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A CURE! 

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

Chronic Fatigue Syndrome (CFS) and Myalgic Encephalopathy (ME) 

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

lifelong debilitating condition.  

 

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

to offer their own level of support.  

 

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

who have presented regularly over a 6 month period or more with unex-

plained pains which could be FM, or those who have already been diag-

nosed.  

 

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

 

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

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

 

This month we have continued our ‘mental health with chronic pain’ 

theme and have focused on anxiety and panic attacks.  As patients we 

are always looking for ways to help ourselves – because we none of us 

have chosen these issues and I have yet to come across anyone who 

wouldn’t change it if they could – we are all seeking to get ‘me’ back or 

at least have a reasonable quality of life.  I hope you find something in 

the articles that will work for you and give you some of the help you 

need. 

 

Our fantastic news at Fibro Flare Awareness Group is that we are now a registered charity 

– Charity Reg: 1170884.  There is an introduction to the trustees on page 6.  We are look-

ing forward to being able to achieve much more in the coming years, plans are in the mak-

ing but it may take us a year or two to really put everything in place. 

 

We would really like to do our very best to make this year’s International Fibromyalgia 

Awareness Day on May 12
th
 as successful as last year but we will always need the help of 

more members/readers.  In particular, if you have any non-fibro friends/family who would 

be willing to help for that day please let us know.  Its one day …..  our opportunity to work 

together and prove we are truly warriors. 

 

We hope you enjoy this issue of the magazine and find it entertaining as well as informa-

tive.  What is it you would like to see covered?  We publish to help you, so let us know 

what we’re missing. 

 

Take care and be kind to yourself. 

 

 

 
fibroflaremag1@outlook.com 

www.flaremag.co.uk 

Beth X       

mailto:fibroflaremag1@outlook.com
http://www.flaremag.co.uk
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Meet the Trustees  
Chair – Beth Urmston 
 
 
Sian Phillips 

 
 

 
 
 
Julie Britten  

 
 

 
 
 
Sarah Blackburn 

 

We are committed to doing everything we are able to raise awareness and funds for bio med-
ical research. 
 
We are currently in discussion with a couple more members with a view to them joining the 
team.  We are growing, and as we grow we will need more people on board.  We will be look-
ing for more people who have fibro but also non fibro’s.  
 
Our meetings take place via Skype as we all live in various parts of the country.  Our ac-
counts are available to anyone who would like to see them and are also submitted to the 
Charities Commission annually. 
 
We still need members on board to help us achieve our aims … help us raise more aware-
ness, together we can make a difference. 
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Mental Health – Anxiety 
By Elyse Runacre and Beth Urmston 

Everyone will have experi-

enced the feelings of un-

ease, fear and worry at 

some point in their lives.  

It’s common to feel nervous 

or tense when faced with 

such things as big deci-

sions, exams, going into 

hospital etc. Both the emo-

tional and the physical sen-

sations though unpleasant 

are an inbuilt biological re-

sponse.  The fight or flight 

instinctive reaction to any-

thing that makes us feel threatened.  

For a short time, you may find it hard to sleep/concentrate/eat etc. Usually everything 

goes back to normal once the situation has passed.  

However, because anxiety is an instinct it’s very difficult to know when anxiety becomes a 

mental health problem.  But when these feelings are very strong or last for a long time it is 

very overwhelming.  Worrying all the time about things that are part of everyday life or 

about things that are never going to happen, even worrying about worrying.  The unpleas-

ant physical and psychological effects of anxiety may be experienced regularly, some-

times leading to panic attacks.  What kind of experiences you have will determine which 

type of specific anxiety disorder you are diagnosed with?  

All types of anxiety affect the way that you want to live your life.  Holding down a job, de-

veloping/maintaining relationships or simply enjoying leisure time are everyday aspects of 

your life that you may struggle with.  Frequently feeling anxious or long term anxiety can 

lead to other additional effects on your body and mind.  Such as : Problems sleeping, de-

pression, lowered immune system, a change in your sex drive, smoking/drinking a lot or 

misusing drugs in order to cope. 

 



There are things that you can do to help yourself if you experience anxiety or panic attacks – 

 Talking to someone you trust. 

 Breathing exercises.  

 Listening to music. 

 Shifting your focus. 

 Reassuring thoughts. 

 Regular exercise. 

 Eating a healthy diet. 

 Joining a support group. 

 Keeping a diary. 

 Complementary therapies. 8 

Some possible factors as to why some people experience anxiety as a mental health condi-

tion and some don`t are –  

 Past or childhood experiences; 

 genetics;  

 diet; 

 everyday life and habits; 

 drugs or medication; 

 physical/mental health; 

 It could be a mixture of these things or it may seem like there is no obvious cause. 

If you experience anxiety, you may have experienced some or all of the symptoms in the 

table below. Anxiety can feel different for different people so you may also experience 

symptoms which are not listed in the table.  

Anxiety has many physical and psychological symptoms.  

 

Physical Psychological 

Nausea (feeling sick) Feeling tense nervous or on edge. 

Tense muscles & headache Having a sense of dread or fearing 

Pins & needles Feeling like the world is speeding up 

Feeling light headed or dizzy Feeling like others can see your anxi-

Faster breathing Feeling numb 

Sweating or hot flushes Feeling restless and unable to con-

Raised blood pressure Dwelling on negative experiences or 

A fast thumping or irregular heart- Feeling your mind is overflowing with 

Churning in the pit of your stomach   

Difficulty sleeping   

Needing the toilet more or less often   

Experiencing PANIC ATTACKS   
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For various reasons, you may not have received a diagnosis of which anxiety disorder it is that you 

have.  You may not have realised that there were different types. However, learning about the 

different types may help you with your own experiences.  

The most commonly diagnosed anxiety disorders are – 

 Panic disorder 

 Generalised anxiety disorder (GAD) 

 Phobias 

 Obsessive-compulsive disorder (OCD) 

 Post-traumatic stress disorder (PTSD) 

Panic disorder:  

If the panic attacks that you experience seem completely unpredictable and 

you can`t identify what triggers them.  Then you may be given this diagno-

sis.  Panic disorder leaves you feeling permanently afraid of another panic 

attack to the point where this may trigger an attack.  

 

Generalised anxiety disorder (GAD): 

If for a long-time you have felt fearful/anxious even though you are not 

anxious about anything specific that is happening in your life.  You might 

be diagnosed with this. As there are lots of possible symptoms and effects 

of anxiety, this is quite a broad diagnosis. Meaning that the problems that 

you experience may be quite different to the problems that others with 

the same diagnosis experience.  

 

Phobias: 

A phobia is an intense fear of something, even when that thing is very un-

likely to be a danger to you. Your anxiety will be triggered by very specific 

objects/situations. 
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Obsessive-compulsive disorder (OCD): 

This is the diagnosis that you might receive if you have experienced 

either of the following: 

Obsessions – Unwelcome thoughts, urges, images or doubts 
which repeatedly appear in your mind.  

Compulsions – repetitive activities that you feel you must do.  

 

 

Post-traumatic stress disorder (PTSD): 

If you develop strong feelings of anxiety after witnessing or experiencing 

something that you found very traumatic then you might be given this diag-

nosis.  PTSD can cause flash backs or nightmares which can feel like you 

are reliving all the fear and anxiety that you experienced during the actual 

event. 

Treatments – 

The most common types of treatments that your GP will offer you are: 

Talking therapies 

Self-help resources 

Certain types of medication. 

These treatments will vary depending on your diagnosis.  You should always be offered talk-

ing therapies before medication.  

Talking therapies  

Also, known as counselling or therapy. Is a process where you work with a trained therapist 

to understand the causes of your anxiety and to find strategies to manage it.  

There are different types of talking treatments available. The most common is (CBT) cogni-

tive behavioural therapy because there is a reliable evidence that it can be effective for 

some.  

Self-help Resources 

You can buy self-help books from most bookshops or specialist organisation websites such 

as Panic Away and No Panic.  

Your local library might be able to order certain self-help titles for you to borrow for free. 

Your GP might be able to prescribe self-help resources through the NHS - it’s worth asking.  
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Medication 

There are 3 types of medication which can be helpful in managing anxiety –  

Anti-depressants 

Beta blockers 

Pregabalin (an anticonvulsant drug). 

 
Anti-depressants – might help you to feel calmer and more able to benefit from a more 

long term treatment such as talking therapies.  
Beta blockers – such as Propranolol, can treat some of the physical symptoms of anxi-

ety, including a rapid heartbeat, palpitations and a tremor (shaking). These can be 
helpful when having to face a particular phobia, such as going on an aeroplane. As 
they are NOT a psychiatric medication, they will not help with any psychological symp-
toms.  

Pregabalin – if you have a diagnosis of generalised anxiety disorder your Doctor may 
decide to prescribe you a drug called Pregabalin (lyrica). Normally used to treat Epi-
lepsy this anticonvulsant is also licenced to treat anxiety.  
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Way back in 1976 I had my first panic attack.  At the 

time I was pregnant with twins and had horrendous 

morning (all day) sickness.  With very little warning –

usually a cold sweat on the back of my neck for two 

seconds - I would be projectile vomiting.  On a bus, 

except for the day I managed to get off the bus and 

dive down an alleyway in Manchester, unfortunately I 

didn’t check the wind direction and what came out was blown straight back at me.  Stood in 

the queue at a supermarket and the poor guy in front of me copped it all the way down the 

back of his shirt!  From then on I became anxious about where or when the next time would 

be.   

Even after the twins were born I would get anxious when in crowds, one year whilst Christ-

mas shopping with my sister the store became so busy that I started a panic attack.  I had to 

close my eyes whilst my sister guided me outside the door. 

If a train started to get packed I would work my way towards the door so I could stand facing 

out to the scenery with my back to the crowd.  By being aware I was able to avoid getting 

‘trapped’ and so avoided panic attacks. 

In 2006 I was walking through the town centre, 

it was a fantastic summer’s day, I was quite 

happy and enjoying being out.  When out of 

nowhere I couldn’t breathe, I was going dizzy 

and could feel my legs starting to give way.  

The sweat was pouring down my back.  I don’t 

handle embarrassment well and the thought of 

people making a fuss was adding to the panic.  

Somehow I managed to get myself to the 

bench nearby and collapsed onto it. 

From then onwards panic attacks started hitting any time of day or night, with no real reason 

that I could discern.  I would even wake up gasping for air at times – how can you have a 

panic attack when sleeping?  I still haven’t worked that out. 

Panic Attack 
By Beth Urmston  
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I dealt with them, imagining I had a paper bag and practising slow 

breathing as had been taught.  However on Sunday in April 2011 I 

awoke mid attack, I did all the usual and it subsided, but within half 

an hour I started another attack.  This went on all through the day.  

By late evening I was worn out, the exhaustion was overwhelming 

and I didn’t have the energy to deal with any more attacks.  But an-

other one came and I just couldn’t do it anymore.  I was going to 

have to go to hospital – and that triggered another anxiety of mine– 

socio-phobia.  Once I started thinking about what would have to 

happen to get me to hospital – paramedics – strangers coming into 

my home – close proximity – being touched – hospital – more peo-

ple, strangers etc. etc.  As you can imagine that was doing nothing 

to help ease the panic attack.  As bad as it was I just knew I couldn’t go to hospital so I ac-

cepted that whatever happened, happened.  If I stopped breathing, the panic attack would 

be over, it would be done but there was no way I was going to hospital.   

I don’t know how I did it but I put up one last fight and got it under control and then I re-

membered I had medication – yes I know it beggars belief that I had not even considered 

taking something all through the day but I just hadn’t.  I really only used the medication 

when having to go outside and deal with people.  When I was first given Chlorpromazine I 

was told it was for emergency use only, never take it regularly so maybe that’s why I never 

really considered it. 

I still use it when going out, whether socially or to appointments.  How many I take is de-

pendent on the circumstances.  For social, dentist or doctor appointments one works fine.  

However when facing ‘interrogation’ such as DWP assessments, tribunals etc.  

I start taking 3-4 days before and then hit them hard on the day.  I still fall apart, even with 

the meds but I know it would be a whole lot worse if I didn’t have them. 

The day after the worst attack I was on a call with a counsellor and was telling of my night-

mare day.  She said she had come across a site that may be helpful to me and gave me the 

details.  She was very honest and said she had not really looked into it but asked that if I 

found it useful to let her know as she came across many patients with anxiety issues. 

The web site is https://www.panicaway.com/  

Once the call ended I immediately went to the website and at first glance I thought ‘I can’t 

afford that’!  I then discovered that for once I didn’t need to have money to access ‘the 

cure’.   This wasn’t just for those who could afford it but for everyone.  I signed up to receive 

the ‘free’ starter kit – no card details needed!! 

https://www.panicaway.com/
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It hasn’t cured the anxiety (part of the faulty fight or flight mechanism of fibromyalgia) and I 

do occasionally wake in the throes of a panic attack.  However it has made a massive differ-

ence – less panic attacks and the ability to take back control quickly.  Panic attacks do not 

rule my life any longer. 

I am happy to recommend this to anyone and everyone I come across that suffers from anx-
iety and panic attacks.  With the very kind permission of Barry McDonagh (creator of pani-
caway) the following is his story and some helpful hints to get you started.  
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Barry McDonagh  
My name is Barry Joseph McDonagh and 
believe it or not, I was the last guy in the 
world you would expect to experience a 
panic attack or general anxiety. 
 
“So laid back he might fall over” is how 
people described me. 
Then about to start college year I experi-
enced a spontaneous panic attack! I was 
sitting in church close to the front when my 
heart suddenly started pounding like a 
bass drum in my chest. “WHAT IS GOING 
ON?” I thought to myself as an awful sense 
of fear and dread swept over me. 
 
