foot, up towards the ceiling.  Hold for a count of 5 then low-
er them back to floor.  Repeat this 8 times, rest and then change to 
your left foot and repeat the movement.  Once this becomes easy, 
you can start lifting individual toes repeating each 8 times.  
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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 donations. 
 
Thank you for your support. 
 
 

 
 

https://www.easyfundraising.org.uk/causes/fibroflareawarenessgroup/
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Dr Jarred Younger, PhD  
On September 3, we had the 3rd Q&A broadcast. The 

topic was particularly about what research is being 

done or will be done at The Younger Lab. Dr. Young-

er answered about 30 questions.  

I think you'll enjoy seeing the recording of it. Note that 

in the video description, we have the list of questions 

covered and the time of where in the video he answers 

them. You might also want to see a video with 

Dr. Younger's summary of the state of the science on 

ME/CFS treatments (an abbreviated version of the 

CDC PCOCA presentation that featured him). 

 

We'll let you know when the next Q&A session is. The response has been tremendous. We 

have about 80 questions yet to be answered. We expect the next broadcast will be on 

treatments. 

 There will be ongoing monthly video sessions so keep a note or save the link in your 

‘favourites’.   

 

https://www.youtube.com/watch?v=HfFleMxOBBA&app=desktop 

https://youtu.be/iOgEET68utU
https://youtu.be/na2leIWZmLY
https://youtu.be/na2leIWZmLY
https://youtu.be/na2leIWZmLY
https://www.youtube.com/watch?v=HfFleMxOBBA&app=desktop
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Why patients with severe M.E. are 
housebound and bedbound 

Question and answer section 

1. Can severe M.E. patients really die just from being 

forced out of bed, or to leave the house etc.? 

Of course I cannot show you a double blind controlled 

study where 25 severe M.E. patients were taken out of the 

house, and 25 were left at home to rest and show you how 

many of those moved from home died and how many did-

n’t. This subject is a difficult one to research (even if anyone in government hadn’t sold us 

out to the ‘CFS’ insurance scam and wasn’t obsessed with avoiding funding all new genu-

ine M.E. research) as it involves making patients very much more ill or killing them, which is 

obviously something no ethical and knowledgeable researcher would want any involvement 

with. However, we can look at the facts of M.E., research, the experience of moderately ill 

patients and M.E. fatalities and draw some conclusions. 

First off, we know that M.E. can be fatal. Deaths from M.E. are well documented. For ex-

ample, M.E. expert Dr. Elizabeth Dowsett states, ‘20% have progressive and frequently un-

diagnosed degeneration of cardiac muscle which has led to sudden death following exer-

cise’ (Dowsett & Ramsay et al. 1990) (Dowsett 2000, [Online]) (Dowsett a, 

[Online]).  Deaths from severe CNS abnormalities are also described, as well as deaths 

caused by multiple organ failure or pancreatic failure. The term Myalgic Encephalomyelitis 

itself was created in UK in 1956 after doctors saw evidence of these abnormalities during 

autopsy on brains of patients who had died from M.E. 

M.E. expert Dr Byron Hyde explains, ‘I have some M.E. patients with a circulating red blood 

cell volume less than 50% of expected and a very large number with the range of 60% to 

70%. What this test means is that blood is pooling somewhere in the body and that this 

blood is probably not available for the brain. When blood flow to the heart decreases suffi-

ciently, the organism has an increased risk of death. Accordingly, the human body operates 

in part with pressoreceptors that protect and maintain heart blood supply. When blood flow 

decreases, pressoreceptors decrease blood flow to noncardiac organs and shunt blood to 

the heart to maintain life. This, of course, robs those areas of the body that are not essen-

tial for maintaining life and means the brain, muscles, and peripheral circulation are placed 

in physiological difficulty’ (Hyde 2003, [Online]). This physiological difficulty is exacerbated 

by physical and mental activity and orthostatic stress. 

Part 2 (continued from September 2016 issue) 

http://www.hfme.org/wdowsett.htm
http://www.hfme.org/whyde.htm
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Dr. Paul Cheney explains that when M.E. patients stand up, they are on 

the edge of organ failure as their cardiac output has dropped to the ex-

tremely low level of 3.7 litres per minute, a 50% drop from the normal 

output of 7 litres per minute. Without exception, says Cheney, every 

M.E. patient ‘is in heart failure.’ 

Cardiac and vascular abnormalities have been documented from the 

earliest outbreaks of M.E. to the present day. Recent research shows 

that mitochondrial and other dysfunction leads to diastolic dysfunction and reduced stroke 

volume/low cardiac output in M.E. – and that certain levels of orthostatic stress and physical 

and mental activity etc. exacerbate this cardiac insufficiency. Dr Cheney explained recently 

that because it takes more metabolic energy for the heart to relax and fill with blood than it 

does for it to squeeze and pump blood, the hearts of people with M.E. don’t fill with the prop-

er amount of blood before they pump which is what causes the reduced cardiac output and 

many of the symptoms of M.E. (and much of the disability of M.E.). So the tachycardia – fast 

heart rate – often seen in M.E. in response to orthostatic stress and so on is actually com-

pensating for low stroke volume to help increase cardiac output. The heart doesn’t fill with 

enough blood before each beat of the heart so it is forced to beat faster to try to make up 

some of the shortfall, but people with M.E. are still left with reduced cardiac output which 

leaves them very ill and disabled. If this problem is severe enough it can result in death 

(Cheney 2006, [video recording]). 

