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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. 

 

To work toward fundraising for research, we all want the same thing:  
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Thank you to everyone who has contributed to this months magazine.  
 
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 

5 

 

Hi to you all 

 

I hope you are keeping as well as you possibly can.  In the UK we 

are getting ready for winter – well I certainly am – two new hot wa-

ter bottles purchased in September and my winter duvet all ready 

to go on the bed plus a knitted blanket, for the coldest of nights I 

also have the summer duvet ready.  Of course many of you prefer 

the winter as it suits your body and fibro more than heat – not that 

we had a great deal of that throughout the actual summer months! 

 

There is a big push taking place to try and get Hyperbaric Oxygen 

Therapy (HBOT) on the NHS for fibromyalgia. Research in other 

countries has proven how beneficial it can be, however our NHS 

are not prepared to accept these results and have stated research must be carried out in 

the UK – except they aren’t doing any.  If you live in the UK please help by signing the peti-

tion (page 10 has the details and link), even if it’s not for you (due to claustrophobia etc.), 

help those of us who are able to partake.  If you are outside the UK, please share on Face-

book, Twitter, etc., as many of your friends/followers may live in the UK.  The petition closes 

on 3 November so we really need your help and support to get this to a minimum of 10,000 

signatures. 

 

We have included updates on the PACE trial and also need your help for a petition to stop 

GET being forced on children with M.E.  Once again we need your help, your signature and 

a few shares please. 

 

As you may have seen, we are now publishing the magazine bi-monthly.  Our next issue is 

due out on 1
st
 January 2017, please forgive us if we are a few days late, it definitely won’t 

be because we are hung over! 

 

Another year has flown by, from the point of awareness and fundraising it has been a very 

successful year and our thoughts will soon be focusing on May 2017 awareness day.  If you 

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

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

 

 

Beth X       

https://www.facebook.com/groups/ffawareness/
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Hyperbaric hope for fibromyalgia         
sufferers 

Women* who suffer from fibromyalgia benefit from a treatment regimen in a hyperbaric ox-
ygen chamber, according to researchers at Rice University and institutes in Israel. 
 
*The report states Women but there is no reason why it wouldn’t also be beneficial to chil-
dren and male fibromyalgia sufferers, however only women took part in the trials. 
 
A clinical trial involving women diagnosed with fibromyalgia showed the painful condition 
improved in every one of the 48 who completed two months of hyperbaric oxygen therapy. 
Brain scans of the women before and after treatment gave credence to the theory that ab-
normal conditions in pain-related areas of the brain may be responsible for the syndrome. 
Results of the study appear in the open-access journal PLOS One. 
 
Fibromyalgia is a chronic pain syndrome that can be accompanied by – and perhaps relat-
ed to – other physical and mental conditions that include fatigue, cognitive impairment, irri-
table bowel syndrome and sleep disturbance. 
 
More than 90 percent of those diagnosed with the syndrome are women, said Eshel Ben-
Jacob, a lead author of the proof-of-concept study who developed the analytical method 
used to show the association between patients’ improvement and changes in their brains. 
He is an adjunct professor of biosciences at Rice University, a senior investigator at Rice’s 
Centre for Theoretical Biological Physics and a professor of physics and member of the 
Sagol School of Neuroscience at Tel Aviv University. 
 
“Symptoms in about 70 percent of the women who took part have to do with the interpreta-
tion of pain in their brains,” Ben-Jacob said. “They’re the ones who showed the most im-
provement with hyperbaric oxygen treatment. We found significant changes in their brain 
activity.” 
 
Scientists have not pinned down the syndrome’s cause, although another recent PLOS 
One study identified a possible RNA-based biomarker for its diagnosis. A variety of treat-
ments from drugs to lifestyle changes have been tried to relieve patients’ suffering, with 
limited success, Ben-Jacob said. 
 