“Am I having a heart attack?” 
My heart started pounding so hard I 
thought it might explode! My chest began 
to feel really tense and my breathing felt 
restricted like I was suffocating. 
 
I needed to get out. I excused myself and 
walked outside for fresh air hoping it would 
all end. I thought of getting an ambulance 
to rescue me but the really crazy thing was, 
that I was too embarrassed to ask a passer
-by for help! After about 15 minutes the 
panic attack subsided and I went home re-
ally shaking from the experience. It felt like 
just has a brush with death. 

Nowhere now felt safe 
I began to fear if this would ever happen again and just the anticipation of a panic attack 
was enough to bring them on. They started happening in cinemas, at lectures, even while 
driving my car. Anywhere outside of my comfort zone (which was my home) felt unsafe. In 
addition to the panic, I developed general anxiety and moved into a state of feeling anxiety 
24/7. 
 
My life changed completely. I went from being a totally laid back guy, to someone who was 
afraid to queue in a bank. The general anxiety made me feel on edge all the time and there 
were only a few many moments when I felt relaxed. 
 
It reached a point where I knew I had to get help but being a typical Irish male, I resisted 
asking anybody for help or going to see the my doctor. I was afraid of what people might 
think and I was terrified of being diagnosed with some kind of mental illness. 
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I resolved I had to find a solution to this on my own so I 
began research the different treatment for anxiety. That 
period of research was incredibly frustrating and disap-
pointing. All the advice I was getting was to either take 
medications or try a therapy that would help me cope 
and manage the panic attacks and anxiety. I didn’t want 
to just cope with this the rest of my life. I wanted to 
end it! 

 

Every book seemed to have the exact same breathing 
exercises and coping strategies all designed to distract 
me in the moment of panic. Let me tell you something… 
anyone who has experienced a panic attack or high anx-
iety knows that deep breathing and distraction will not 
stop a real panic attack. That’s like closing the gate after 
the horses have bolted. IT JUST DOESN’T WORK but 
only people who have experienced anxiety, know this. 

I think that is the main problem with all the literature out 
there. It is written from an academic point of view and not from the first hand experience of 
someone who has been there and done that (with the exception of Dr. Claire Weekes). 

 

I was looking for someone to say, “Look do this right, then do this and follow it up with this”. 
Something simple I could apply and stop feeling so out scared all the time, -all I got was jar-
gon and coping tools. 

 

I had a hunch that this was all wrong, that teaching people to cope and fight against the 
anxiety was the wrong approach. 

 

The answer came from trying something unorthodox 
I decided to ignore all the advice I was reading and to try much more radical approach 
based on how I observed the panic/anxiety manifesting. So during my next panic attack, I 
turned everything on its head and had the most amazing insight ever. 

 

I discovered that the panic could in fact be short circuited by doing the complete opposite of 
what everyone was telling me. By not fighting the anxiety I could free myself from it with the 
right mental manoeuvres. 

 

And it worked, it worked extremely fast. I immediately started putting myself in situations 
that would trigger panic attacks and I couldn’t even bring one on. That’s how effective this 
new approach I was using was. 

 

Over the coming months I refined into a technique that was easy to apply then added in 
components to tackle the general anxiety too. Within a very short period of time my panic 
was gone and the general anxiety that has been stalking me daily lifted. That technique be-
came known as the 21-7 Technique™. 
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We have now touched the lives of over 150,000 people. 
The results we see are incredible. People don’t write to say ‘thanks it helped it bit’, they 
write to say how the program has completely transformed their lives for the better. Their 
anxiety is gone and they like a bigger and stronger person because of it. 
 
These people become living proof that the program works and as a result their health 
care providers (doctors/therapists) want to learn these techniques for their other patients. 
That’s when we decided to embark on a very ambitious goal. What if we could change 
the way anxiety is being treated the world over. What if we could offer people a real 
alternative to the traditional model of medications and coping strategies? 
 
Mission 2018 
That is why we have created ‘Mission 2018’. Our goal is to reach 1 million people suf-
fering from anxiety by the end of 2016 and create so many amazing success stories 
that the medical establishment has to take notice. If we can transform enough lives, a tip-
ping point will be reached that will propel this approach into mainstream therapeutic care. 
 
I hope you can join with us on that journey and that your success can not only enrich your 
life but other people’s lives as well. 
 

Tips 

If you follow my work, you know I teach that dropping resistance and then really accept-

ing your anxiety is the fastest way to a full recovery.  But I know for many just mentally 

thinking about acceptance does not always trigger enough of a release. 

If you find that the case then I want you to use your breath to go even deeper. 

BREATHE into your anxiety. Here is how: 

1. When you feel anxious, take a deep belly breath in and as you do so say to yourself..."I 

accept and allow this anxious feeling". 

2. Then release the air with a sigh, haaaaa.... 

3. Repeat this pattern over and over until you feel a physical shift of the nervous arous-

al and a sense of flow returning.  

You see anxiety causes a contraction in your mind and body. Acceptance creates a flow 

again.  When you connect your breath with acceptance, you help release the anxious 

contraction in your body even faster. 

Give it a go and let me know how you feel by reply. 

 Barry McDonagh  

www.DareResponse.com 

 P.S. If you have not yet read DARE - read it. We have lots of interesting new stuff coming 

in 2017 but you have to have read Dare first - it's the foundation on which all else is built. 

https://panicaway.infusionsoft.com/app/linkClick/10010/797b27ddea4c5779/29104322/322125f4cfeb219e
http://www.DareResponse.com
https://panicaway.infusionsoft.com/app/linkClick/10012/8ed077bb340e630b/29104322/322125f4cfeb219e
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Julie-Ann Brown 

Six years ago, Julie-Ann started to suffer the 

symptoms of fibromyalgia.  However, behind 

her bubbly out-going personality Julie-Ann 

has battled depression and anxiety for years.  

In her experience, anxiety and depression go 

hand in hand.  One impacts on the other and 

vice-versa.  

 For Julie-Ann, FM wasn’t a trigger for her 

mental health issues but it certainly made 

them worse.  With a loving supportive family 

and great friends around her Julie-Ann feels 

blessed. But there are still times when she 

feels that her loved one’s struggle to really 

understand how debilitating these conditions 

can be, even though other members of her 

family have the same conditions.   

I asked on a scale between 1 and 10, (with 1 

being – feeling a bit down, and 10 being- sui-

cidal) how does depression rate on an AV-

ERAGE day.  Her answer was 5-6.  Depres-

sion makes Julie-Ann feel isolated and hope-

less which in turn makes her withdraw.  Im-

pacting on all areas of her life. i.e.; socially, 

talking on the phone, meeting friends, sleep, 

just getting out of bed is difficult.  It doesn’t 

just affect Julie-Ann it also affects the per-

son/people that you share your life with.  

As if battling depression wasn’t enough to 

deal with Julie-Ann also battles anxiety; stop-

ping her from interacting with others; going 

into difficult situations/seeing people that 

make you feel uncomfortable has a physical 

effect causing Julie-Ann to shake, become 

unbearably hot and giving her palpitations. 

Over the years, Julie-Ann has tried a variety 

of things to try and control/cure these condi-

tions. Including medication, grounding tech-

niques, CBT, counselling, meditation, mind-

fulness and relaxation techniques.  Medica-

tion was the first thing that Julie-Ann was 

prescribed and having tried many types, a 

decision was made to go back to the original 

prescription as the others didn’t help.  How-

ever, Julie-Ann admits that she is unsure if 

even this one really helps.  CBT, mindfulness 

and massage all help with the daily struggle.  

Having regular massages, which help Julie-

Ann to relax both physically and mentally, 

helping her to completely switch off for a little 

while.  Along with the music and essential 

oils, this calming atmosphere also helps to 

improve her quality of sleep.  Disturbed 

sleep/insomnia is a crippling symptom of de-

pression, anxiety and stress as well as the 

pain endured from fibromyalgia.  Years ago, 

Julie-Ann tried some herbal remedies but 

sadly these did not work for her.  
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When asked about her opinion of her GP, Julie-Ann said that her GP always makes her 

feel as if she`s being rushed out of the door. Instead of plying Julie-Ann with various medi-

cations her GP needs to listen. People with chronic conditions and mental health issues 

should have a good relationship with their GP. Sadly, Julie-Ann actually dreads going to the 

surgery, which in turn adds to her depression and anxiety.   

Julie-Ann believes that there is definitely a stigma attached to mental health issues.  Whilst 

she feels that many think that these conditions aren’t even real, others however believe 

that you just need to `pull yourself together`, which those with mental health problems will 

tell you, it really isn’t as easy as that.  It is a chemical imbalance in the brain and like with 

any `invisible illness`, the correct treatment is needed in order for you to gain a better quali-

ty of life. 

 

Thank you, Julie-Ann for sharing your experiences in such an open and honest way. 

      
    

 

 

 

 

 

 

 

 

 

 
 

Interview by Elyse Runacre 
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Follow Up On Depression 
Here is a poem I wrote earlier this year about my personal journey of diagnosis. 

 



Helping Ourselves – 
Alternative Therapies 

Members are always looking for alternatives or something to supplement their medication 
to alleviate the pain of fibromyalgia.  Below are the more common therapies used that 
have been found to help. As always some work better than others, because as we have 
all learned – we are all different.  Most of the following are not available on the NHS and 
have to be paid for privately but don’t be put off looking and giving consideration to any/
all of these. 

 
LDN (Naltrexone in low dosage).  LDN is an opi-
ate blocker and most definitely not an opiate.  It is not 
illegal and is a licensed medication purchased via a 
pharmacy.   
 
For more information check out the charity website 
and Facebook page.  There are thousands of video 
testimonials and they have a weekly radio show. 

 
Facebook: (18,000+ members) - https://www.facebook.com/groups/LDNRT/?ref=br_tf 
Website: http://www.ldnresearchtrust.org/ 

 
CBD Oil (Cannabinoid Oil).  CBD is not illegal in the UK but is in other 
countries.  It has recently been licensed as a medicine in the UK. 
 
 
 
 

For more information check out what the users say. 
 
Facebook:  (5,000+ members) - https://www.facebook.com/groups/CBDusersUK/ 

 
Hyperbaric Oxygen Therapy (HBOT) – This is 
proving to be extremely beneficial to some fibro pa-
tients and has good research results in many coun-
tries.  It’s not as expensive as you may think. 
 
 
For more information and to find a centre near you 
check out – 
 

https://www.hyperbaricoxygentherapy.org.uk/faq 
 
https://www.hyperbaricoxygentherapy.org.uk/find-chamber 
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https://www.facebook.com/groups/LDNRT/?ref=br_tf
http://www.ldnresearchtrust.org/
https://www.facebook.com/groups/CBDusersUK/
https://www.hyperbaricoxygentherapy.org.uk/faq
https://www.hyperbaricoxygentherapy.org.uk/find-chamber
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Golden Paste (GP, made at home with organic turmeric, coconut oil and black pep-
per).  Great for inflammation.  Works for humans and animals so if you have a pet this is 
definitely worth looking into. 
 
For more information and user comments. 
 
Facebook: (220,000+ members) - https://www.facebook.com/groups/415313751866609/ 

 
 
 
 

 

https://www.facebook.com/groups/415313751866609/
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International Fibromyalgia 
Awareness Day 

12 May 2017 

We Need You!!! 
 

Once a year we get a great opportunity to raise the profile of 
fibromyalgia. 
 
We all want people to be more aware … we’ve learned no one 
else is going to do it for us, 
we have to do it ourselves. 
 
What can you do?   
1.  Join the Awareness Group and get involved. 
2. Watch for suggestions on the Fibro Flare Magazine 

Group. 
3. Check out the May issue of the magazine (out on 1st May). 

 
One day that could help change the rest of your life. 

 
Get involved. 

 
Last year was a great success because WE worked            

TOGETHER 
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Crafty Corner 
Showcasing your hobbies, arts & 

crafts 
By Jeanette Potter 

Quilting, knitting, sewing, card making and scrapbooking. 

As a small child, I used to sit and watch my Nan knit.  When I was about 9 years old it was 

my Nan that loving taught me to knit.  She had the patience of a saint – she was always 

having to pick up dropped stitches for me in the beginning.  I also did some patchwork as a 

child.  But knitting has stayed with me for life.  Knitting helps to keep my fingers from being 

stiff. 

When I became a mum myself I made baby clothes.  As my children grew up I loved mak-

ing them picture jumpers with characters on them.  I would usually follow at pattern but for 

the picture jumpers I had to make my own chart.  This family tradition continued on when I 

became a grandmother.  My friend’s children didn`t miss out either as I made things for 

them too. I have also made knitted toys. 

My daughter and her husband are currently travelling around Asia.  One day last Septem-

ber I saw a memory quilt on Pinterest and I thought it was amazing.  Using the photos that 

they have taken and posted on Facebook, I am making them one.  I am teaching myself 

how to do it, with books and videos on YouTube using a technique called `quilt as you go`. 

You quilt each section as you go along, that way you don`t have to quilt a whole item.  I 

think it was the easiest way for me to learn and it’s easier to manage. Learning a new craft 

is really enjoyable, I love a new challenge.  Hopefully it will be finished by the time they re-

turn in April.  
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Learning to sew at school wasn’t something that I particularly enjoyed.  However, in my late 

teens I had to have an operation on my knees.  During the recovery process I started to 

make cushion covers and I took up cross stitch in order to pass the time. Now I make cush-

ions, bags and dolls clothes.  I want to learn how to make clothes for myself.  Sometimes I 

use my sewing machine but sitting at the machine without moving can aggravate my back 

and hips causing them to become uncomfortable.  So I do also sew by hand.   