As one M.E. advocate explains: ‘Cardiac output is sometimes too low to meet the demands 

of movement, and any attempt to exert oneself beyond one's own capacity for cardiac output 

- that is when demand exceeds cardiac capacity - would indeed result in death. Studies on 

dogs have shown that when the demands of the body exceed cardiac output by even 1%, 

the organism dies. M.E. patients [must] reduce demand and reduce their exertion level to 

stay within the bounds of their low cardiac output to stay alive’ (MESA, 2008, [Online]). 

Also documented in M.E. are severely reduced blood flow to the brain 72 hours post-

exertion, blood pressure readings as low as 80/40 and pulses as high as 150 at rest or after 

a period of time being upright, and so on. It is also worth noting that these abnormalities 

found on testing of M.E. patients never involve the most severely affected patients, who are 

too ill to be subjected to such tests. 

Research has also proven that how much physical and cognitive overexertion a person can 

tolerate without serious damage depends on the severity of their illness. For example, we 

know that moderately affected patients can die from exercise sessions. For example, there is 

the case of the UK MP Brynmor John who had M.E. and was advised to ‘exercise himself 

back to fitness’ and who as a result of complying with this advice collapsed and died coming 

out of the House of Commons gym. Then there is the case of Sophia Mirza, in the UK who 

died from M.E. after being forced into inappropriate and abusive psychiatric care. Sophia had 

severe M.E. and was of course not capable of any exercise. Nonetheless, she was inappro-

priately removed from her home and given inappropriate care.  She was cruelly killed by be-

ing forced into what to most people would have been only very minor or trivial exertions 

http://www.hfme.org/wcheney.htm
http://www.hfme.org/wcheney.htm
http://www.cfids-cab.org/MESA/framework.html
http://www.hfme.org/treatingme.htm
http://www.hfme.org/casestudiesexternal.htm
http://www.sophiaandme.org/
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Also, consider the fact that trauma victims are sometimes stopped from being moved (to 

another better equipped hospital for example), due to the fact that they are in shock and in 

a fragile state due to severe blood loss. How is this different to what is happening with the 

severe M.E. patient who only has 50% or less of the expected circulating blood volume? It 

isn’t. (Also, the trauma victim at least has most of this blood loss replaced by blood transfu-

sion as soon as possible, which of course does NOT happen for the M.E. patient who must 

put up with this extremely low circulating blood volume for many YEARS at a time!) It 

seems clear that those with severe illnesses or injuries can indeed be severely affected 

and are at serious risk by what would be only very minor bodily stresses to other patients. 

The same is true of severe M.E. patients. 

It also seems clear that if those with only moderate M.E. can and do die from the illness, 

then those with far more severe pathology and severe disability are at increased risk. If pa-

tients exceed cardiac output by even 1%, they die. There are severe M.E. patients who are 

so ill and have such poor cardiac output that they must spend all day in a dark, quiet room, 

alone, unmoving and unthinking, and yet even this level of rest is not enough for their bod-

ies to cope with normal bodily processes without difficulty.  For these patients, even being 

at complete rest counts as ‘overexertion’ and is too great a burden for the body to man-

age.  Clearly for these patients, a trip out of the house or a brief period upright could very 

easily constitute the fatal 1% worth of overexertion. This is just simple logic. 

Although death is a real possibility with a trip out of the house or other overexertion, most 

often death will not occur.  A relapse is a certainty, however, if someone with severe M.E. is 

overexerted.  This should be taken just as seriously as the possibility of death; the suffering 

caused by a relapse in severe M.E. patients can seem crueller than death. 

While it may seem unkind to compare the experience of severe M.E. to death, can you im-

agine what it is like to be so ill and disabled, to be in what feels like 10/10 pain much of the 

time, and then to suddenly have your pain and suffering levels DOUBLE just because of 

one day’s or one week’s ‘activity.’ 

Can you imagine what it’s like to lose years of sacrifice and discipline, and slow improve-

ment hard-won through intensive rest, in just one day or one week? To have all your ridicu-

lously hard work suddenly count for absolutely nothing? To not only lose the small gains 

you made, but to end up even worse off than before you started? 

Can you imagine being so severely ill and disabled that you had to spend 22 hours a day or 

more in a completely silent dark room, trying hard not to even think or move or feel very 

much lest you become far more ill.  Imagine that all you had to look forward to, to focus on 

and cling to in your worst moments, was watching an hour of TV, listening to some quiet 

music occasionally, a half hour talking quietly to friends and family – or your own children – 

or using the computer (lying down) or a few minutes spent outside in the garden or playing 

with a beloved cat or dog. 
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Can you imagine losing the ability to do ANY of these things anymore suddenly, and having 

no respite or distraction from the agony-filled dark quiet room at all?  Can you imagine this 

situation lasting months or even years, never knowing if things will ever even get back to 

how they used to be before the relapse, as bad as that was, let alone better? 

M.E. can be more severe and disabling than almost any other disease there is.   For those 

of us with severe M.E., the price that we pay for ‘activity’ is extreme and prolonged.  Se-

vere M.E. (which can be very severe indeed) can truly be a living death.   

Of course this is only a brief sample of some of the M.E. research available and just some 

of the testable abnormalities that have been documented in M.E. This is in no way an ex-

haustive list. See What is Myalgic Encephalomyelitis? and Testing for M.E. for more infor-

mation. 

For more information about M.E. fatalities (and abuse leading to death) see: What is Myal-

gic Encephalomyelitis?  

Note that as well as sudden death, premature death occurs by an average of 25 years in 

M.E., because of the way the heart is affected, and so on. For more information 

see: Fatalities and The severity of M.E.  

http://www.hfme.org/whatisme.htm
http://www.hfme.org/testingforme.htm
http://www.hfme.org/whatisme.htm
http://www.hfme.org/whatisme.htm
http://www.hfme.org/researchseverity.htm
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Note that the warnings about severely affected patients needing to avoid all non-essential 

hospital visits do not apply to moderately affected patients many of whom can easily toler-

ate such trips and should of course be encouraged to try to get extra medical care as soon 

as it is needed. 