“Most people have never heard of fibromyalgia,” he said. “And many who have, including 
some medical doctors, don’t admit that this is a real disorder. I learned from my M.D. 
friends that this is not the only case in which disorders that target mainly women raise 
scepticism in the medical community as to whether they’re real or not. However, these 
days there are increasing efforts to understand the effect of gender on body disorders.” 
 

http://news.rice.edu/2015/06/02/hyperbaric-hope-for-fibromyalgia-sufferers-2/
http://news.rice.edu/2015/06/02/hyperbaric-hope-for-fibromyalgia-sufferers-2/
http://en.wikipedia.org/wiki/Hyperbaric_medicine
http://en.wikipedia.org/wiki/Hyperbaric_medicine
http://journals.plos.org/plosone/article?id=10.1371/journal.pone.0127012
http://journals.plos.org/plosone/article?id=10.1371/journal.pone.0121903
http://journals.plos.org/plosone/article?id=10.1371/journal.pone.0121903
http://www.nytimes.com/2008/01/14/health/14pain.html?oref=slogin&_r=0


7 

Two 20-seat hyperbaric cham-
bers at the Sagol Centre for Hy-
perbaric Medicine and Re-
search in Israel were used in a 
study to see if hyperbaric oxy-
gen treatment could help pa-
tients with fibromyalgia. A new 
study by researchers at Rice 
University and institutes in Isra-
el showed patients in a small 
trial experienced remarkable 
improvement after two months 

of treatment. Courtesy of the Sagol Centre for Hyperbaric Medicine and Research 
 

Researchers at the Sagol Centre for Hyperbaric Medicine and Research at the Assaf 
Harofeh Medical Centre and Tel Aviv University were studying post-traumatic brain injury 
patients when they realized hyperbaric oxygen treatment (HBOT) could help patients with 
fibromyalgia. 
 
“Patients who had fibromyalgia in addition to their post-concussion symptoms had com-
plete resolution of the symptoms,” said Dr. Shai Efrati, who noted his own mother suffers 
from the syndrome. Efrati is lead author of the study, head of the research and develop-
ment unit at the Assaf Harofeh Medical Centre and a member of the Sagol School of Neu-
roscience at Tel Aviv University. 
 
Hyperbaric oxygen chambers that expose patients to pure oxygen at higher-than-
atmospheric pressures are commonly used to treat patients with embolisms, burns, car-
bon monoxide poisoning and decompression sickness (known to divers as “the bends”), 
among many other conditions. 
 
One effect of exposure is to push more oxygen into a patient’s bloodstream, which deliv-
ers it to the brain. Efrati’s earlier trials found HBOT induces neuroplasticity that leads to 
repair of chronically impaired brain functions and improved quality of life for post-stroke 
and mild traumatic brain injury patients, even years after the initial injury. 
 
Ben-Jacob said two patients spearheaded the push for the study. One was an Oxford 
graduate student who developed fibromyalgia after suffering a traumatic brain injury in a 
train crash. “By chance, the secretary of the department where she worked is the mother 
of the nurse in charge of the HBOT. She said you have to go and try to do it,” he recalled. 
 
The other, he said, is a professor of sociology who specializes in post-traumatic stress dis-
orders due to child abuse. The professor had suffered from fibromyalgia for many years.  
 
Her symptoms got worse through the initial treatments – a common experience for other 
patients in the study who she said had suppressed memories due to child abuse – before 
they got better. But by the end of treatment both women showed remarkable improve-
ment, Ben-Jacob said. 

http://en.wikipedia.org/wiki/Neuroplasticity
http://news.rice.edu/files/2015/06/0608_FIBRO-1-RN.jpg
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The interior of a hyperbaric chamber at the 
Sagol Centre for Hyperbaric Medicine and 
Research in Israel, used to treat patients 
with fibromyalgia in a recent trial. Courtesy 
of the Sagol Centre for Hyperbaric Medi-
cine and Research. 
 
Efrati said some patients will likely require 
follow-up sessions. “The abnormalities in 
brain regions responsible for the chronic 
pain sensation in fibromyalgia patients can 
be triggered by different events,” he said.  
“Accordingly, the long-term response may 
be different. 
 

“We have learned, for example, that when fibromyalgia is triggered by traumatic brain inju-
ry, we can expect complete resolution without any need for further treatment. However, 
when the trigger is attributed to other causes, such as fever-related diseases, patients will 
probably need periodic maintenance therapy.” 
 