When I moved to a new town, I saw an advert for a 

scrapbooking group and decided to go along and 

see what it was all about.  I fell in love with it.  The 

fact that you can add journaling pages so that the 

memories are there for my family to share is so 

lovely. I have scrapbooked holidays, celebratory 

events etc.  My ongoing project is for my grandchil-

dren. Each has their own book and it’s their story.  I 

complete pages as they grow.   

After a holiday to New Zealand it took 6 weeks to 

complete that book.  With me doing 1 or 2 hours a 

day.  For my parents 50
th
 wedding anniversary, I 

made them a scrapbook and called it `when Pat met Jim`. The photographs in it spanned 

their courtship through to the present day.  They absolutely loved it.  
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For the last 6 years I have also been making cards for all occasions.  Although I don’t 

make all of my Christmas cards.  I try to think about the person, their likes, work and hob-

bies etc. before designing the card.  Again I taught myself from books, but we also share 

tips and ideas at my group. 

I use a variety of papers, card and embellishments which I find on my trips to craft shops. 

My craft room is an Aladdin’s cave.  I go in there to tidy it up but usually end up crafting.  

Most of my crafting is done in there, however I do like to knit in front of the television. 

Crafting really helps me to manage my symptoms/pain by taking my mind off of it.  I just 

lose myself in the craft.  I`d love to learn how to make jewellery in the future. 
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Doctor – I’m Expecting 
By Beth Urmston 

A visit to the doctor can still be daunting for many, especially if you feel intimidated or dis-
respected and let’s face it when you have been treated like a junkie looking for a quick fix 
you’re not going to be feeling that keen on having to face another person who is going to 
possibly leave you in tears or angry that ‘they just aren’t getting it’.   

What should you be expecting from your doctor?  The General Medical Council sets out 
the duties of a doctor registered with them, if you think your doctor is not following these 
you could try reporting them. 

The least you should expect is to feel you are being listened to, any treatment – medica-
tion, therapy etc. which your doctor suggests is simply that – a suggestion.  There should 
be discussion between the patient and the doctor as to whether it may be right for you, 
what, if any, the side effects may be.  Are there any alternatives?  And very importantly 
what are the long-term effects of taking a particular medication? 

If you are unsure about a medication or therapy you could state that you would like some 
time to research and consider before agreeing.  Maybe you could ask that once you have 
had time to reach a considered decision if you want to go ahead that you could call the 
doctor and have them prescribe the medication or refer you for the therapy. 

Group Poll 

According to the General Medical Council's (GMC) 'Duties of a doctor' - 
Patients must be able to trust doctors with their lives and health. To justify that trust you 
must show respect for human life. 

 
Do you feel your doctor respects you? 

Responses 

Yes = 32 

No = 10 

Sometimes = 27 

 

Comments: 
I am very very lucky, I have an amazing doctor.  Can't always say the same for the Secretary. I'm so 

very happy had the same doctor for 18 years. 

 

Not sure got whole load of new doctors. Watch this space..... 
 



I'm lucky there's only 2 Doctors at our surgery.  I'd been ill with Chronic Brittle asthma 

for 18 years.  Always had the best medicine.  Got me through some really bad times.  

Was in and out of the Brompton Hospital in London. He even said to me I feel sorry 

for you having Fibromyalgia. ... 

I have found my doctor who joined our surgery about 10 months ago. I had two doc-

tors before that who were great. In between when they left I had to put up with doctors 

who didn't understand it xx 

Mine is so patronising!! 

My doctor phone's me at home if I've been to see him, just to make sure I'm ok.x 

I take my daughter with me now because I just always leave feeling like ‘what's the 

point.’  She's a psychiatric nurse so knows what to say but just always the same " fibro 

is a chronic illness, nothing can take away the pain completely it's not like breaking a 

bone it hurts then gets better etc. etc.” x 

The following report (published in 2001 in the Western Journal of Medicine) discovered the 
reasons we may not fare so well when visiting a health professional. 

 
The evidence that physicians and nurses do not treat pain adequately began to ap-
pear in the medical literature nearly 30 years ago.

1
 In the following decades, the accu-

mulated data showed that many types of pain—acute pain, cancer pain, and chronic 
non-malignant pain—were being undertreated.

2
 The reasons offered for under treat-

ment, usually characterized as “barriers” to effective pain relief, were remarkably con-
sistent across the literature. These included insufficient knowledge among clinicians 
about the assessment and management of pain; the failure of health care institutions 
and professionals to make pain relief a priority; a lack of accountability for providing 
effective pain relief; physician concerns about regulatory scrutiny of their prescribing 
practices; and the persistence of myths and miss-information about the risks of addic-
tion, tolerance, and adverse side effects associated with opioid analgesics.

3 

 
Despite numerous calls to educate health care professionals about pain management, 
only the rhetoric has expanded.

4
 Between 1995 and 2000, unrelieved pain has re-

mained a significant problem.
5
 During these same years, state and national organiza-

tions were urging physicians to make pain relief a priority in patient care.
6
  

 
The full report can be found at:   https://www.ncbi.nlm.nih.gov/pmc/articles/
PMC1071521/ 

Hospitalisation 

Angela B, one of our members, recently spent a considerable amount of time in hospital 
due to a fall and suffering 2 broken bones in her knee.   

The hospital focused on the injury.  The fibromyalgia was not their concern and she wasn’t 
given the medication to help her manage her fibromyalgia issues.  Angela sought advice as 
to whether there were any protocols in place to cover such an eventuality. 
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https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1071521/#ref1
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1071521/#ref2
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1071521/#ref3
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1071521/#ref4
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1071521/#ref5
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1071521/#ref6
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1071521/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1071521/
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The response she received was as follows:- 

“There are no specific treatment protocols for fibromyalgia – although the Map of 
Medicine includes a care pathway for chronic widespread pain & fibromyalgia 
(accessible by health professionals only).   But often it depends on the individual hos-
pital/ward as to how your treatment is managed.” 

It is up to you to raise any other health issue if you find yourself admitted to hospital – some 
will prescribe medication to cover all your health issues, some will advise you to have your 
medication brought in from home (to be handed over to staff who will then dispense at the 
appropriate times).  Discuss this with the ward sister or the consultant at the earliest possi-
ble opportunity. 

Making a Complaint 

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

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

Your NHS complaint: what to do first 

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

NHS service – such as a hospital, GP or dentist – ask the service for a copy of their com-

plaints procedure, which will explain what you need to do. 

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

speak to them, they may be able to resolve your concerns without you having to go through 

the formal complaints process. 

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

resolved at this stage. However, if you don't feel comfortable raising your concerns directly 

(or your problem wasn't resolved) and you would still like to make a formal complaint, follow 

the NHS complaints process.  

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

organisation that commissioned that NHS service. The commissioning body will be either 

the local clinical commissioning group (CCG) for hospital care, or NHS England for GP, 

dental, pharmacy and optical services.  

Time limit for NHS complaints 

You should make your complaint as soon as possible. The time limit for a complaint is nor-

mally: 

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

 

http://www.nhs.uk/NHSEngland/complaints-and-feedback/Pages/nhs-complaints.aspx
http://www.nhs.uk/NHSEngland/complaints-and-feedback/Pages/nhs-complaints.aspx
http://www.nhs.uk/nhsengland/thenhs/about/pages/authoritiesandtrusts.aspx#winding-down
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Patient Advice and Liaison Services (PALS) 

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

ficers are available in most hospitals. They offer confidential advice, support and infor-

mation on health-related matters to patients, their families and their carers. 

NHS Complaints Independent Advocacy Service 

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

to provide support for people who are making, or thinking of making, a complaint about 

their NHS care or treatment. Find details for your local council on the GOV.UK website 

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

this service is provided in your area. 

Citizens Advice Bureau 

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

complain about the NHS, social services or local authorities. See their website for infor-

mation on how to get advice from the Citizens Advice Bureau. 

Other options for making a complaint 

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

complaint to the commissioner of the services instead. NHS services are commissioned, 

planned and paid for by either NHS England or clinical commissioning groups (CCGs). 

If you're unhappy with the response to your complaint after trying a local resolution, anoth-

er option is to complain to the Parliamentary and Health Service Ombudsman. The om-

budsman carries out independent investigations into complaints about government de-

partments, their agencies and the NHS. You can call the ombudsman's complaints help-

line on 0345 015 4033 or see their website for more information about contacting the om-

budsman. 

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

ity Commission. 

For more information, see about NHS complaints. 

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

https://www.gov.uk/find-your-local-council
http://www.nhs.uk/Service-Search/Patient-advice-and-liaison-services-(PALS)/LocationSearch/363
http://www.citizensadvice.org.uk/index/getadvice.htm?txt_search=&Search.x=25&Search.y=15
http://www.ombudsman.org.uk/
http://www.ombudsman.org.uk/make-a-complaint/contact-us
http://www.ombudsman.org.uk/make-a-complaint/contact-us
http://www.cqc.org.uk/
http://www.cqc.org.uk/
http://www.nhs.uk/NHSEngland/complaints-and-feedback/Pages/nhs-complaints.aspx
http://www.nhs.uk/chq/pages/1084.aspx?categoryid=68
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5 "Do’s and Don'ts"  
For a Better Relationship with 

a Fibromyalgia/ME/CFS  
Doctor 

Why the Relationship is Difficult 

A good relationship with your doctor can be a 
huge benefit when you have fibromyalgia or 
chronic fatigue syndrome.  It can help you learn 
more, be more satisfied, and – most important-
ly – find better treatments. 
 
At the same time, it can be especially difficult 
for those of us with these conditions to forge 
those relationships. Several things play into 
that: 
 
 

 Many doctors still don't ‘believe’ in these illnesses; 
 Others believe but don't know much about them; 
 They may have little faith in their ability to treat us; 
 They may come in with pre-conceived notions of us as patients; 
 We may have little faith in their ability to treat us; 
 We may go in with pre-conceived notions about them; 
 We may be looking for the wrong qualities in a doctor; 
 We may have unrealistic expectations about appointments. 
 
Following these 5 Don'ts, you may be able to build or repair your relationship with your 
doctor or doctors. 
 

One caveat: As with any group of people, you'll find good ones and 
bad ones. Some doctors won't ever be a good fit for someone with fi-
bromyalgia or chronic fatigue syndrome. If they don't respect you as a 
person and take your symptoms seriously, you should, if at all possi-
ble, find someone else to treat you. 
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1. Don't Whine! 

Whining is rarely an attractive quality. It's obnox-
ious enough in a toddler, but likely even more an-
noying in an adult. 
Sometimes, when you're in pain or exhausted, 
whining happens. However, it could make your doc-
tor take you less seriously. You can hardly blame 
them – their goal is to hear your concerns, address 
them as well as possible, and move on to the next 
patient. 
If you have an "I really need to whine" moment, 
talk to a friend, or find a good online forum or Face-

book group full of people who understand what you're going through. Don't take your worst mo-
ments to the doctor's office. 
I've seen surveys that say some doctors dread treating us because we're an especially whiny bunch. 
Surprise the next one you see by being straight forward and dealing with fact rather than emotion. 
There are times when you might break down in tears at a medical appointment because you're 
scared about your health, your diagnosis, or the lack of a diagnosis. That's a different situation and 
a good doctor should understand. This isn't the kind of thing I'm talking about here. 
 
 

 

2. Don't be Defensive 

Many of us have had doctors who've dismissed our 
symptoms, our diagnosis, and us as human beings. 
Maybe you've been accused of lying, malingering, or 
drug seeking. Those are bad experiences and you 
shouldn't have been subjected to them. If you've had 
several, they can lead you to feel like the entire medi-
cal community is against you. 
However, if you let yourself be openly defensive and 
resentful, you won't win any points with the next 
doctor you see. Try as hard as you can to go in with a 
clean slate and give the human being trying to treat 

you a chance to prove that they're better than the schmuck who sent you away in tears. 
Even if you've clashed with the doctor you're seeing before, do what you can to set a more positive 
tone going forward. It just might improve your relationship. (If not, I hope you can find someone 
better soon!) 
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3. Don't Make Assumptions 

Have you heard the same old advice about exercising more from every doctor you've 
seen? Or maybe the long-time favourite "you're just depressed"? 
Yes, it's beyond frustrating to hear those things from doctor after doctor, but just because 
the last five have said it doesn't mean the next one will. Again, wipe that slate clean and 
don't assume you know everything that will come out of a doctor's mouth. 
While that's how I try to approach a new situation, I do go in armed with rebuttals, just in 
case. However, I don't wear them on my sleeve. It goes back to having a good attitude and 
not pre-judging the doctor. After all, you don't want the doctor to pre-judge you! 

 

4. Don't Lie! 

A lot of people lie to their doctors about whether 
they've followed recommendations or what non-
traditional treatments they may be trying. That's not 
only a hindrance to getting the best medical care, it 
can be downright dangerous. 
 
So admit that you didn't exercise more and explain 
why. Admit it when you're not great about taking your 
medicine. All of that is information the doctor can use 
to better tailor a treatment regimen to you. 
 

For instance, if your doctor knows you often forget to take a second dosage of a medica-
tion, he may be able to prescribe a controlled-release version you only take once a day. 
In some cases, a lie can lead to a dangerous situation. 
 
I know a woman with a potentially deadly disease who didn't think her medication was 
working well enough, so she went off of it and started seeing a naturopath. He put her on 
lots of supplements and a special diet. But she didn't tell her doctor because she was afraid 
he wouldn't "let" her try an alternative approach. 
 