Note that as well as the urgent need for at-home medical care for severe M.E. patients 

there is also a need for the option of home schooling for children severely affected by M.E. 

See: Children with M.E.  

  

2. How important is appropriate rest in M.E.? 

Based on repeated studies of patient outcomes, M.E. patients who are given advice to rest 

have the best prognosis. As M.E. expert Dr Melvin Ramsay explains, ‘The degree of physi-

cal incapacity varies greatly, but the [level of severity] is directly related to the length of 

time the patient persists in physical effort after its onset; put in another way, those patients 

who are given a period of enforced rest from the onset have the best prognosis. Since the 

limitations which the disease imposes vary considerably from case to case, the responsibil-

ity for determining these rests upon the patient. Once these are ascertained the patient is 

advised to fashion a pattern of living that comes well within them.’ According to Dr. Eliza-

beth Dowsett any M.E. patient can also be stopped from deteriorating further and at least 

stabilised (if not in time experiencing some level of improvement) through appropriate care 

and rest. For more information on this see: What is Myalgic Encephalomyelitis?  

  

3. What does ‘rest’ mean exactly in this context? 

Resting means completely different things at different severity levels of illness. For the 

mildly ill resting may mean watching TV or perhaps sitting in a chair reading a book or hav-

ing a quiet night in with friends. For the severely ill, these activities are not at all restful and 

indeed would provoke severe relapses. 

For the very severely ill, resting means lying down in a dark room, in silence and with no 

sensory input at all (such as TV or radio or light) and not moving at all physically or engag-

ing in any type of cognitive activity. Clothing must also be comfortable and the room must 

be neither too warm nor too cold. For the very severely ill a better term would be ‘complete 

incapacitation,’ rather than ‘resting.’  The term ‘resting’ implies that the inactivity is optional 

and this is often not the case in the severely ill who are often ‘resting’ (i.e. incapacitated) 

because it is physically impossible for them to do anything else. 

For moderately ill patients resting means something somewhere between the two ex-

tremes, and so on. 

 

http://www.hfme.org/topicmeandchildren.htm
http://www.hfme.org/wramsay.htm
http://www.hfme.org/wdowsett.htm
http://www.hfme.org/wdowsett.htm
http://www.hfme.org/whatisme.htm
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Of course for the very severely ill there will be no safe or symptom-free activity limit.  Con-

cepts of pacing or of keeping activity at a level which does not cause immediate or delayed 

symptoms are useless.  Indeed, a sizeable proportion of the very severely ill may well be 

so severely affected in the first place BECAUSE of overexertion in the early stages of their 

illness, because they were not told how important it was to rest or were not allowed to rest 

adequately. This is extremely common in M.E. It is a tragedy and an absolute disgrace. 

Note that I have never heard of anyone with M.E. who is too restrictive with their activity 

levels; the problem is always the opposite, if anything. It is human nature to want to do 

things and to want to live and experience life as much as possible. It is very difficult for the 

person with M.E. to be unable to do so many things and it requires enormous discipline to 

avoid overexertion. Severe M.E. restricts life to a degree that healthy people might find 

hard to imagine, but patients have learnt from bitter experience many times over the ex-

treme negative consequences of overexertion. Patients are reminded of this every week if 

not every day as even with careful control, limits can be misjudged or tasks can take a 

greater toll than expected. 

For most if not all patients it is much harder to rest adequately than it is to keep pushing 

yourself to do things even to the point of worsening the illness. It is often much easier to 

just keep doing things and suffer the dire consequences in the short- and long-term, rather 

than stand up to extreme pressure from friends, family and medical staff for these activities 

to be completed as they were before the patient’s illness, unfortunately. 

Resting so endlessly for many years on end is much harder than you can imagine. (It has 

been commented many times that learning to walk again, or speak again after a stroke or 

accident would be so much easier than having to just rest endlessly and do almost nothing 

and to have no distraction from the extreme pain. People with M.E. would give anything to 

be able to work hard to improve their illness, and to be improving every day instead of stay-

ing the same or getting worse.)The problem of M.E. patient’s under-reporting or underesti-

mating their ability levels just does not exist. 

This is not about patients being as inactive as possible. Of course a person with moderate 

M.E. of course does not need to live with the same restrictions as does someone with se-

vere M.E. The point here is just that patients must stay within their individual post-illness 

limits. No more and no less than that is necessary. 

Increasing the activity levels of someone with M.E. beyond their individual limits can only 

ever be harmful. It really doesn’t matter if this is done gradually or all at once. 

The evidence which shows that some ‘CFS’ patients are merely deconditioned and can be 

restored to health through graded exercise programs is based on patients who DO NOT 

have M.E. None of the various cardiac, cardiovascular, immunological, neurological, cogni-

tive, muscular, and other abnormalities present in M.E. sufferers – which together cause 

the high level of disability associated with M.E. – can be explained by mere 

‘deconditioning.’   
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Patients who improve with graded activity programs do not have M.E. It should go without 

saying that treatment of one disease cannot be determined by studying a completely differ-

ent and unrelated (and mixed) patient group. Yet this essential medical and logical guide-

line is all too often ignored when it comes to M.E. unfortunately. In this case, money speaks 

louder than logic, science or ethics. Please don’t fall for this nonsense about 

‘deconditioning’ or about ‘CFS’ supposedly being just another term for M.E. and so on. It 

has nothing to do with M.E. For more see: Smoke and Mirrors. 