The clinical trial involved 60 women who had been diagnosed with fibromyalgia at least 
two years earlier. A dozen left the trial for various reasons, but half of the 48 patients who 
completed it received 40 HBOT treatments five days a week over two months. The 90-
minute treatments exposed patients to pure oxygen at two times the atmospheric pres-
sure. 
The other half were part of what Ben-Jacob called a crossover-control group. They were 
evaluated before the trial and after a control period that saw no improvement in their con-
ditions. After the two-month control, they were given the same HBOT treatment as the first 
group and experienced the same relief, according to the researchers. 
The researchers noted the successful treatment enabled patients to drastically reduce or 
even eliminate their use of pain medications. “The intake of the drugs eased the pain but 
did not reverse the condition, while HBOT did reverse the condition,” the researchers 
wrote. 
Efrati said the findings warrant further study. “The results are of significant importance 
since, unlike the current treatments offered for fibromyalgia patients, HBOT is not aiming 
for just symptomatic improvement,” he said. “HBOT is aiming for the actual cause — the 
brain pathology responsible for the syndrome. It means that brain repair, including even 
neuronal regeneration, is possible even for chronic, long-lasting pain syndromes, and we 
can and should aim for that in any future treatment development.” 
 
 
- See more at: http://news.rice.edu/2015/06/02/hyperbaric-hope-for-fibromyalgia-sufferers-
2/#sthash.9skVBFTg.dpuf 

http://news.rice.edu/2015/06/02/hyperbaric-hope-for-fibromyalgia-sufferers-2/#sthash.9skVBFTg.dpuf
http://news.rice.edu/2015/06/02/hyperbaric-hope-for-fibromyalgia-sufferers-2/#sthash.9skVBFTg.dpuf
http://news.rice.edu/files/2015/06/0608_FIBRO-2-RN.jpg
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Not all centres use face masks, it is worth taking a look before dis-

counting, especially if you suffer from claustrophobia. 

 

Member question - Where can I find a local clinic? 

 I just googled it. It's actually a MS centre. I started waffling on 

about “I know it's for MS” and the lovely woman said “can I stop 

you. We have more fibro patients than MS” and sent me the link 

about the doctor in Israel’s discovery – CP, Fibro Flare Magazine 

Group. 

You can check to see if there is a centre near you via the link 

https://www.hyperbaricoxygentherapy.org.uk/find-chamber 

 

(Norma K – Fibro Flare Member) 
 

Prices range from £12-£40 per session so may be worth looking around.  Although the clinic 

in Devon only asks for £10 per year membership. 

 

Member question – Are there any side effects? 

According to Johns Hopkins (USA) Possible symptoms or side effects after HBOT can in-
clude fatigue and light headedness. More serious complications can include: 

Damage to the lungs 

Build-up of fluid or rupture of the middle ear 

Damage to the sinuses 

Changes in vision, causing near sightedness, or myopia 

Oxygen poisoning. This can cause lung failure, fluid in the lungs, or seizures 

Side effects are generally mild as long as the therapy lasts no longer than 2 hours and the 
pressure inside the chamber is less than 3 times that of the normal pressure in the atmos-
phere. 

 

HBOT cautions 

Hyperbaric oxygen therapy is not safe for everyone. In general, you shouldn't receive HBOT 
if you: 

Have certain types of lung diseases, because of an increased risk for a collapsed lung 

Have a collapsed lung 

Have a cold or a fever 

Have had recent ear surgery or trauma 

Are claustrophobic 

  

https://www.hyperbaricoxygentherapy.org.uk/find-chamber
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We need your help 
There is a petition asking for HBOT to be made available on the NHS – please click on 

the picture below to sign and share the link widely.  10,000 signatures needed before 3
rd

 

November. 

https://petition.parliament.uk/petitions/129232 
 

 

https://petition.parliament.uk/petitions/129232
https://petition.parliament.uk/petitions/129232
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Skin Sensitive? 