True, some doctors are dismissive of complementary and alternative treatments, which can 
make it uncomfortable when you want to try one. But here's the thing: doctors can tell you 
they don't agree with what you're doing, but they can't prohibit you from doing it. It's your 
body and your choice. Even so, they need to know what you're doing so they can steer you 
away from things that could be dangerous. 
 
When the woman I mentioned went back to her doctor, he was horrified by her lab results -
her disease had advanced significantly. She finally told him about the naturopath's regimen 
and he explained to her why those things were not only unhelpful, but harmful. She wished 
she'd had that conversation several months earlier, before the damage was done. 
 

https://www.verywell.com/exercise-for-fibromyalgia-chronic-fatigue-syndrome-716045
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5. Don't Look for Sympathy 

I hear it all the time: "my doctor isn't compassionate." My re-
sponse? "That's not what your doctor is for." 
Sure, it would be wonderful to have someone empathize with 
how hard it is to live with these illnesses; to have a shoulder to 
cry on and a sympathetic ear; to leave feeling like you have un-
loaded all of your troubles. 
The thing is, the word for someone who provides those things 
isn't "physician." It could be a friend or family member, some-
one from your support group, or your minister, but it's not your 

primary care provider, rheumatologist, or other medical specialist. 
Again, those doctors are there to figure out what's going on in your body and do their best to treat it. 
Period. Instead of looking for someone who will sympathize, look for someone who will listen. 
I've been to a neurologist who comes off as cold and borderline mechanical. He doesn't dwell on an-
ything I say but rather fires off question after question. He does odd little tests of my coordination 
without explaining much about them. 
But you know what? Once he's done with all that and tells me what course of action he wants to 
take, I can tell that he's absorbed all of the information I've given him. That's what leads to diagnosis 
and treatment. 

 
Why is It So Hard? 

When you have fibromyalgia or chronic fatigue syn-
drome, it's important to work closely with your doctor
(s) to find the treatment regimen that works for you. 
Sadly, a lot of us struggle to build good relationships 
with our doctors. 
Why is that? It could be that the doctor doesn't 
"believe" these conditions are real or doesn't know 
enough about them to treat you. It could also be that 
you've had bad experiences and go into appoint-
ments expecting problems. 
 

While you can only take responsibility for 50% of that relationship, if you can be a better pa-
tient, it may enable your doctor to be better, as well. 
 
That doesn't mean always agreeing with the doctor and doing exactly what he/she says. Ra-
ther, it's a way of approaching your appointments and the relationship itself. The 5 Do's in 
this article can help you have more productive appointments so you can work toward a good 
doctor-patient relationship and, most importantly, more effective treatments. 

https://www.verywell.com/what-is-fibromyalgia-716143
https://www.verywell.com/what-is-chronic-fatigue-syndrome-716113
https://www.verywell.com/what-is-chronic-fatigue-syndrome-716113
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1. Do be Prepared 

Doctor's appointments are often short – 15 minutes or 
even less. This often isn't your doctor's fault but is dictat-
ed by administrator or is an attempt to meet high de-
mand. It's important to make the most of the time you 
have. 
Think about a few things before you go to an appoint-
ment. Have any symptoms been getting significantly bet-
ter or worse? Have you changed anything about your 
treatment regimen? 

 
Have diet or lifestyle changes impacted your health? Are your medications causing any new 
side effects? Is there a treatment you'd like to try? Those are all things your doctor needs to 
know. 
 
Also think about what questions you may have. Since we're not exactly known for having 
great memories, make a list and put it in your purse or wallet. That way, you're not kicking 
yourself on the way home because you forgot everything you wanted to ask. 
 
Being prepared will show your doctor that you're holding up your end of the relationship and, 
hopefully, will help the appointment meet your needs. 

 

2. Do be Direct 

It's normal to be a little intimidated by the diplomas on 
the wall and the white coat. Don't let that make you too 
timid to say what you need to. Beating around the bush 
about your symptoms is likely to waste precious time and 
possibly try your doctor's patience. 
 
Even if the symptom is embarrassing, try to talk about it 
in a direct, professional manner. Sometimes, using a 
clinical term for it can help – it's easier to talk about 

stools than poop, for example. 
 
This is important when asking about something your doctor may object to, such as a comple-
mentary or alternative treatment. Remember that, in the end, treatment decisions are yours to 
make. So instead of sheepishly saying you're maybe kind of a little interested 
in acupuncture or homeopathy, just ask what your doctor thinks of them. You're not asking for 
permission – you're looking for information and an educated opinion. 
(If you decide to go against your doctor's advice, still be sure that you're honest about it! Oth-
erwise, you could end up doing more harm than good.) 

https://www.verywell.com/chronic-fatigue-syndrome-fibromyalgia-diet-715718
https://www.verywell.com/lifestyle-fibromyalgia-chronic-fatigue-715754
https://www.verywell.com/the-acupuncture-experience-for-fibromyalgia-and-mecfs-715644
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3. Do Educate Yourself (the Right Way!) 

In the medical community, the term "Googler" is 
often used in a derogatory way to describe pa-
tients who do a search for their symptoms and 
think they're suddenly an expert. You don't want 
to be one of those patients, but you do want to 
be educated. 
First, you want to rely on reputable websites for 
your medical information. Before reading what a 
site has to say, look at who is saying it and ask 
what they have to gain. Is it a site that sells sup-

plements? Is it a chiropractic site looking for patients? Or is it a site that exists to give you helpful 
information? 
As you read, pay attention to whether they're talking about studies or just anecdotal information. 
If they seem to be relying on medical research, do they link to it or provide a source list at the 
end, so you can see the evidence for yourself? 
Learn some basic terminology about your illness so you can be specific about your symptoms and 
understand how treatments work. You can get started with that here: 
Pain Terminology for Fibromyalgia/Chronic Fatigue Syndrome 

Immune System Terminology for Chronic Fatigue Syndrome 

The Fibromyalgia & Chronic Fatigue Syndrome Glossary 

4. Do be Realistic     

 Doctors are human. The body is compli-
cated. Fibromyalgia and chronic fatigue 
syndrome are challenging to treat. A 
mountain of medical research is published 
every month. Keeping these realities in 
mind can help you manage your expecta-
tions of your doctor. 

Expect false starts when it comes to treat-
ments. Each of us responds different to 
drugs, supplements, etc., and your doctor 
can't know what will work for you right out 

of the gate. Finding successful treatments takes time and experimentation. 
Don't expect your doctor to know about every study ever done on your condition, unless you're 
lucky enough to see a micro-specialist. There's simply too much coming out all the time. 
If you see a study you believe is relevant to your condition or treatment, mention it or take in 
printed material, but don't expect your doctor to drop everything, read it, and act on it. Medical 
studies are long, tedious, and often need to be replicated before the results are useful in the real 
world. 
Eliminating false expectations can help you deal better with the limitations your doctor faces and 
free you up to focus on what can be accomplished during your appointments. 

https://www.verywell.com/seven-types-of-fibromyalgia-pain-716138
https://www.verywell.com/what-causes-chronic-fatigue-syndrome-716100
https://www.verywell.com/fibromyalgia-and-chronic-fatigue-glossary-4014359
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5. Do Have Good Self-Efficacy 

Self-efficacy is how good you are at doing 
the things that help you feel better. It's not 
the same as "compliance," which is doing 
what your doctor told you. I don't like the 
word compliance – it suggests that I'm a 
passive participant in the treatment pro-
cess, simply doing what I'm told. 
I'd much rather have good self-efficacy by 
taking the medications that work as 
they're prescribed as well as managing 
my diet, activity level, stress, and lifestyle 
in ways that I've determined are benefi-

cial. That puts me at the centre of my health care, which is where I need to be. 
However, even I have to admit that compliance is part of self-efficacy. If you don't take 
your medication as directed, you won't know how well it works. If you don't try the things 
your doctor suggests, you can't make informed decisions about whether to adopt or dis-
card them. 
Also, most doctors don't expect you to be compliant if you should start having negative 
side effects from what they recommend, be it prescription drugs or dietary changes. The 
heart of their oath is "do no harm," after all. 
So while I prefer the term self-efficacy to compliant, in the short term, we need compli-
ance in order to make the best decisions. 
(Of course, there's an extreme exception, if you have a doctor who ignores your prior ex-
perience with something that was harmful and wants you to try it again. That situation 
calls for respectfully agreeing to disagree.) 
Really, though, the doctor can only give advice. If we don't follow it, we can't expect any 
benefits. 
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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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Current Research Trials 
By Beth Urmston 

The following are only some of the research trials currently recruiting and have been taken 
from the NHS (UK) website.  More information can be found at http://www.nhs.uk/conditions/
fibromyalgia/pages/clinical-trial.aspx?CT=0&Rec=1&Countries=All+Countries&pn=6 
 

Title Recruitment status Location 

Self Soft Tissue Therapy for 
Fibromyalgia Syndrome 

Recruiting United Kingdom 

12-years Follow-up on 166 
Female Patients With Fi-
bromyalgia or Chronic Wide-
spread Pain 

Recruiting Sweden 

A Study For Pregabalin In Recruiting China 

Efficacy of a Psychoeduca-
tive Program for Improving 
Quality of Life in Fibromyal-
gic Patients [Study Protocol] 

Recruiting Spain 

The Efficacy and Safety of 
Pregabalin Release Tablets 
for the Treatment of Fibrom-

Recruiting China 

Cyclobenzaprine Extended 
Release (ER) for Fibromyal-
gia 

Recruiting United States 

PEACE: Comparing Chronic 
Pain Treatment Options 

Recruiting United States 

Quantification of pain in pa-
tients with myotonic dystro-
phy type 2 and fibromyalgia 

Recruiting The Netherlands 

Prospective Study of the In-
fluence of the Diffuse Nox-
ious Inhibitory Controls of 
the Pain on the Efficacy of 
Milnacipran in Fibromyalgia 
Therapy 

Recruiting France 

http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial.aspx?CT=0&Rec=1&Countries=All+Countries&pn=6
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial.aspx?CT=0&Rec=1&Countries=All+Countries&pn=6
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02881411&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02881411&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02872129&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02872129&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02872129&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02872129&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01387607&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT00550966&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT00550966&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT00550966&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT00550966&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02868814&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02868814&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02868814&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01041495&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01041495&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01041495&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02979574&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02979574&Condition=Fibromyalgia&pn=1&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NTR4864&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NTR4864&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NTR4864&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01747044&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01747044&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01747044&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01747044&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01747044&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01747044&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
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Occipital Transcranial Direct 
Current Stimulation in Fi-

bromyalgia 

Recruiting Belgium 

Neuroimaging Effects of 
Cognitive Behavioural Ther-

apy in Fibromyalgia 

Recruiting United States 

Peer Mentorship: An Inter-
vention To Promote Effective 

Pain Self-Management In 
Adolescents 

Recruiting United States 

Impact of a Specific Training 
Program on the Neuromodu-
lation of Pain in Fibromyalgia 

Subjects 

Recruiting France 

Trial of Acupuncture in the 
Treatment of Fibromyalgia 

Recruiting Brazil 

Peripheral Arterial Tonome-
try (PAT) Evaluation of Sleep 

in Fibromyalgia 

Recruiting Israel 

Lu Eight Brocades for Treat-
ing Patients With Fibromyal-

gia 

Recruiting China 

Transcutaneous Electrical 
Nerve Stimulation (TENS) 

and Fibromyalgia (FM) 

Recruiting United States 

Repetitive Transcranial Mag-
netic Stimulation for 2010 

criteria diagnosed Fibromyal-
gia with a comorbidity of de-
pression: Evidence from a 
pilot Randomized Sham-

Controlled Study 

Recruiting Asia(except Japan) 

Efficacy of systolic extinction 
training (set) in fibromyalgia 

Recruiting Germany 

Efficacy Trial of Oral Tetra-
hydrocannabinol in Patients 

With Fibromyalgia 

Recruiting Israel 

Suvorexant in Insomnia Co- Recruiting United States 

BEMER in the Treatment of 
Pain in Fibromyalgia. 

Recruiting Finland 

http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT00947622&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT00947622&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT00947622&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01345344&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01345344&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01345344&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01118988&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01118988&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01118988&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01118988&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02486965&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02486965&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02486965&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02486965&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01189994&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01189994&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01151163&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01151163&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01151163&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02401386&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02401386&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02401386&Condition=Fibromyalgia&pn=2&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT00932360&Condition=Fibromyalgia&pn=3&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT00932360&Condition=Fibromyalgia&pn=3&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT00932360&Condition=Fibromyalgia&pn=3&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=JPRN-UMIN000023721&Condition=Fibromyalgia&pn=3&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=JPRN-UMIN000023721&Condition=Fibromyalgia&pn=3&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=JPRN-UMIN000023721&Condition=Fibromyalgia&pn=3&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=JPRN-UMIN000023721&Condition=Fibromyalgia&pn=3&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=JPRN-UMIN000023721&Condition=Fibromyalgia&pn=3&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=JPRN-UMIN000023721&Condition=Fibromyalgia&pn=3&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=JPRN-UMIN000023721&Condition=Fibromyalgia&pn=3&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=ISRCTN12087003&Condition=Fibromyalgia&pn=3&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=ISRCTN12087003&Condition=Fibromyalgia&pn=3&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01149018&Condition=Fibromyalgia&pn=3&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01149018&Condition=Fibromyalgia&pn=3&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01149018&Condition=Fibromyalgia&pn=3&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02684136&Condition=Fibromyalgia&pn=3&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02310386&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02310386&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
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The Effects of Training and 
Relaxation on Fibromyalgia. 