To summarise: 

No one with M.E. is too restrictive with their activity levels and M.E. patients do not under-

estimate their activity levels It is very difficult for M.E. patients to restrict their activity levels, 

and requires a high level of discipline. M.E. patients know from bitter experience the nega-

tive consequences of overexertion.  The appropriate activity level depends of the severity of 

each patient’s illness.  The symptoms of M.E. are not caused by deconditioning.  Graded 

exercise does not help M.E.; if a patient improves with graded activity, they do not suffer 

from M.E. Some patients that qualify for a ‘CFS’ diagnosis may improve with graded exer-

cise, but these patients do not suffer from M.E.  

4. What does 10/10 pain and suffering mean in this context? 

A few years ago in The M.E. Ability Scale I wrote that 10/10 pain meant that ‘being eaten 

alive by a tiger wouldn’t hurt more than this does.’ I got a lot of (short) positive feedback on 

that comment from other very severe M.E. patients, saying that it was no exaggeration and 

they could relate very well to this description. I have experienced this on about a dozen oc-

casions, which are burned into my memory. It is indescribable how severe the level of suf-

fering and pain can be, at their worst. However it must be said that the more common 8/10 

level pain is unbearable too, especially when it is very prolonged. I would also like to point 

out that I have severe M.E., but I am far from being the most severely affected. 

The pain and suffering of M.E. have a number of different ‘flavours.’ The experience can be 

made up of severe nausea, vertigo and disequilibrium, cold and hot fevers or feeling both 

very cold and very hot at the same time, feeling ‘poisoned’ and very ill, pain in the glands 

and throat, muscle pain, twitching and uncontrollable spasms, difficulty breathing and 

breathlessness, cardiac pain and pressure and dysfunction that feels like a heart attack, a 

feeling of having a heart attack in every organ (caused by lack of blood flow to these or-

gans), sensations of pain and terrible pressure in the brain and behind the eyes, stroke-like 

or coma-like episodes, abdominal pain and pain/discomfort following meals, seizures and 

‘sensory storms’ (while conscious) and, lastly, an inability to remain conscious for more 

than a few minutes, or hours at a time or for more than a few hours each day in total. Any 

one of these problems can cause severe suffering. What makes severe M.E. so terrible is 

that the patient is almost always dealing with a large number of these horrific problems all 

at once.  

http://www.hfme.org/cbtandget.htm#92151527
http://www.hfme.org/themeabilityscale.htm
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More than 60 different symptoms of M.E. have been officially documented. Symptoms in-

clude: 

Sore throat, chills, sweats, low body temperature, low grade fever, lymphadenopathy, mus-

cle weakness or paralysis, muscle pain, muscle twitches or spasms, gelling of the joints, 

hypoglycaemia, nausea, vomiting, vertigo, chest pain, cardiac arrhythmia, resting tachy-

cardia, orthostatic tachycardia, orthostatic fainting or faintness, circulatory problems, 

opthalmoplegia, eye pain, photophobia, and other visual and neurological disturbances, 

hyperacusis, tinnitus, , gastrointestinal and digestive disturbances, allergies and sensitivi-

ties to many previously well-tolerated foods, drug sensitivities, stroke-like episodes, nys-

tagmus, difficulty swallowing, paraesthesia’s, polyneuropathy, myoclonus, temporal lobe 

and other types of seizures, an inability to maintain consciousness for more than short pe-

riods at a time, confusion, disorientation, spatial disorientation, disequilibrium, breathing 

difficulties, sleep disorders; sleep paralysis, fragmented sleep, difficulty initiating sleep, 

lack of deep-stage sleep and/or a disrupted circadian rhythm and neurocognitive dysfunc-

tion including cognitive, motor and perceptual disturbances (Bassett, 2008, [Online]). 

Dr Cheney writes, ‘80% of cases are unable to work or attend school. We admit regularly 

to hospital with an inability to care for self’ (Hooper et al. 2001 [Online]). Research has 

shown that M.E. has been found to be more disabling than MS, heart disease, virtually all 

types of cancer, patients undergoing chemotherapy or haemodialysis. It is comparable to 

end-stage AIDS, i.e. to how ill and disabled an AIDS patient is 2 weeks before 

death. (Hooper & Marshall 2005a, [Online]). (See What is Myalgic Encephalomyelitis? for 

more information.) However, in M.E. this high level of suffering is not short term as it is for 

end-stage AIDS patients.  The body has few limits on how bad pain and disability can be 

without actually killing the sufferer, and how long the sufferer can remain in this state.  This 

high level of suffering can last uninterrupted for DECADES. 

http://www.hfme.org/wcheney.htm
http://www.hfme.org/whatisme.htm
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5. What is Homeostasis? 

Homeostasis is the ability of a living organism to regulate its internal environment to main-

tain a stable, constant condition, by means of multiple dynamic equilibrium adjustments, 

controlled by interrelated self-regulation mechanisms. Homeostasis is one of the funda-

mental characteristics of living things. It is the maintenance of the internal environment 

within tolerable limits. 

M.E. causes a loss of the ability of the CNS (the brain) to adequately receive, interpret, 

store and recover information which would enable it to control vital body functions. There 

is a loss of normal internal homeostasis; the individual can no longer function systemically 

within normal limits. 

Metabolic problems at a cellular level also contribute to this inability to maintain homeosta-

sis in M.E. M.E. expert Dr Byron Hyde explains, ‘In MRI spectography of arm muscle of 

M.E. patients, it has been shown that because of an abnormal build-up of normal metabo-

lites, the muscle cell actually shuts down to prevent cell death.’ This is what is happening 

to the M.E. patient’s cell physiology in every muscle (including the heart) and in the brain 

as a result of physical and cognitive activity and/or overexertion; there is ‘cell field shut-

down’ to prevent the death of the cell. See: Treating Myalgic Encephalomyelitis - Avoiding 

Overexertion for more information and for references. 