A possible solution 
By Beth Urmston 

I was recently introduced to Method cleaning products by 

Kirsty, one of our members.  Method contains no chemicals, 

with scents such as eucalyptus, French lavender, almond, 

spearmint, ylang ylang and so many more.  They smell di-

vine and in my opinion actually clean far better than any 

chemical based cleaner I have ever used. 

 

Like so many fibro sufferers my skin has become very sensi-

tive and I am constantly itching, scratching or have that sun-

burnt feeling.   

 

The first three products I purchased were the fabric washing liquid, the multi-purpose 

cleaner and the hand wash.  At first glance these are expensive, but you don’t need to 

use a lot to get the desired results so over the long-term they work out far more reasona-

ble. 

 

I will definitely be buying more products in the future. 

 

Available at most supermarkets.   

Method website - http://methodproducts.co.uk/                    

http://methodproducts.co.uk/
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Low Dose Naltrexone 
By Beth Urmston 

This has been my journey using Low Dose Naltrexone.  I have now 

been taking regularly for one year and it has definitely not been a 

‘walk in the park’. 

In part I put this down to my impatience – still needing and expect-

ing a ‘quick fix’ – you really would think I would have learned by 

now.  At what age is ‘sense’ going to kick in?  

It started off well, a constant low level headache for the first couple of weeks have been the 

only side effect I’ve had.  As directed I started at 0.5mg and was to build up to 4.5mg.  

There was an immediate difference, slept a little better, felt less stiff in the morning.  Within 

2 weeks I had increased to 2mg and by the end of the first month I was taking 4.5mg. 

Then came the hit, I woke one day and felt like I had never taken LDN and that went on.  I 

asked for advice on the LDN Facebook page.  I chose one of the options shared, which 

was to reduce to 0.5mg and start again but to increase much more slowly, also to look at 

vitamins and supplements.  Zinc was one suggestion, I was already taking that.  Magnesi-

um was another that came up frequently and I decided to some research.  There are so 

many different variations – one that works better for daytime, one that works better for night 

time etc. and they aren’t cheap so trying to buy 3 or 4 different varieties was making it less 

affordable. 

I then came across a video on you tube (I can’t remember how I found out about it).  Dr 

Mercola talking to Dr Carolyn Dean who has spent most of her life doing research into 

magnesium.  After watching the whole video (half an hour) I searched for Picu Magnesium 

and found a source on Amazon – it is actually called Ionic Magnesium and is the only one 

you need and what’s more it’s far cheaper than all the other tablet forms – Yay!   

Once again, I noticed an immediate difference, whereas with LDN I was getting a better 

quality of sleep, it was still just a couple of hours.  Adding the magnesium I started getting 6 

hours of sleep – imagine that, a whole 6 uninterrupted hours.  I felt better just for that but 

also my muscles weren’t as tight.  I didn’t feel like I had been wrapped in a steel band that 

was getting tighter and tighter.  I was happy with the way things were. 

And then kaboom – once again I awoke one morning and I had gone right back to pre LDN/

magnesium days. 

I once again sought advice from the LDN group and someone suggested I try ‘bouncing’.  I 

was feeling much better but I’m not sure I will ever be up to bouncing!  But of course it isn’t 

what it sounds like … it means missing a dose.  I’m nothing if not determined and I was de-

termined I would not give up LDN until I had given it every opportunity – I’d set myself 12 

months.  So I started missing one dose a week and it did help. 
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Then I was hit with an unknown virus which 

caused a fibro flare and an IBS flare and a 

chronic fatigue flare.  A full whammy and 

even LDN/magnesium/zinc was not helping 

at this stage.  I had to revert to previously 

prescribed meds – tramadol, ibuprofen, pa-

racetamol, duloxetine and an occasional 

oxycodone.   

I made sure to take tramadol at least 6 

hours before taking LDN (min 4 hours is 

stipulated).  The mix got me through, alt-

hough I wasn’t happy at having to take so 

much medication and of course my plan of 

getting off the traditional prescribed meds 

to me meant I had failed.  Is nothing ever 

going to work?  In short I was having my 

own pity party, the lack of energy and ability 

to do anything but rest never sits well with 

me, I need to be doing … something, any-

thing but never sit doing nothing.  Depres-

sion took hold – because I didn’t have 

enough to contend with obviously!   