Recruiting Sweden 

Aerobic Training Effect on 
the Improvement of Pain 

Perception in Patients With 
Fibromyalgia and Migraine 

Recruiting Brazil 

Neurofeedback for Fibrom-
yalgia 

Recruiting Israel 

Effects of Swimming in the 
Treatment of Fibromyalgia 

Recruiting Brazil 

Study of transcranial direct 
current stimulation in pa-
tients with fibromyalgia 

Recruiting Korea, Republic of 

Pregabalin and Duloxetine in 
fibromyalgia treatment 

Recruiting Iran, Islamic Repub-

lic Of 

The effect of Laser and 
Trans Epidermal Nerve Stim-

ulation on Myofascial Pain 
Dysfunction Syndrome 

Recruiting Iran, Islamic Repub-

lic Of 

Pain Outcomes Comparing 
Yoga Versus Structured Ex-

ercise (POYSE) Trial 

Recruiting United States 

Pain relieving strategies in 
Fibromyalgia Patients 

Recruiting India 

Pain Sensitivity of Subjects 
With Fibromyalgia Before 
and After Repetitive Tran-
scranial Magnetic Stimula-

tion Treatment 

Recruiting France 

Effects of Brief Guided Im-
agery for Chronic Pain in Pa-

tients Diagnosed With Fi-
bromyalgia 

Recruiting Israel 

Dance-movement Therapy 
Programme in Fibromyalgia. 

Recruiting Spain 

QEEG and Qualitative EEG 
for the Identification of Ab-
normal Patterns in Fibrom-

yalgia Patients 

Recruiting Spain 

http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01226784&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01226784&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02458326&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02458326&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02458326&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02458326&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02146495&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02146495&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01547195&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01547195&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=KCT0002035&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=KCT0002035&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=KCT0002035&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=IRCT2016030626935N1&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=IRCT2016030626935N1&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=IRCT201411113144N4&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=IRCT201411113144N4&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=IRCT201411113144N4&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=IRCT201411113144N4&Condition=Fibromyalgia&pn=4&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01797263&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01797263&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01797263&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=CTRI/2013/12/004228&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=CTRI/2013/12/004228&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01992822&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01992822&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01992822&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01992822&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01992822&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02846194&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02846194&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02846194&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02846194&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02144116&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02144116&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02662270&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02662270&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02662270&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02662270&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
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Effect of Transcranial Direct-
current Stimulation in Atten-
tional Performance and Pain 
in Patients With Fibromyal-

gia 

Recruiting Brazil 

Guided imagery in patients 
with fibromyalgia. 

Recruiting The Netherlands 

APOLO-Bari: an internet pro-
gram for supporting of bari-

atric surgery patients 

Recruiting Portugal 

Study Assessing the Efficacy 
of Etoricoxib in Female Pa-

Recruiting Israel 

Study to Assess Mecha-
nisms in Peripheral Tissue 

Innervation for Fibromyalgia 

Recruiting United States 

Comparative Study About 
the Effect of Aquatic Therapy 

vs Land-based Therapy in 
Women With Fibromyalgia 

Recruiting Spain 

Effects of Physical Therapy 
in Pain and Posture of Fi-

bromyalgia Patients 

Recruiting Brazil 

Osteopathic Support Evalua-
tion of Fibromyalgia Patients 

Recruiting France 

Study of Fibromyalgia Treat-
ed With Milnacipran 

Recruiting United States 

Effect of CPAP on Symp-
toms of Patients With Fi-

bromyalgia and Obstructive 

Recruiting Canada 

Effect of stimulation with 
electrical current in fibrom-
yalgia: randomized clinical 

trial 

Recruiting Brazil 

Efficacy of Deep Haptic Mas-
sage in Fibromyalgia : Pre-

liminary Study 

Recruiting France 

Low Dose Naltrexone for 
Treatment of Pain in Patients 

With Fibromyalgia - Effect 
Via a Central Mechanism? 

Recruiting Denmark 

http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02454218&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02454218&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02454218&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02454218&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02454218&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NTR2172&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NTR2172&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=ISRCTN37668662&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=ISRCTN37668662&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=ISRCTN37668662&Condition=Fibromyalgia&pn=5&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT00755521&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT00755521&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01127490&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01127490&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01127490&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02695875&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02695875&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02695875&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02695875&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02384603&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02384603&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02384603&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02805673&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02805673&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01125423&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT01125423&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02717585&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02717585&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02717585&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=RBR-3rqmgh&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=RBR-3rqmgh&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=RBR-3rqmgh&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=RBR-3rqmgh&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02527551&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02527551&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02527551&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02806440&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02806440&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02806440&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
http://www.nhs.uk/conditions/fibromyalgia/pages/clinical-trial-details.aspx?TrialId=NCT02806440&Condition=Fibromyalgia&pn=6&Rec=1&CT=0&Countries=All%20Countries
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Fibro Flow 
By Elyse Runacre 

This month we are featuring two TAI CHI routines. 

By following these two gentle routines regularly, they will help with your general movement 

and flexibility. 

Warming up your body is important before doing any exercise, Warm ups not only help 

open your body, they also help you to attain a relaxed attitude and encourage a state of 

wellbeing.  

Warm up - The waist loosening exercise.  
Stand with your feet parallel and slightly wider than hip-width distance apart. 
Relax your arms by your sides.  
Now rotate your hips to the right and then to the left, 
Allow your arms to follow the movement of your body. Let them hang loosely and flap 
against your body as you make each rotation. 
You can also, incorporate your neck, shoulders and spine in the rotations (if able to do so), 
keeping each movement smooth and fluid. 

 

Routine 1- Hand Exercises 

Not only will this routine help open up your hands it will also help with flexibility in your 
shoulders, arms and fingers.  

To begin, stand with your feet a bit wider than shoulder-width distance apart. 

 Raise your arms straight out in front of you, make them parallel to the floor at shoulder 
height.  

Stretch out your hands as wide as you can. 

Then begin rotating your wrists in a clockwise for 1 minute or as long as you can. 

Now rotate your hands in a counter-clockwise direction again for 1 minute or for as long as 
you can. 

To finish shake out your arms and shoulders. 
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Routine 2- Windmill Exercise 

First, place your feet parallel and slightly wider than shoulder-width distance apart.  

Next relax your shoulders and let your arms hang loosely.  

Bringing your hands in front of your body by your pubic bone, point your fingers down-
wards towards the floor.  

Now inhale and raise your arms up the centre of your body and over your head, fingers 
pointing up. 

Then stretch toward the ceiling and arch your spine slightly backward.  

Now exhale and slowly bend forward to the floor, moving your hands down the centre of 
your body.  

Bending forward from your hip joint, allow your arms to hang loosely in front of you.  

Return to your starting posture 

Repeat 8 times. 

--------------------------------. 

PLEASE NOTE: Before starting any new flexibility routine you should always consult with 

your Doctor. 
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Arts and Crafts 
By Ailsa Bancroft 

Mother’s Day Card 

You will need.  

A4 piece of card  

Piece of card cut into a hand held mirror shape 

Circle of foil 

Tissue paper cut into squares 

Glue 

 

1. Fold the A4 piece of card in half 

2. Stick the circle of foil onto the mirror shape 

3. Stick the mirror onto the folded card 

4. Screw the tissue paper into small balls 

5. Glue the small balls on to the edge of the mirror 

6. When the glue is dry write on “Look who’s the world’s best Mummy” 

7. Inside write Happy Mother’s Day. 
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Easter Wreath 

You will need 

Circle of card or a paper plate 

Egg shapes from wrapping paper   

Ribbon 

Glue 

 

1. Cut the inside of the paper plate out so just leaving the rim, or draw round a large 

side plate / dinner plate depending on the size of wreath you want 

2. Cut 12 egg shapes out of different coloured papers 

 

 

3. Glue the eggs on to the paper plate  

 

 

 

 

 

 

 

 

4. Add a ribbon bow  
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5. Stick a piece of ribbon at the back of the wreath to hang it up with 

 



49 

 

 

 GOING BANANA`S 

 

 

 

 

Knock Knock, 

Who`s there?           

Lettuce 

Lettuce who? 

Lettuce in, it`s freezing out here. 

   

 

How do you make a tissue dance?  

You put a little `boogie` in it. 

  

 

 

Why couldn`t the pony sing? 

Because he’s a little hoarse!     
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 Dr Ginevra Liptan 
Dr Liptan is a doctor living with fibromyalgia.  With her medical 
knowledge and her understanding of fibromyalgia she is well 
placed to advise on methods that have proven beneficial to her 
and her fibromyalgia patients.  I find her to be ‘open minded’ and 
think she talks a lot of common sense. 
 
There are several videos on you tube (https://www.youtube.com/
watch?v=I_1WsbnDNg8 )as well as the books she has written.  
Dr Liptan can also be found on LinkedIn. 
 

Fascia: A Hidden Piece of the Puzzle of Fibromyalgia Pain 

By Ginevra Liptan, MD 

You may have heard from your doctor or a 

TV ad that fibromyalgia is caused by over-

activity of pain sensing nerves. It’s true, this 

is one important source of fibromyalgia 

pain, but there are other even more im-

portant triggers of pain that must be ad-

dressed in order to get significant pain re-

duction. And unfortunately your doctor may 

not be aware of them. 

 

 

Many studies have shown that the fibromyalgia nervous system has become sensitized 

and therefore has overactive responses resulting in pain. This is the target of the three 

FDA approved medications for this illness, and these medications can indeed be help-

ful—usually resulting in about 30 percent reduction of pain. 

In my experience, both as someone with the illness personally and as a physician 

treating fibromyalgia, utilizing these medications alone is inadequate. For me, I didn’t 

find any relief from that deep, burning ache in my neck and upper back muscles until I 

found a treatment that addressed my pain in a different way. It turns out there is anoth-

er huge factor that may be the missing piece of the pain puzzle. 

The massive connective tissue network that surrounds all of our muscles—think of the 

shiny outer coating on a raw chicken breast—plays a key role in generating the pain 

and muscle tenderness of fibromyalgia. In order to get more effective pain relief, both 

patients and providers need to understand exactly how this connective tissue (also 

called fascia) contributes to fibromyalgia pain, and use this information to target treat-

ment. 

Fascia surrounding a muscle 

https://www.youtube.com/watch?v=I_1WsbnDNg8
https://www.youtube.com/watch?v=I_1WsbnDNg8
http://www.drliptan.com/blog/2016/8/30/fascia-a-hidden-piece-of-the-puzzle-of-fibromyalgia-pain
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You can feel your own fascia right now if you gently bend your head to the side, as if trying 

to rest your ear on your shoulder. You will feel a pulling or stretching sensation on the oppo-

site side of your neck, from shoulder to jaw. What you are feeling is not actually stretching of 

the muscle—there is no one muscle that runs from your shoulder to your ear—but stretching 

of the fascia surrounding and linking all the muscles between those two points. 

Medical understanding has lagged behind on this vital component of the body, but is finally 

catching up. The first Fascia Research Congress was held at Harvard in 2007 and started a 

tidal wave of research. We know that fascia is a continuous network of web-like connective 

tissue that envelopes all our muscles. This network of connective tissue contains lots of pain

-sensing nerves and is about as sensitive to pain as our skin. Fascia can also contract, or 

tighten, in response to “danger” signals from the brain. 

Fascia is the connective tissue “armour” of the body, tightening immediately in response to 

signals from the many nerves running throughout it. This provides strength in emergency 

situations and can be life-saving in the short-term. Researchers believe that a rapid contrac-

tion of the fascia is what creates the enormous extra strength that humans can produce in 

emergencies; for example, when a mother overpowers a mountain lion that is attacking her 

child, as happened recently in Colorado. 

In fibromyalgia we know that the brain is mistakenly triggering the danger or “fight-or-flight” 

alarm bells all the time, instead of only in emergencies. This occurs not in our thinking brain, 

but in those areas that control basic housekeeping functions like breathing and digestion. 

Sustained danger signals from the brain to the muscles results chronically tight muscles. 

As research advances, we are learning that the tightness lies not only in the muscles them-

selves but also in the fascia, that connective tissue casing that surrounds the muscles (think 

of the casing around a sausage that surrounds and contains the meat inside). And this sus-

tained tightness of the fascia not only causes pain, it also generates inflammation, and con-

torts the muscles into painful knots called trigger points. If you want to dive more into the 

science supporting the role of fascia in fibromyalgia pain, you can read more in my article 

for Journal of Bodywork and Movement Therapy. 

Several studies have demonstrated the effectiveness of treatments that reduce tension and 

that can “unstick” painful knots in the muscles and surrounding fascia. The treatment that 

has helped me the most personally is a form of manual therapy called myofascial release 

(MFR), specifically the John F. Barnes Myofascial Release Approach. This technique in-

volves a combination of sustained manual traction and prolonged gentle stretching of fascia 

and is by the far the most effective treatment I have found to unstick the fascia and reduce 

fibromyalgia pain. 

Two large European studies found that after 20 sessions of myofascial release, fibromyalgia 

subjects reported significant pain reduction. What is really great, though, is this provided 

more long-lasting pain relief, with most still reporting reduced pain levels one month after 

their last session. 

http://www.ncbi.nlm.nih.gov/pubmed/20006283
http://www.ncbi.nlm.nih.gov/pubmed/20006283
http://myofascialrelease.com/
http://www.ncbi.nlm.nih.gov/pubmed/21673013
http://www.ncbi.nlm.nih.gov/pubmed/21234327
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I recommend that my patients try at least two to three MFR sessions to determine if it will 

help them. It may temporarily cause increased muscle soreness, similar to what you feel af-

ter intense exercise. But after a day or two the muscle pain should be much better than it 

was prior to the session. If you find it helpful, I recommend going once or twice a week for 

about eight weeks, similar to a typical schedule for physical therapy. After that it can be done 

as needed for pain flares. Most therapists will also teach you techniques using balls or other 

tools that you can do at home to extend the benefit of each treatment. 