  

6. Is Myalgic Encephalomyelitis a stable illness? 

One can probably observe people with some illnesses carefully for an hour or so and col-

lect a lot of good information about what they can and can’t do, how severe their illness is, 

and what their usual symptoms are from day to day, and so on. However M.E. is not one 

of those illnesses. M.E. is not a stable illness. 

Observing the average M.E. sufferer for an hour – or even a week or more – will not give 

an accurate indication of their usual activity level because the severity of M.E. can wax 

and wane throughout the month, week, day and even hour. Also, people with M.E. can 

sometimes operate significantly above their actual illness level for short periods of time 

thanks to surges of adrenaline – albeit at the cost of severe and prolonged worsening of 

the illness afterward. Relapses and worsening of symptoms are also very often also signif-

icantly delayed (there may be both an acute AND a delayed reaction). 

Just observing someone with M.E. do a certain task should not be taken to mean (a) that 

they can necessarily repeat the task anytime soon, (b) that they would have been able to 

do it at any other time of day, (c) that they can do the same task every hour, day or even 

every week, or month, or (d) that they won’t be made very ill afterwards for a considerable 

period because they had to really push themselves (and make themselves ill) to do the 

task. 

http://en.wikipedia.org/wiki/Homeostasis
http://www.hfme.org/whyde.htm
http://www.hfme.org/treatingme.htm
http://www.hfme.org/treatingme.htm
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Often a considerable rest period is needed before and after a task, which may be hours, 

days, weeks or months long. For example, someone may need 2 weeks rest before an 

outing, for example, and may then spend 3 weeks extremely ill afterwards recovering from 

it. Just observing them in the 2 hours they were ‘out and about and mobile’ is of course not 

at all representative of their usual ability levels.) 

Most importantly, because the worsening of the illness caused by 

overexertion may not even begin until 48 or more hours after-

wards (when most observers are long gone), it’s impossible to tell 

by seeing an M.E. patient engaged in an activity, whether that ac-

tivity is so far beyond the patient’s limits that it will end up causing 

a severe or even permanent worsening of the illness (or 

‘relapse’). To be blunt, the activity may even end up killing the pa-

tient.  This isn’t common (the death rate is estimated at 3%), but 

deaths can and do occur. Thus, observers who see an M.E. pa-

tient engaged in an activity have no idea what the consequences 

of this activity may be. 

 

What is an adrenaline surge? Adrenaline is often referred to as the ‘fight or flight’ hormone 

as it kicks into action in situations of potential danger. However, adrenaline also kicks in 

when the body is in physiological difficulty, which is very often what is happening to severe 

M.E. sufferers. Adrenaline surges make the heart pump faster and raise the blood pres-

sure, forcing blood around the body with greater force to supply the muscles with more ox-

ygen, so that they can make a greater effort. Surges of adrenaline increase the metabo-

lism. They also relax and dilate the airways so that more oxygen than usual can be taken 

in. Adrenaline surges can also decrease the amount of pain felt. As a result of all of these 

factors, adrenaline surges – while they last – have the ability to increase physical speed, 

strength and other physical abilities.  

Unfortunately, when these bursts of adrenaline wear off – as they must – people with M.E. 

are left far more ill as a result for many days, weeks, months or even years. People with 

M.E. are harmed by adrenaline surges, both by the physiological stress to the body of the 

changes caused by adrenaline, and by the extra activity which adrenaline enables, which 

may be far beyond the body’s normal limits so that such activity causes damage.  For eve-

ry short term ‘gain’ there is a far greater loss overall.  

For more information on adrenaline surges in M.E., and the different order in which certain 

bodily systems may be affected by M.E. (and by overexertion), see the Dr Cheney section 

in The effects of CBT and GET on patients with Myalgic Encephalomyelitis or Treating My-

algic Encephalomyelitis - Avoiding Overexertion.  

http://en.wikipedia.org/wiki/Adrenalin
http://www.hfme.org/wcheney.htm
http://www.hfme.org/cbtandgeteffects.htm
http://www.hfme.org/treatingme.htm
http://www.hfme.org/treatingme.htm
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7. Why is M.E. not at all the same thing as ‘CFS’? 

The terminology is often used interchangeably, incor-

rectly and confusingly. However, the DEFINITIONS of 

M.E. and CFS are very different and distinct, and it is 

the definitions of each of these terms which are of pri-

mary importance. The distinction must be made be-

tween terminology and        definitions. 

 

Chronic Fatigue Syndrome is an artificial construct cre-

ated in the US in 1988 for the benefit of various political and financial vested interest 

groups. It is a mere diagnosis of exclusion (or wastebasket diagnosis) based on the pres-

ence of gradual or acute onset fatigue lasting 6 months. If tests show serious abnormali-

ties, a person no longer qualifies for the diagnosis, as ‘CFS’ is ‘medically unexplained.’ A 

diagnosis of ‘CFS’ does not mean that a person has any distinct disease (including M.E.). 

The patient population diagnosed with ‘CFS’ is made up of people with a vast array of un-

related illnesses, or with no detectable illness. According to the latest CDC estimates, 

2.54% of the population qualify for a ‘CFS’ (miss) diagnosis.  Every diagnosis of ‘CFS’ can 

only ever be a misdiagnosis.  

Myalgic Encephalomyelitis is a systemic neurological disease initiated by a viral infection. 