I asked for help on our own group page – 

asking members to share something they 

CAN still do and as the comments came I 

realised that I was still able to manage 

some very small bits, it stopped me focus-

ing so much on what I was unable to do.  

The comments were enough to at least 

stop me spiralling further down and by look-

ing back they have helped me to lift myself 

out of the depressive state – support 

groups do work.  Ask for help it is always 

freely available. 

So LDN – I would say for the most part it 

works and the freedom to have chosen that 

as my preferred method for dealing with fi-

bro allowing me to get the best relief is one 

I do not regret.  Whilst it may not work so 

well during flares, the benefit the rest of the 

time is well worth what I pay out for the pri-

vate prescription.  I intend to continue for 

another 12 months, as I have heard it can 

take up to 2 years to find the right balance.   

If you are considering LDN there are a few 

things to note – your journey may be very 

different to mine.  Be prepared to increase/

reduce and to go back to the beginning and 

start again – several times.  There is no 

‘ideal dose’ you will need to work out what 

suits you and your body.  GP’s would ap-

pear to be prescribing 4.5mg as the normal 

dose for fibromyalgia – it’s your body, take 

responsibility and play around with the dos-

age, it will not cause you any harm. I would 

advise that you also look at vitamins/

supplements and be prepared to make 

some dietary changes if you want to get the 

real benefits. 

Please stay safe, do not order online.  Use 

a recommended compounding pharmacy – 

Dicksons, Glasgow or Skips Pharmacy, 

USA are just two.  The LDN Research Trust 

website is the best place to find a doctor 

who will prescribe and they have a list of 

compounding pharmacies available. 
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If you would like more information, please feel free to message me or visit the LDN 

group page or their website. 

 

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

http://www.ldnresearchtrust.org/ 

 

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

 
 
 

https://www.facebook.com/groups/LDNRT/
http://www.ldnresearchtrust.org/
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Beth Urmston 
By Elyse Runacre 

 

How long have you had Fibromyalgia? I honestly don’t know.  I had pains from the age of 
6/7 but it wasn’t until I was 48 that FM really started to impact on my life. 
 
When and how were you diagnosed? Diagnosed in April 2011 – 4 years after FM really 
took hold.  It was the Rheumatologist at Warrington Hospital who confirmed the diagnosis. 
 
Did you feel that you were given enough information and support? I was referred for hydro-
therapy and acupuncture and handed a leaflet.  There was no follow up with rheumatology 
which I found a little strange, as I would have expected them to see me again to find out if 
the hydro or acupuncture had been effective.  
 
How did you react to the diagnosis?  I burst into tears, something I’ve heard from so many 
others.  Part relief that it is ‘something’ and not just imagined …  if only I’d known then 
what was in front of me, the tears would have been for a very different reason. 
 
How has Fibromyalgia impacted on your 
life? Initially it devastated it.  I lost my 
job, then my home. I was 50 and having 
to start all over again … with fibro added.  
 
If you could go back to when you were 
first diagnosed, what advice would you 
give to yourself?  I thought once I had 
the diagnosis I could work to get better 
(cured even).  With the knowledge I have 
now I would not have pushed myself so 
hard. 
 
Have you ever suffered with Depression/
Anxiety due to Fibromyalgia? Oh yes, 
but I learned that anti-depressants actu-
ally make the depression worse not bet-
ter so I avoid them.  The anxiety however 
I do still need medication for but I only 
take it when the anxiety becomes ex-
treme – attending appointments, facing 
something new outside my home, having 
to be in the vicinity of a lot of people.  
Otherwise I try to manage it by avoid-
ance – very seldom going out. 

 



16 

Had you ever heard of Fibromyalgia before your diagnosis? No, it was all new to me. 
Why did you decide to start this magazine?  As a member on a support group, I found the 
same questions were being asked again and again.  I thought producing a magazine 
would be a good reference point for patients. 
 