In addition to myofascial release, there are a few other manual therapies that can treat tense 

and painful fascia. Rolfing Structural Integration, or Rolfing™, is a manual therapy that ap-

proaches facial treatment a little differently but can also be quite effective. A form of hands-on 

manipulation developed more than 50 years ago, Rolfing focuses on the fascia around the 

joints, with treatment emphasizing correcting posture and joint alignment in a series of 10–12 

sessions. 

A related therapy is osteopathic manipulative treatment (OMT), a combination of gentle 

stretching and pressure on the muscles and joints. Since this treatment is performed by phy-

sicians (usually osteopathic physicians) it is often covered by insurance. Health care provid-

ers can also perform trigger point injections to break up the painful muscle knots. 

There are also several ways you can treat your own fascia. Learning these self-care tricks 

may be the most important step you take to manage your pain, and are a huge emphasis in 

my clinic’s treatment program. One way is to place a small, soft ball under any tight and pain-

ful areas of muscle. Allow yourself to sink onto the ball for a few minutes to provide the right 

amount of sustained pressure to allow the fascia to release. 

Finally, Yin yoga (also called restorative yoga) is a slow, gentle form of yoga that includes 

supported stretching using props such as pillows and bolsters to settle into a comfortable po-

sition for several minutes, allowing the fascia to melt and soften. Check out yin yoga classes 

or videos to learn and practice the poses. 

Understanding the contribution of fascia to fibromyalgia pain expands our treatment options. 

Certainly pain from the fascia is not the entire story of fibromyalgia pain—a hypersensitive 

nervous system that over-reacts to signals also needs to be addressed. But in my experi-

ence, tightness in the fascia is the spark that lights the pain fire and needs to be treated for 

really effective pain relief. 

Some resources 

To learn more about myofascial release and find a therapist in your area, vis-

it myofascialrelease.com or mfrtherapists.com. You can also check out my clinic’s video that 

shows MFR in action. 

 

http://www.myofascialrelease.com/
http://www.mfrtherapists.com/
https://youtu.be/9uZG2iNKEiE
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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/


Due to lack of mobility in my arms I was experiencing difficulties wiping my bottom properly.  
Whilst this was obviously quite embarrassing and also frustrating the biggest concern of 
course was the health risk.  The inability to cleanse properly raised the chances of infection. 
 
Of course there is a disability aid – a bottom wiper.  I was given one by the occupational 
health team (see pic below).  To say it caused much hilarity between me and my carers 
would be something of an understatement but at least that made it useful for something.  
Sadly not for the purpose it was meant. 
 
It’s difficult to explain how this one works but I shall give it my best shot.  

 
1. The end of the handle (A) pushes down to release the gripper (B).  Insert toilet tissue 

into B and release A.  Simple hey?  So it would seem, but no, not me, I couldn’t grip 
and push A in with my hand so I adapted and held the handle in the middle with my 
right hand, pushed end A against my body ha, I will always find a way around so take 
that bottom wiper! 

2. Then I bent to pick up the toilet tissue – ah maybe I should have picked up the toilet tis-
sue first.  Maybe then I wouldn’t have jabbed my stomach with the darn thing!  One to 
remember. 

3. Put bottom wiper down, pick up toilet tissue with left hand, now pick up bottom wiper, 
hold in middle of handle with right hand and press end A into body – yay.  Insert toilet 
tissue into end B and remove end A from body.  Whoopee, bottom wiper armed and 
ready to go …. Erm well ok, maybe I shouldn’t have inserted the toilet tissue so far into 
end B, doesn’t seem a lot to play with there. 
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Bottom’s Up 
  By Beth Urmston  

A 

B 



55 

4. Ok, push end A into body, release toilet tissue from end B, stare at toilet tissue 
as it drifts towards the floor!  Breathe, breathe, BREATHE!!! 

5. Rip more toilet tissue from roll, follow step 3 but only place toilet tissue half 
way into gripper.  At last, ready to rock and roll …. and go ….. whoa, wait …. 
how is this going to work?  I have a piece of toilet tissue dangling from end B 
but I cannot for the life of me work out how that is going to actually wipe my 
bottom. 

 

I stood up, I sat down, I went from the front, I went from the back – frustration, frustration, 

frustration …. Breathe!  Who thought a 15” (37.5cm) handle was a good idea?  Did who-

ever design this actually try it out? 

 

I challenged two carers to use it …. and that’s when the hilarity began!!  Not only could 

they not fathom it out to use it on themselves, they couldn’t fathom out how to wipe my 

bottom with it …. so much for independence …. thanks but no thanks, this one is not for 

me. 

 

If anyone knows who the designer is please let me know so I may send it to them with a 

note to ‘shove it up their posterior’! 

 

Cost:  Approximately £6. 

Value:  Not bad for a couple of days of laughter. 

Recommend:  No. 

 

Below are some alternatives, I haven’t tried any of them but if you have then please send 

your review – fibroflaremag1@outlook.com 

 

 

 

 

 

 

 

 

 

£8.95     £17.45    £9.95 

Length: 10.5”    Length: 15”   Length: 10.5” 

(26.5cm)    (37.5cm)    (26.5cm) 

 

 
 

  

mailto:fibroflaremag1@outlook.com
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 £61.45     £55.95    £9.95 

 Length: 10.5”    Length: 10”   Length: 13” 

 (260cm)     (25cm)    (330cm) 

 

More details can be found at the Complete Care website. 

https://www.completecareshop.co.uk/toileting-aids/bottom-wipers/economy-bottom-wiper 

 

 

 

 
 

https://www.completecareshop.co.uk/toileting-aids/bottom-wipers/economy-bottom-wiper
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The Great Debate 
Last Month, I asked the question….. 

 

Do you believe that physical or emotional stress 

FIRST triggered your fibromyalgia? 

For me it is hard to tell.  I have had symptoms of fibrom-

yalgia for as long as I can remember.  I believe it is due to 

the psychological, physical and sexual abuse that I suf-

fered as a child, which started at when I was about 3 

years old.  It was many years before I even thought of things like headaches, flu like 

symptoms, dizzy spells etc. as actual symptoms as my mother always ignored them.  

Having said all of that I do believe that it was the emotional stress more than anything 

else that was the trigger. 

The results: 

      97 People responded to the question.      

      52 people said both, 27 people said physical and 18 people said emotional. 

These are some of the comments that we received:  

 Pregnancy triggered mine. 

 Both as I was battling cancer with little support. 

 I had viral infections. 

 Both I was attacked and fibromyalgia developed after that. 

 Abusive relationship. 
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Employment Vs Fibro 
By Elyse Runacre 

This year, here at the magazine we would like to highlight how our medical conditions affect 

our work life.  To start us off I ran a poll in the magazine online group and in the Fibromyalgia 

Warriors Support group of Hillingdon online group. 

Members were asked about their current employment status.  Here are the results; 

138 people responded to the poll. (Thank you).    

102 people said that they had had to give up work on medical grounds. 

18 people said that they had managed to stay in their jobs but with reduced hours. 

15 people said that their medical condition hadn`t affected their work. 

5 people said that they are currently, seriously considering leaving their jobs.  

These are some of the comments that were left; 

 I`ve had to significantly change my role but I can`t reduce my hours. Might need another 
option because none of them suit me. 

 I have just reduced my hours, but only for 6 months during the winter as I struggle more 
in the cold weather, this is due to be reviewed in March.  I`m also lucky that I work flexi-
time. 

 I`m medically retired. 

 Had to take early retirement. 

 Had my hours reduced but I`m still currently off work for over a year.  I may have to give 
up completely. 

 I was a hairdresser from the age of 15.  I`m now 51. I had to finish work.  I miss it so 
much. I had some lovely clients who were like family.  

 I got done.  It was causing me too much stress and anxiety.  Nobody could understand 
how I was feeling and would just pile more and more stuff on to my list of things to do.  I 
couldn`t handle it anymore.  
 



59 

Fibromyalgia Vs Work 

By Carol Pocock   
Just over a year ago, due to Fibromyalgia and the decline 

of my symptoms I sadly had to leave my last job, 7 

months into the post. I was working at a pharmacy, where 

my job title was – Trainee Pharmacy Assistant.  I was 

studying in my own time (on courses supplied by my em-

ployer) to achieve the necessary qualifications to work 

selling over the counter medications, selling services and 

dispensing prescription medication. 

Having always worked with people (I was a career nurse) 

I enjoyed getting to know our regular customers, giving 

advice and help and using some of the skills and 

knowledge that I gained from my nursing.  On a scale be-

tween 1 – 10 (1 being it`s a job and 10 being best job ev-

er) I would rate this job as a 9. 

Whilst my symptoms were being investigated, I informed 
my line manager that doctors suspected `Fibromyalgia`.  I had to explain to him what it 
was.  About 3 months into the job. (I had been under investigation for about 18 months but 
had been referred to a second rheumatologist for a second opinion) I was finally diag-
nosed with fibro following several tests by this Rheumatologist.  As a trainee, I was, of 
course subject to a probationary period and I expected regular reviews with planned learn-
ing outcomes and opportunities to achieve these built in to my time at work. I was told at 
the meetings, with my line manager that ‘I was on course to pass my probation’ at each of 
these meetings until I was diagnosed with fibro. 
There was never any discussion about how they could help/any adaptations that were fea-
sible or any discussion on what was going on to achieve diagnosis and how my symp-
toms/potentially having fibro was and might affect me. Saying that I very much take the 
view that I want to live with fibro and not suffer from it and so maybe I didn’t push as much 
as I could have. 
 I explained that I might need to have opportunities to learn in a slightly different way be-
cause of the cognitive effects the fibro had on me but was told this wouldn’t be a problem 
as we all learn differently but this never seemed to happen, despite my asking for things to 
be explained slowly so I could write them down and other means by which I could learn. 
As a part time member of staff I was never given study time at work and this made achiev-
ing parts of my course very difficult, as I needed to be able to study groups of medications 
and answer questions on them, which could only be done at work.  I felt very unsupported 
and although I realise we all have our struggles, I didn’t feel that there was much in the 
way of understanding about how my condition affected me and how best they could help 
me stay in post, despite them being positive about my work ethic. 
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One member of staff informed me (although at that point I hadn’t disclosed my diagnosis to 

anyone other than my supervisor and my line manager) that her mother had fibro and I had 

hoped this might foster some understanding of what was involved. By and large it was ig-

nored and because I didn’t really want it to be all about my fibro, maybe I didn’t do much to 

change that. I would have appreciated having some time given to me at work to complete 

coursework. I would also have liked a learning mentor with whom I could have discussed 

learning goals and outcomes, other than discussing my failures with my line manager. No 

learning goals ever seemed to be set from our meeting beyond ‘try and do better’ which cre-

ated stress for me. I tried to talk to him about learning goals and regular evaluation of these 

goals but it never happened. I would have also have appreciated a stool or something to 

help me when I was struggling when working on the counter and when dispensing at the 

computers in the dispensary area but my request was not taken any further. 

In the main it was learning new skills but I developed ways of being able to cope with that as 

the cognitive problems have become more apparent, such as writing notes, having a ‘how to 

book’ and taking opportunities to repeat tasks to try and have them become second nature. I 

know how I learn and adapted to play to that. I did make mistakes but so did the qualified 

staff and other trainees and a mistake is a learning opportunity to me. My line manager told 

me I was very hard working and so I took that as a positive that I worked to the best of my 

ability, even if I did pop to the loo every so often just to sit down (too much info?). 

I had been concerned after being in post 4 months that I had failed to reach the required 

standard to pass my probation. I was given three further months to reach the required 

standard or my employment would be terminated. I then received an emailed letter confirm-

ing the conversation but giving me a potential termination date of six weeks later. I spoke to 

my line manager on receipt of the letter and he said it was a mistake and not to worry and 

that he would sort it out. He didn’t and in the end, despite prompts from me I had to ask for 

a review to take place with him on this date, so I knew where I stood. I was told nearer to 

the time that I would have a meeting on that day with him and the area manager to discuss 

the matter and how things would go forward and that this would take place when I arrived 

for work that day. I spent the month before discussing what I should and could do with my 

partner, who was very supportive. When I arrived that day my line manager had gone off 

sick and the area manager had not attended. I had gone into work expecting to be dis-

missed, so had my uniforms and course books ready to return. I was in civvies and no one 

questioned why I was not in uniform. I was given a task sorting out some filing, which I did 

and at the end of my shift I told my supervisor that I would not be coming back, which she 

just accepted. 

I heard nothing more from the company except to say they had taken my outstanding holi-

day money to pay for the courses and to send me my P45. I felt relieved when I left but just 

because I felt the stress, the feeling of dread going to work and sickness I felt everyday had 

been lifted. The way in which I left has affected my mental health. Since I left my physical 

health hasn`t improved as I hoped it would. 
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I felt such a failure. I felt I had failed to achieve in the job, that I had let my partner down by 

losing the job and I felt degraded by losing my job. My self-esteem plummeted further than it 

had since I had first become ill and I don’t feel I have recovered from this.  My partner sup-

ports me financially and I have started to sell some of my crafts, which, although it doesn’t 

bring in much money is something positive. 

I feel that trying to work in the future maybe doubtful because I’m not sure what I could do 

physically and cognitively. My confidence has been so knocked by this experience. I have 

been receiving support from a local business start up group so maybe my craft could be-

come my work in the future.  
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By Joan McParland from Bessbrook  
On 13th October 1999 my life became unrecognisable. I went from being fit and healthy, 
able to work full-time as a schools meals organiser, look after my family and enjoy an active 
social life, to being completely bed-bound from an illness I had never heard of. I woke up 
with what felt like a bad flu with food poisoning on top. I thought it was just a ‘tummy bug’ 
and I’d be better in a few days.  
 