M.E. is characterised by (scientifically measurable) damage to the brain, and particularly to 

the brain stem which results in dysfunctions and damage to almost all vital bodily systems 

and a loss of normal internal homeostasis. Substantial evidence indicates that M.E. is 

caused by an enterovirus. The onset of M.E. is always acute and M.E. can be diagnosed 

within just a few weeks. M.E. is an easily recognisable distinct organic neurological dis-

ease which can be verified by objective testing. If all tests are normal, then a diagnosis of 

M.E. cannot be correct.  

M.E. can occur in both epidemic and sporadic forms and can be extremely disabling, or 

sometimes fatal. M.E. is a chronic/lifelong disease that has existed for centuries. It shares 

similarities with MS, Lupus and Polio. There are more than 60 different neurological, cogni-

tive, cardiac, metabolic, immunological, and other M.E. symptoms. Fatigue is not a defin-

ing nor even essential symptom of M.E. People with M.E. would give anything to be only 

severely ‘fatigued’ instead of having M.E. Far fewer than 0.5% of the population has the 

distinct neurological disease known since 1956 as Myalgic Encephalomyelitis. 

The only course of action that makes any sense is for patients with M.E. to be studied ON-

LY under the name Myalgic Encephalomyelitis – and for this term to be used ONLY to refer 

to a 100% M.E. patient group. 
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The problem is not that ‘CFS’ patients are being mistreated as psychiatric patients; some 

of those patients misdiagnosed with ‘CFS’ actually do have psychological illnesses. ‘CFS,’ 

as a wastebasket diagnosis, includes all sorts of fatiguing illnesses including psychiatric 

illnesses.  ‘CFS’ is associated with psychiatric illness; for many patients this is inappropri-

ate, but some patients misdiagnosed with ‘CFS’ actually do have psychological illnesses. 

There is no such disease as ‘CFS’ – that is the entire issue. The vast majority of patients 

misdiagnosed with ‘CFS’ do not have M.E. The only way forward, for the benefit of society 

and every patient group involved, is that: 

1. The bogus disease category of ‘CFS’ must be abandoned completely. 

2. The name Myalgic Encephalomyelitis must be fully restored (to the exclusion of all oth-

ers) and the World Health Organization classification of M.E. (as a distinct neurological 

disease) must be accepted and adhered to in all official documentations and government 

policy. 

The bogus disease category of ‘CFS’ must be abandoned (along with the use of other 

vague and misleading umbrella terms such as ‘ME/CFS,’ ‘CFS/ME, ’ 'ME-

CFS,’ ‘CFIDS,’  ‘Myalgic Encephalopathy' and others), for the benefit of all patient groups 

involved.  Science, logic and ethics must prevail over mere financial and political concerns. 

For more information see: What is Myalgic Encephalomyelitis?, Testing for M.E., The Ter-

minology Explained and Why the bogus disease category of ‘CFS’ must be abandoned. 

Governments around the world are currently spending $0 a year on M.E. re-

search. Considering the brutal severity of the illness, and the vast numbers of patients in-

volved, ranging in age from two to adults, this is a worldwide disgrace. How much longer 

will the world be fooled by the paper-thin ‘CFS’ scam, which has been clearly proven to be 

merely financially motivated?’  The fiction of ‘CFS’ represents outright medical fraud, in-

volving serious medical abuse and neglect of patients, on a truly massive scale. 

For information about the significant medical similarities, and political differences, between 

M.E. and MS see M.E. vs MS: Similarities and differences 

For more information on why the bogus disease category of 'CFS' must be abandoned 

see: Who benefits from 'CFS' and 'ME/CFS'? 

Copyright © Jodi Bassett November 2008. This version updated March 2009. From www.hfme.org 

http://www.hfme.org/houseboundandbedbound.htm 
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Benefit cuts 2016... 
The reality of living on  

disability benefits! 
By Sophie R Tennant 

Please bear with me throughout this blog, this is something I am feeling very passionate 
about and therefore I'm writing this with tears in my eyes, knowing the effect that the follow-
ing issues will have on many people I am close to. 
 
So earlier this month the government pushed through a £30 per week cut to disabled ESA 
claimants meaning that many disabled people just on this benefit will be losing roughly 
£120 per month, £1440 per year. Not only this, but last week it was also discussed that 
over half a million people will lose up to £150 PER WEEK due to cuts in PIP (the new disa-
bility living allowance that those with disabling and chronicle conditions can apply for) Now 
this Budget had previously been described as supporting "those who need it most" yet both 
these cuts are full of hypocrisy as the people who need support the most are certainly not 
getting it and are therefore being put under more under needless strain. 

 
Above I referred to the hypocrisy of these budget cuts, 
but I have come to realise that doesn't even come 
close to what it is.  
 
Did you know that Davis Mundell (secretary of state for 
Scotland) once got investigated for expenses fraud 
and it got proved that he once claimed £3000 for a 
camera to take photos of himself? 
 

PritI Patel claimed £152,470 (just in 1 year I might add) on top of her salary just on expens-
es… 
In 2015 Liz Truss (Tory MP) flew first class and stayed in a 5 star hotel on a six day govern-
ment trip, she then claimed £34000 on expenses for this trip. 
In 2015 Michael Fabricant claimed £95,500 on running his office, £15,628 for a hotel on ex-
penses and this is all on top of his £74,000 salary. 
Chris Grayling also claimed £127,000 on expenses that is 20+ years of benefits for a sick 
and disabled person. 
Did you know that all of the above people (plus hundreds more!!) voted on yes to take £30 
a week from disabled people? 
 