As the days turned into weeks, my worried family then called our GP for a home visit. I was 
nauseated, dizzy and weak, unable to stand upright, daylight somehow hurt my eyes and 
any noise made the symptoms much worse. It felt as if my brain was inflamed and there 
was lead travelling around my veins, making it almost impossible to move or hold a conver-
sation. One minute I was shivering cold then sweating profusely. I seemed to be living in 
some sort of hazy fog as my memory was affected and I couldn’t understand words in a 
book or newspaper or even follow a story on a television programme.  
 
I also suffered very frightening transient paralysis. Seventeen years later, I remain severely 
debilitated by Myalgic Encephalomyelitis (ME). My supportive GP suspected I was suffering 
Viral Labyrinthitis. Many blood tests later, still, nothing abnormal showed up after having al-
most every organ in my body tested, prodded and scanned and I honestly thought I was go-
ing insane. How was this possible when I felt like I was dying and it also looked that way 
from the massive weight loss I’d suffered from being too ill to even eat? 
 
One day, after having suffered yet another period of paralysis my GP was called to my 
home, I remember him standing beside my bed and saying “I’m sorry, I had hoped we were 
not looking at severe ME but I now believe this is the case, there is no one I could send you 
to and there is no treatment.” Although I didn’t believe the hopelessness of the situation at 
that time, I was soon to learn. Not only was there no ME specialist, effective treatment or 
cure, I was to also be faced with disbelief from many medical professionals I later turned to 
for help.  
 
In sheer desperation, I then turned to alternative therapies, private clinics and handed over 
vast sums of money to many who promised a ‘cure.’ On hindsight, the world’s top scientists 
can’t cure ME, yet desperate patients will gladly be parted from their money to anybody 
who claims they can offer relief and many charlatans still do! Eventually, a social worker 
was sent to assess my helpless state of health, she told me ME was a mental health condi-
tion and I would get better with antidepressants but didn’t qualify for help as my family were 
able to care for me.  
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Another NHS consultant recommended antidepressants and although I knew I was not de-
pressed, I was extremely frustrated to find help, I dutifully tried these mood modifying drugs 
but to no avail. I still didn’t know the true facts about the disease so I agreed to cognitive be-
havioural therapy at home. The therapist told me I just needed to get out of bed more and 
taught me some relaxation techniques. After many CBT sessions and unfortunately for the 
therapist, his questions on childhood traumas and past levels of stress did not account for my 
levels of physical disease, I was no better, in fact I was worse from the efforts of getting up for 
his visits! 
 
Approximately eight months of complete bed rest, I gradually began to feel a bit better. Each 
day I could get up a little longer and as the months passed I eventually decided I was just 
about able to go back to my job. I still had the nausea and dizziness but after much trial and 
error, my excellent GP had found medications to keep these symptoms just about bearable. 
The exhaustion had improved too so my belief at the time, was I could get fitter if I went back 
to work after a year not being able to do anything.  
 
It was amazing to get back my career and friends and be able to take part in life again, alt-
hough it meant spending most of my time off resting to try to get the energy to keep going. I 
soon discovered trying to ‘fight off’ ME or think positive thoughts does NOT work and after 
three attempts to return to work, I suffered a massive relapse which plunged me into another 
seven years of severe ME and the damage is now irreversible.  
 
I also developed severe headaches and pain in my muscles, my joints often just ‘give way’, 
sometimes even my skin hurts and it’s just too painful to even brush my hair. I then received a 
further diagnosis of fibromyalgia and postural orthostatic tachycardia syndrome (POTS) I 
have spent many, many years of relentless suffering and contemplating the situation and I 
made a pledge to myself that if I ever improved enough to do anything, it would be to fight for 
the truth about this disease and use my experience to somehow help others.  
 
In 2009 I was given a laptop for my birthday, I began to educate myself on ME and quickly 
discovered reliable resources of information. I learned how to manage the disease, to pace all 
activities and to keep within my severely restricted energy levels. I learned lying flat using the 
laptop, saved physically energy which allowed my brain to function better and over the next 
two years working on my ideas, I was eventually able to set up a patient support group in 
Newry in April 2011. With a massive amount of help and support from my family and after 
finding other like-minded and determined ME patients, we began a very successful aware-
ness and education campaign. I measure that success by the large numbers of both patients 
and medical professionals who are contacting the charity for help and reliable information. 
 
We obtained charitable status in 2014 and with today’s technology, I have found it’s even pos-
sible to organise entire conferences from my bed, bringing international ME experts to North-
ern Ireland to educate the masses! On the odd occasions when I’m able to go out, I often 
meet friends who congratulate me on my ‘recovery’ but little do they know I’ll be trapped in the 
bed again after the effort of actually getting out for a few hours. Others will often say they too 
have ME as they’re feeling tired, I’ve learned to save energy on explaining that feeling tired 
has absolutely nothing in common with the devastating symptoms of neurological Myalgia En-
cephalomyelitis, I just nod and hand them an information leaflet. I have learned many things 
since 2009, one being, not to blame healthcare professionals for the lack of understanding 
and sometimes their disbelief of the severity of ME. A FOIA (Freedom of Information Act) reply 
I submitted to NI medical training agencies, states doctors are not given any specific educa-
tion on neurological ME and are therefore as susceptible as the general public to the misinfor-
mation and scepticism surrounding this disease.  
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Although I remain mostly bed-bound, I am grateful to have improved enough to be upright 
for a couple of hours on really ‘good’ days. I have had to learn to use these small 
amounts of energy wisely as the cost of trying to push through the symptoms results in 
more suffering and a further decline. I may function at a snail’s pace but to be able to play 
a small part in the world again gives me a sense of purpose and I’ve learned to focus on 
what I CAN do, no matter how small, rather than on what I can’t do. 
 
2017 offers great hope, as scientists around the globe get closer to producing a diagnos-
tic test and effective treatment for the 17 million ME patients worldwide. In the meantime, 
HOPE 4 ME & Fibro NI will continue to lobby health commissioners and decision makers 
to provide a dedicated NHS ME Clinical Consultant. Our surveys of GPs also showed 
doctors were not confident in offering a diagnosis of ME and would prefer to send sus-
pected cases to a clinical Consultant. Early diagnosis and the correct self-management 
advice of enforced bed rest and symptom management control, has been proven to give 
patients the best chance of improvement and would hopefully save others from having to 
go through decades of this nightmare illness without the support they deserve and is giv-
en to all other major chronic diseases. 
 
 *For more information about Hope 4 ME and Fibro, phone: 07712 892834 (2-4pm only), 
email: hope4mefibro@outlook.com, website: hope4mefibro.org 
 
 

mailto:hope4mefibro@outlook.com
http://hope4mefibro.org/
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THE PACE TRIAL: WHERE 
“RECOVERY” DOESN’T MEAN 

GETTING YOUR HEALTH 
BACK 

Reproduced with the kind permission of Simon McGrath  

http://www.meaction.net/author/noidea/


67 

Do people really recover as a result of CBT and graded 
exercise? Sadly not, says a new analysis of PACE  

People with ME/CFS dream of recovery — of getting their health and lives back. So the re-
sults published by the PACE trial, showing that 22% of participants recovered after just 12 
months of CBT or graded exercise, looked like good news for patients. For those in the con-
trol group with no therapy, only 7% recovered. 
But alas, “recovery”, as defined by PACE, is not what it seems. It’s not even what the authors 
originally said it would be in the study protocol. And a new paper (of which I’m a co-author) 
concludes that the changes made to the definition of recovery were not justified and led to 
the publication of recovery rates that were inflated and misleading, to patients and clinicians 
alike. 
 
In fact, reanalysis according to the original, protocol-specified definition of recovery shows 
that CBT and graded-exercise recovery rates were not significantly better than having no 
therapy at all. 
 
Can patients with chronic fatigue syndrome really recover after graded exercise or 
cognitive behavioural therapy? A critical commentary and preliminary re-analysis of 
the PACE trial 
 
The new paper is by psychology researcher Dr Carolyn Wilshire, patient-researchers Tom 
Kindlon and Alem Matthees, and me. It lays bare how the PACE authors watered down the 
recovery criteria they had specified before the trial began; and, using data recently released 
after a Freedom of Information (FOI) battle by Alem Matthees, presents analyses to reveal 
how those changes artificially boosted recovery rates. 
 

Defining recovery 

To count as “recovered” in the PACE trial, patients had to meet criteria in four areas. Two 
were for self-rated physical function and fatigue — the trial’s primary outcomes. Patients also 
had to rate their health as substantially improved overall. Finally, they had to be judged as no 
longer meeting a case definition for CFS. However, the PACE authors relaxed the thresholds 
for each of the four criteria so that in the published paper, it was much easier for patients to 
count as “recovered” than if the protocol-specified criteria had been used. 
The graph on the next page shows just how much difference these changes made: 
 
 

http://www.tandfonline.com/doi/abs/10.1080/21641846.2017.1259724?journalCode=rftg20&
http://www.tandfonline.com/doi/abs/10.1080/21641846.2017.1259724?journalCode=rftg20&
http://www.tandfonline.com/doi/abs/10.1080/21641846.2017.1259724?journalCode=rftg20&
https://www.researchgate.net/profile/Carolyn_Wilshire
http://me-pedia.org/wiki/Tom_Kindlon
http://me-pedia.org/wiki/Tom_Kindlon
http://www.researchgate.net/profile/Alem_Matthees
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Here’s how it was done, and how PACE’s revised version describes something less than 
recovery: 
 
1. Recovery of self-reported physical function 

To determine recovery of physical function, PACE used the SF-36 physical function sub-
scale (see items 3-12), which asks participants to rate activities of daily living from self-care 
through to running and gives an overall score ranging from 0 (highly disabled) to 100 
(functioning well). 90% of healthy adults of working age score 90 or more, and the PACE 
protocol defines recovery of physical function as a score of 85 or more. 
By the time the authors published their recovery paper, though, they’d lowered that thresh-
old to just 60. This is bizarre, given that PACE used a higher score (65) to accept patients 
as disabled enough to join the trial in the first place! Incredibly, 13% of patients had already 
“recovered” physical function before they’d had any therapy at all. The new “recovery” 
threshold of 60 is close to the average SF-36 scores for patients with rheumatoid arthri-
tis and congestive heart failure. 
 

 

https://www.rand.org/health/surveys_tools/mos/36-item-short-form/survey-instrument-b.html?utm_expid=72494539-6.cklETohYRT-OLN7k44587g.1&utm_referrer=http%3A%2F%2Fwww.rand.org%2Fhealth%2Fsurveys_tools%2Fmos%2F36-item-short-form.html
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1755044/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1755044/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1767036/
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To determine recovery of physical function, PACE used the SF-36 physical function sub-
scale (see  
Analysis of the FOI data showed that lowering the SF-36 threshold increased the propor-
tion of those “recovering” physical function more than threefold, from 14% to 45%. 
How on Earth could the PACE authors justify such a change? In their recovery paper, they 
wrote that the original threshold of 85 was so high that “approximately half the general 
working age population would not meet it”. The new paper points out this isn’t correct. The 
population data they referred to was for all adults, of whom almost a third were aged over 
60 and one in five had a chronic illness or disability. PACE participants were almost all 
aged under 60, and anyone with a fatiguing illness apart from ME/CFS was excluded from 
the trial, so the comparison population PACE used was inappropriate. But even using an 
inappropriately elderly and sick population, the maths is still wrong: only 28% scored un-
der 85, not “approximately half”. 
 
2. Recovery from fatigue 

Fatigue was measured by the Chalder Fatigue Questionnaire, which asks eleven different 

questions related to fatigue, such as “Do you need to rest more?” The questionnaire can 

be scored as an 11-point scale (as specified in PACE’s protocol) or as a 33-point scale, 

with a complex relationship between the two. Recovery was originally defined as a score 

of 3/11 or less, but later changed to 18/33 or less. This boosted recovery from fatigue from 

15% according to the protocol, to 29% in the published results. 

Again, as with the physical function criterion, the fatigue threshold was relaxed so far that 
some patients (seven) had already ‘recovered’ from their fatigue when they joined the trial, 
even though, at that point, they were required to have fatigue that was “disabling”. 
The PACE authors justified relaxing this threshold with data from a paper that also inap-
propriately included a third who were unwell, some of them with fatiguing illnesses — in-
cluding CFS itself. 
 
3. Overall change in health 

At the end of the trial patients rated how their health had changed since the start, with op-
tions ranging from “very much worse” through to ”very much better”. The protocol classed 
“very much better” as defining recovery on this measure — and this maximum score 
seems appropriate for patients starting from a level of severe, disabling fatigue and then 
recovering. However, the PACE recovery paper relaxed the definition of recovery to also 
include patients who were merely “much better”. This increased the proportion 
“recovering” on this measure from 12% to 34%. 
The study authors said that “participants rating their overall health as ’much better’ repre-
sented the process of recovery”. Improvement, however, is not recovery. 
 
 
4. No longer meeting CFS case definition  

At the end of the trial, medical staff decided if each participant still met the Oxford case 
definition for CFS that was used to recruit patients into the trial. 24% no longer did so and 
thus, according to the protocol, these patients met the fourth and final requirement for re-
covery. 
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Yet again, the PACE authors relaxed the threshold, by adding conditions to the case defini-
tion. Now, a patient could be considered “recovered” even if they still met the Oxford crite-
ria as used in the clinic, as long as they had even slightly better levels of fatigue or physi-
cal function than the disabling levels required for patients to be eligible to join the trial. This 
meant that very ill sick patients, who would normally be in treatment for CFS, could be 
classed as “recovered”. This change doubled the proportion not meeting the Oxford criteria 
— that is, “recovered” — to 48%. 
 
The new “recovery”: not getting your health back 

To recap, PACE relaxed the fatigue and physical function recovery thresholds so far that 
patients could (and some did) count as recovered at the same time as being fatigued and 
disabled enough to join the trial. They counted patients as recovered who said they were-
n’t “very much better”, but merely “much better”, and even if clinical staff judged them to 
still meet Oxford criteria for CFS. This is not recovery. 
Overall recovery rates 

Not surprisingly, the protocol-specified criteria give much lower recovery rates than the 
ones that PACE published. Recovery rates fall from 22% to 7% for CBT, from 22% to 4% 
for graded exercise, and from 7% to 3% for no therapy. 
Not only that, but the recovery rates for CBT and graded exercise are no longer statistical-
ly significantly higher than those for no therapy at all: that is, the trial provides no evidence 
that patients can recover as a result of CBT and graded exercise. 
The changes to PACE’s recovery measures resulted in inflated and misleading “recovery” 
rates that have nothing to do with patients’ dreams of getting their health back. Patients 
and clinicians need to have accurate information about the chances of recovery as it’s un-
derstood by people in the real world. Our paper reveals that PACE’s own data show that 
CBT and GET have no effect upon the chances of recovery. 
 
Follow Simon McGrath (@sjmnotes) on twitter 
 
 
 
 
 
 
 

 

https://twitter.com/sjmnotes
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       Animal Magic    

     By Carol Pocock 

We first met Catto when she started coming to visit us whenever we 

were out in the garden in summer.  She was a lovely young cat who 

always seemed hungry and who took a shine to my partner instant-

ly. We started giving her whatever we had around the house, a bit of 

ham, cold sausage or some chicken if that’s what was for lunch 

which she woofed down. She would stay and play and have a fuss 

and then wander off.  

She then started to venture indoors for a fuss or a drink or whatever 
we had to offer.  
We began to wonder if she was a stray because although she was 
very friendly she was also very scared and it took a while to get her 
trust. 
 
Eventually I invested in some nice fishy cat food that she instantly 
turned her nose up to but we found she loved cat crunchies and she 
would come in for her treats regularly during the day but always go 
out again. We imagined she was like the Littlest Hobo, trotting 
around the neighbourhood being fed like a Princess. 
 
One evening she came in and stayed with us for a while. We made 

her comfy on a blanket (she now has 3 blankets in various rooms of the house, including 
on our bed) and she settled down and had a sleep but still wanted to go back out. 
 
We didn’t know her name but she became Catto and we looked forward to her visits and 
she found a place in our hearts. I fretted when she was out, being reassured by Kieron (my 
OH) that she was curled up in one of the other houses we assumed she visited.  
 
The nights began to roll in quicker, Catto’s visits became long-
er and included long sleeps on Kieron’s lap purring and drool-
ing on him, which he didn’t moan about, even though we found 
out he has an allergy to cats! Then came the first night she 
came in and stayed in. She slept on her downstairs blanket 
and I lay awake listening to make sure she was ok and not 
scared or stressed. 
 
She settled in to coming at night and going out after breakfast, 
coming in for lunch and then back out doing cat things until 
she came in for dinner and stayed the night. Some nights she 
stayed out and I worried that she was ok. 
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Then came the day I found out where she was when on the odd occasion she didn’t sleep 
with us. I had been to the doctors for an appointment and came back to a card saying a 
parcel had been left with a neighbour, so I knocked and as we had seen Catto sitting on 
their flat roof from time to time, I thought I’d ask if she ever visited them.  She said yes and 
as if on cue, Catto appeared from their living room door with a look on her face that said 
‘errrrm busted!’  From that day on Catto has adopted us as her Hoomans. She moved in 
with us, although I’m sure she still visits them for a fuss and a catch up with their cat Mer-
lin. 
 
I found out she had been thrown out by one of our neighbours who lives to the back of us, 
goodness knows why but I still see her sitting on their step occasionally, or being ignored 
by them if they come out and she sees them. It breaks my heart to think this lovely little girl 
still wants to be part of their lives, despite being rejected by them but she gets extra fuss 
when I see it happen. 
 
Since being with us she has a routine - a stroll 
around during the day and depending on the 
weather comes in to stay in the afternoon or 
before it gets dark and trots up to our bed or 
Kieron’s computer chair and gets comfy.  She is 
a crazy little girl, who loves to play and chases 
her tail for ages like it doesn’t belong to her! 
She now has toys and her own food box where 
her favourites are kept and where she knows 
the food is kept. She gets her own ham slices 
and knows they are kept in the fridge, so knows 
to meow to ask for them. 
In short, she has taken over our lives! 
 
For me, she is a source of joy. I am still struggling with my fibro. I cannot get over the 
changes it has had on me and feel worthless as a result. I hate my stick; I hate falling and 
bumping into things. I hate all the medication and being tired and I feel very weak having 
had to return to taking anti-depressants.  
 
Kieron is my rock and never gets impatient or upset with me. He loves me unconditionally 
and I count that as a blessing every day but Catto has brought something else to both our 
lives.  
 
To me she gives me someone else to focus on every day. Someone who makes me feel 
important to her, I know it sounds soppy but it, just a little, makes me feel less useless. 
She is funny and has a real crazy streak – especially like this morning when Kieron had 
gone to work, the bedroom was dark and we were having a fuss she then noticed her tail 
and started spinning around chasing it like she does, trying to catch it. She fell off the bed 
trying – she didn’t hurt herself – but very coolly styled the fall out by strutting downstairs to 
have breakfast. She returned and got back on the bed, looking at me as if to say ‘I meant 
to do that’ and we snuggled down together until my tablets had kicked in and I could begin 
the day. 
 
I’m trying not to say it, because we know Catto is a stray, so could leave us at any time I 
guess but we are both a lot in love with this little girl. 
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Fibro Community 

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

 

 
 

mailto:fibroflaremag1@outlook.com
https://www.diseasemaps.org/en/fibromyalgia/join-the-map/
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Recipes 
By Tina Leigh McDonald 

EASTER SIMNEL CAKE 

Recipes from Delia's Cakes 

Simnel cake is a rich fruit cake which includes lumps 

of marzipan stirred into the mixture that melts and 

combines with all the other flavours during cooking. It 

is then finished off with more marzipan. As it’s now 

popular at Easter, sugared primroses make a good 

decoration, see the Sugared Flowers recipe below. 

 

Equipment 

You will need a 20cm round loose-based cake tin, 

greased with base and side lined plus some baking 

parchment. 

Ingredients 

225g natural marzipan 

225g plain flour 

1 level teaspoon baking powder 

1 level teaspoon mixed spice 

175g spreadable butter 

175g golden caster sugar 

3 large eggs 

3 tablespoons milk 

175g currants 

225g sultanas 

50g glacé cherries, rinsed, dried, and 

cut into quarters 

50g unblanched almonds, roasted and 

chopped 

50g chopped candied peel 

Zest of 1 orange and 1 lemon 

 

For the topping: 

300g natural marzipan 

1 rounded dessertspoon apricot jam 

http://www.deliaonline.com/recipes/books/delias-cakes
http://www.deliaonline.com/ingredient/delias-cakes-book-flour
http://www.deliaonline.com/ingredient/delias-cakes-book-spices
http://www.deliaonline.com/ingredient/delias-cakes-book-spreadable-butter
http://www.deliaonline.com/ingredient/sugars-and-syrups
http://www.deliaonline.com/ingredient/delias-cakes-book-eggs
http://www.deliaonline.com/ingredient/milk
http://www.deliaonline.com/ingredient/currants
http://www.deliaonline.com/ingredient/candied-peel
http://www.deliaonline.com/ingredient/oranges
http://www.deliaonline.com/ingredient/apricots
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Method 

Pre-heat the oven to 150°C, gas mark 2 when the oven is pre-heated you need to roast the 

almonds, just spread them out on a tray and pop them into the oven near the centre for 8 

minutes – use a timer to help you remember. 

 
Then cut the marzipan into 1cm cubes and then toss them in 2 level tablespoons of flour 
(taken from the measured amount above). 
 
 
Now sift the remaining flour, the baking powder and spice into a roomy mixing bowl, hold-
ing the sieve quite high to give the flour a good airing as it goes down, then add the butter, 
caster sugar and eggs. 
 
Use an electric hand whisk, mix to a smooth, creamy consistency for about 1 minute. 
 
Whisk in the milk. 
 
Take a metal spoon and gently fold in the fruit, nuts, candied peel and grated orange and 
lemon zests followed by the marzipan cubes. 
 
Spoon the mixture into the prepared tin and level it out with the back of the spoon. 
 
Finally, take a double square of baking parchment with a 50p-sized hole in the centre (for 
extra protection during cooking) and place this not on the top of the mixture itself but on the 
rim of the liner. 
 
Bake the cake near the centre of the oven for about 2 hours 40 minutes – or until the cen-
tre is firm and springy. 
 
Leave the cake in the tin to cool for 15 minutes before turning it out onto a wire rack. 
 
Roll out the marzipan to a round approximately 22cm in diameter. 
 
Brush the top of the cooled cake with apricot jam, top with the round of marzipan, and scal-
lop the edges using your thumb and forefinger. 
 
To toast the marzipan: cut out a circle of foil to cover the top of the cake inside the scal-
loped edge and place the cake under a pre-heated grill so the marzipan is 10cm from the 
heat source for 1½–2 minutes (watching carefully) until the scalloped edge is toasted to a 
golden brown. Alternatively this works well with a cooks’ blowtorch. 
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Sugared Flowers 

Ingredients 

Egg whites 

1 teaspoon water 

Caster sugar 

 

Method 

You won’t believe how very easy this is, but there is a word of warning. Not all flowers are 

edible, so you need to do some research if you want to do something unusual. 

However, the good news is that unsprayed primroses and primulas are perfectly safe to 

eat (as are rose petals). 

All you do is lightly beat an egg white with a teaspoon of water. Using a small soft brush 

lightly coat the surface of the petals, then sprinkle generously with caster sugar. 

Then leave them on a cake liner or some baking parchment to dry out completely (at 

least overnight). 

After that store them in an airtight container.  

http://www.deliaonline.com/ingredient/delias-cakes-book-eggs
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SYMPTOM SHOUT OUT 
By Elyse Runacre 

Balance Problems 

When I tried to research this subject, I found it extremely diffi-

cult as this isn’t recognised as being a symptom.  So, I ran 

my own poll, the results are below.  I did come across a re-

search paper from 2011.  This was conducted Kim.d. Jones 

Ph.d, Fay.B.Horak Ph.D., Kerri Stone Winters Ph.D., Jessica 

M.Morea M.S and Robert.M. Bennett M.D. from Oregon 

Health & Science University, Portland, USA. 

Following a survey of 2,596 FM patients, balance problems 

was listed in the top 10 most debilitating symptoms.  45% of 

these patients reported that balance problems were preva-

lent.  

Their study of 34 FM patients who had reported a number of falls in the past 6 months 

were tested against 34 healthy people, using the BESTest (Balance Evaluation-systems 

Test) and ABC (Activities-Specific Balance Confidence scale).  FM patients had signifi-

cantly impaired balance in all components of the BESTest compared to the healthy peo-

ple.  The healthy studies reported 6 falls in last 6 months. Whereas the FM patients re-

ported a total of 37 falls over the same period.   

The conclusion of this study states that balance problems ARE associated with Fibromyal-

gia. Suggesting that FM may affect peripheral and/or central mechanisms of postural con-

trol.   

Postural stability or Balance is a very complex task that involves the integration of multiple 

sensory inputs to execute appropriate neuromuscular activity needed to maintain balance.  

 

This study clearly shows that further research is needed into this subject.  

After coming across this study, I decided to run polls in 3 Facebook support groups.  

I asked the members if they suffer from balance problems. Here are the results – 

166 responded to the question.  Of those a staggering 160 people said YES and 6 people 

said NO. 
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These are some of the comments that we received- 

 I am forever falling over 

 At times, outsiders would think that I’m drunk. I`ve fallen completely over twice. 

 Generally, just feel a little wonky. 

 I have balance issues all day long.  When I have tried to explain this to my doctor, I 
was told that my balance problems were caused by obesity!! I’m so frustrated, they 
don’t want to listen. 

 I also veer to the left. 

 Frequently lose my balance and I get lightheaded upon standing up.  So far, I’ve 
had 4 bad falls since October 2016.  These have resulted in me being badly 
bruised. 

 

I suffer from this.  It’s one of my daily (seemingly permanent) symptoms.  First thing in 

the morning I look like I’m drunk/hungover.  I fall regularly and I’m forever bouncing off 

door frames.  Getting out of the bath is not only problematic but scary.  For some reason 

stairs seem to trigger it as well, whether I’m going up or down it effects my balance.  

Sometimes I don’t want to go out as people will think that I’m drunk. My legs, hips and 

shoulders always have bruises. 
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Fibro Flare Magazine also 
has an online shop  

To visit the shop click here -  
http://fibro-flare-shop.myshopwired.com/ 

http://fibro-flare-shop.myshopwired.com/
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disabledviewuk@yahoo.com 

@disabledviewuk 

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

People who were and still are concerned about the many systemic failings in our Society to 

date. 

There are far too many Issues that are affecting the wellbeing of Disabled People and 

Caregivers, with a proper consultation in place, a lot of safeguards could be reached and 

established to prevent the many of the Issues being experienced currently.  

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