Many disabled people are already struggling to afford the vital things such as accommoda-
tion, food and heating, let alone everything they need on top of that such as medication, 
wheelchairs, mobility scooters, taxis, blue badges etc.. So these cuts could and will prove 
devastating for many disabled people. 
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A muscular dystrophy UK study found that 2 out of 5 families affected by this muscle wast-
ing condition struggle to pay their bills due to the extra pressures and costs having the con-
dition causes. A further 4 out of 5 families do not think that the benefit system adequately 
covers these costs. A further survey found that 28 % of people had been unable to afford to 
eat whilst in receipt of these benefits, 38% had been unable to heat their homes and 52% 
struggled to stay healthy, which is to say people receiving these benefits were already 
struggling and that cutting it further only make these problems worse.  So any one with half 
a brain can see that disability cuts are not the right group to target for making cuts. 
 
It defies belief that we live in a civilised (well that’s debatable) country were disabled people 
are forced to endure humiliating treatment/assessments where people try to disprove what 
our doctors/specialists say and give information to them about us to be able to make a 
claim in the first place. And to then be treated like dirt by those in charge to an extent that 
THOUSANDS of chronically sick and disabled have committed suicide rather than go 
through these pressures and harassments.  And now on top of all that, they decide to take 
more money away from us knowing full well the struggles we go through in everyday life 
without having this to deal with. 
 
Now many people may think that people on disability benefits such as ESA or PIP get hun-
dreds of pounds a week without having to work and live a life of luxury on this money whilst 
the truth is we maybe get about £50 pw more than an unemployed person which we have 
to make stretch for our individual needs such as daily medication, travelling to and from 
doctors/hospital/specialist appointment, wheelchairs, walking frames etc. plus many disa-
bled people have zero chance of ever working again.  Meanwhile the ones who are punish-
ing us sick and disabled manage on a basic salary of £74,000 p.a. plus HUGE allowances 
and expenses on top of that, and yet THEY want US to save them some money!!! 
 
I'll leave you with this, a real reaction that a friend of mine wrote when she heard the news 
about the ESA cuts, she’s 24 and has quite severe M.E and has no choice but to rely on 
these benefits just to live day to day. 
 
“I hope they're false rumours. They want us all to die. Inhumane. If they want us to die why 
they don’t offer.....wow I'm fogged up.....to let us die humanely....euthanasia.  David Camer-
on needs to have a car crash and end up paralysed or something so he can understand a 
smidge better... MPs need to get sick/unwell.  They need to live on the dole and see how 
they like it.  They should spend hours lying in bed with no one around for weeks and weeks 
and see how they like it living like that.  And see how easy it is for us. I went to the doctors 
today and asked about eubiquinol, L carnitine and lymphatic drainage oesteopathy (it's 
helped someone I know a lot) and guess what? They aren't available on the NHS.  Many 
people find the Lightning process helps them. But everything that helps a person with 
M.E....is NOT available for us. We need to go private with EVERYTHING. How are we sup-
posed to get better if they just keep taking from us? People need specialised equipment, 
cars adapted for wheelchairs, mobility scooters etc. I used to think that getting a bus for £5 
was expensive. But now a trip to Sainsbury's costs me £25 and they want us to manage 
with less?" 
 
It brings me to tears to think of the impact these cuts are going to have on the people who 
need financial support the most. 
 
Sophie Tennent x  
M.E warrior age 24  
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Action for M.E 
I received an e-mail request from Action for ME which I 

have copied below.  You may not have, or know anyone 

with M.E but if you have read the on-going articles regard-

ing the PACE trials you will be aware how damaging that 

can be to many … they have chosen to target the most 

vulnerable of our society …. The children.  I am all for therapies that help but this frightens 

me …. The proof is already out there as to how damaging this protocol can be.  Action for 

ME is right to be concerned, their role is to help those with ME, and we can help them by 

signing this petition.  Please do it for ME.   

Dear B, 
 
I am writing to you because I am concerned about MAGENTA, a UK trial of graded exer-
cise therapy in children ages 8-17. 
 
Hundreds of adult patients have reported harm — some becoming housebound or 
bedbound, indefinitely — from graded exercise therapy (GET). Many prominent scientists 
and journalists argue that there is no correlation between participation in GET and recov-
ery. 
 
What concerns me most is that parents and carers enrolling their children in the trial are not 
being adequately notified of the potential for harm. They are being told: "We are not aware 
of side effects. Studies in adults have also not shown that there are any side effects." 
Please help us fight to stop clinical trials of GET for ME/CFS patients by signing this peti-
tion. We want to speak in one loud, unified voice. We want to use our numbers to demand 
the attention of the British government and the attention of media and health authorities 
around the world. 
Thank you for your support! 
 
LA 
 

http://www.meaction.net/suspend-all-trials-of-graded-exercise-therapy-in-children-and-

adults-with-mecfs/?mc_cid=10d402950f&mc_eid=4d443241be 

http://meaction.us2.list-manage.com/track/click?u=908f2aeffeb0c0cea673894bf&id=707611c78a&e=4d443241be
http://meaction.us2.list-manage.com/track/click?u=908f2aeffeb0c0cea673894bf&id=707611c78a&e=4d443241be
http://www.meaction.net/suspend-all-trials-of-graded-exercise-therapy-in-children-and-adults-with-mecfs/?mc_cid=10d402950f&mc_eid=4d443241be
http://www.meaction.net/suspend-all-trials-of-graded-exercise-therapy-in-children-and-adults-with-mecfs/?mc_cid=10d402950f&mc_eid=4d443241be
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GOING BANANA`S 
 

 

 

 

 

 

 

 

 

 

How do bees brush their hair?     

With a honey comb! 

 

 

    What do you call an alligator in a vest? 

    An investigator! 

 

 

 

Why did the picture go to jail?     

Because it was framed! 
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Recipes 
By Tina Leigh McDonald 

(From BBC Good Food Website) 

Moroccan turkey salad 

Ingredients 
 
2 pitta bread 

2 tbsp. olive oil  

1 diced aubergine  

1 tbsp. harissa (see below) 

250g halved cherry tomato 

500g shredded leftover turkey 

breast 

100g rocket seeds  

1 pomegranate or 110g tub 

pomegranate seeds 

A few mint leaves 

Method 

 

Tear the pitta into pieces and fry in the olive oil until crisp.  

Tip into a bowl, then fry the aubergine for 10 mins until soft.  

Add to the pitta with the harissa, tomatoes, turkey and rocket.  

Toss well.  

Scatter over pomegranate seeds and mint leaves. 

 

Harissa 

This is a fiery North African paste that is orangey-

red in colour. It’s a mixture of peppers, dried red 

chillies, garlic, caraway seeds, ground cumin and 

coriander, tomato purée, salt and olive oil. It can 

be used as a condiment or as an ingredient in 

cooking and provides a real boost as an accom-

paniment to vegetables and pulses. 

 

 



71 

Prawn & cod cakes 

Ingredients 

250g cod loin, skinless and 

boneless 

175g cooked king prawns, 

chopped 

175g mashed potato 

Small bunch chives, snipped  

The zest 1 lemon, plus 1 lemon 

cut into wedges, to serve 

5 eggs, 1 beaten 

50g breadcrumbs 

2 tsp olive oil  

200g green beans 

100g cherry tomatoes 

1 tbsp. white wine vinegar  

Method 

Heat the oven to 220C/200C fan/gas 7.  

In a small saucepan cover the cod with cold water, poach for 3-4 mins until just cooked 

Remove with a slotted spoon and pat dry.  

Flake into a medium bowl with the prawns, potato and most of the chives, lemon zest and  

some seasoning. Shape into 4 even-size cakes and chill for 10 mins. 

Dip each cake in the beaten egg, then coat in the breadcrumbs, repeat with the remaining  

fish cakes.  

Brush each cake with 1 tsp of the olive oil, place on a roasting tray and cook for 25 mins,  

turning halfway through.  

Cook beans in salted boiling water for 3-4 mins, until tender, adding the tomatoes for the  

final min.  

Drain and toss through the remaining oil, vinegar and reserved chives, mashing the  

tomatoes lightly with a fork, season with some black pepper and set aside. 

For the poached eggs bring a shallow pan of water to just boiling, stir the water once or  

twice and crack in the eggs.  

Poach for 3-4 mins, then remove with a slotted spoon.  

Serve the fishcakes topped with a poached egg and garnished with the beans and a few  

wedges of lemon for squeezing over. 
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Honey-mustard chicken pasta 

Ingredients 

300g farfalle or other pasta shape 

3 tbsp. reduced-fat mayonnaise 

(use full-fat if you prefer) 

1 heaped tsp wholegrain mustard 

1 tsp clear honey 

300g cooked chicken, torn into 

rough pieces 

4 spring onions, thinly sliced (or 

use ½ red onion, thinly sliced) 

Small bunch basil, leaves roughly 

torn 

4 tomatoes, quartered, then each 

chunk halved 

Method 

Boil the pasta, then cool under running water.  

Mix the mayo, mustard and honey in a large bowl and loosen with a little water to make a  

dressing the consistency of double cream.  

Add the pasta, chicken, onions, basil and tomatoes, season to taste, then gently mix  

together. 



73 

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 Disa-

bledViewUk.  

 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 contact Government departments, Agency and Charities when required. We have 

supported members in highlighting their cases, raising them when required too parliamen-

tary 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 preparing 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, Employ-

ment 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 supposed 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 clarifica-

tion 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/
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 

support us: 

 
Dubbo Fibromyalgia Support Group -  
https://www.facebook.com/
DubboFibromyalgiaSupportGroup/?fref=ts 
 

Fibro Family – You’re Not Alone –  

https://www.facebook.com/

groups/1645989475667771/ 

 

Fibro Social Club UK –  
https://www.facebook.com/
groups/760266097417614/?fref=ts 
 

Fibro Support UK –  

https://www.facebook.com/

groups/818013851580139/ 

 

Fibromyalgia Awareness and Advocacy, 
Ireland -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/ 

 
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 ar-

ea.  https://www.facebook.com/fibromeetup 

 

Blogs 
 
Donna Gregory Burch - http://
fedupwithfatigue.com  
 
Sally K Burch - http://
sallyjustme.blogspot.co.uk 

Groups 

https://www.facebook.com/DubboFibromyalgiaSupportGroup/?fref=ts
https://www.facebook.com/DubboFibromyalgiaSupportGroup/?fref=ts
https://www.facebook.com/groups/1645989475667771/
https://www.facebook.com/groups/1645989475667771/
https://www.facebook.com/groups/760266097417614/?fref=ts
https://www.facebook.com/groups/760266097417614/?fref=ts
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/851991271478504/
https://www.facebook.com/groups/851991271478504/
https://www.facebook.com/fibromeetup
http://fedupwithfatigue.com
http://fedupwithfatigue.com
http://sallyjustme.blogspot.co.uk
http://sallyjustme.blogspot.co.uk
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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 ref-
erence. 
 
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 there-
in. 
  
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 only.  Readers shall not hold Fibro Flare Maga-
zine, or any associated persons or entities, liable for any use or misuse relat-
ing 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 individual contributor or do not break copyright laws.  Neither Fi-
bro Flare Magazine nor any of its associates can or will be held responsibility 
for these items. 
 
E&OE 

To all our regular contributors, our won-
derful 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