Would you say that starting up the magazine has changed your life?  Definitely, it’s given 
me purpose and added value to my life.  It also works as a distraction from the pain and 
gives me a sense of achievement – it is still something I can do. 
 
Has it been harder to do than you expected?  I did think it would be hard in the beginning 
but I think I expected it to get easier as we became more practised.  The opposite has 
been true.  It can put a lot of pressure on – trying to find articles and meet deadlines.  I am 
conscious of also putting pressure on other members of the team – I know this can have a 
big impact on health so I do have some personal conflict going on most of the time.  
 
Do you do any other work for fibromyalgia other than the magazine? (Such as support 
groups etc.)  I started the online support group in October 2014, there are currently 3,700+ 
members, and we also have the Juvenile Support Group.  Tracey Napper actually runs that 
one and of course there are several admins helping out.  There is also the Fibro Flare 
Awareness group and the website.  

Roughly how many hours a week do you spend working on the magazine?  Not enough – 
too many.  If you include all the searches, chatting with others about their input, pulling it 
all together I still couldn’t give an exact figure, I would say 2 weeks of each month is al-
most solely spent working on the magazine.  Of course that is spaced to allow enough 
rest so as not to overdo things. 
Apart from the magazine how else do you raise awareness for fibromyalgia?   
 
I am trying to set up a local support group in Warrington and would also like to help others 
set up something in their own areas. If each of these groups can manage one awareness 
event each year it would go a long way to educating the general public. Whilst support for 
members is absolutely essential so too is getting awareness out there to the public and 
even the medical profession.  The awareness group was set up for proactive members to 
focus on ways to raise awareness.  Writing to GP’s, MP’s and of course take part in the 
May 12

th
 Awareness Day events and also make FM/ME/CFS more visible during Septem-

ber – Invisible Illness Awareness month. 
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Do you do any fund raising for fibro charities?  We do fund-
raise to help us cover costs of raising awareness but we also 
work with FollyPogs – they focus on fundraising for research 
and have the same ethical work model as Fibro Flare Maga-
zine and Awareness Group.  We both believe the greatest 
percentage of donations should be put to work with the mini-
mum being used for admin costs – mainly printing and post-
age.  It means we all pay for our own ‘out of pocket’ expens-
es and take nothing for ourselves.  We don’t have any large 
overheads such as buildings etc.  A percentage of everything 
we raise is donated to FollyPogs each year and if any of our 
members raise money on our behalf they can stipulate how 
much of that is split between the awareness and research funds.  In our first year we have 
donated in excess of £1,000. 
 
What do you think has been the magazines biggest achievement?  Being nominated for 
the National Diversity Awards this year has to be up there with achievements but ultimate-
ly the fact it has helped so many, especially those newly diagnosed, for me is the biggest 
achievement.  
 
You are an inspiration to many people, what or who inspires you?  I am inspired by how 
much some of our members are committed to giving to help.  It’s a big ask of anyone and I 
am mindful of how much giving actually takes out of those with chronic illness, they inspire 
me to go on.  The greatest motivator for me is the children and young ones – they deserve 
the best chance they can have for a better quality of life, to be better understood and to 
have some hope for a better future than the one they are currently facing. 
 
What do you like to do in your spare time? Erm … spare time!  Some would say I have 
nothing but spare time – after all I have no work or family commitments.  For me, chatting 
on the phone is what I do in my rest periods … and do I like to talk … ask anyone who has 
been unfortunate enough to give me their telephone number (smiling).   
 
Thanks  
 

Elyse 
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I currently have 3 wonderful pets.  My two beautiful Shih Tzu`s – 

Sparky and Billy.  Sparky is now 10 years old, I inherited him 

when he was 4 from my elderly neighbour who passed away.  

My neighbour’s daughter couldn`t take him as she already had 

pets.  He has problems with his skin and he had to have an op-

eration to remove one of his eyes. At first he did have a new lens 

put in but unfortunately it wasn`t successful.  Shih Tzu`s are 

known for having problems with their eyes.  He doesn`t seem to 

miss it much.  If a door is left half open, he does tend to bang in-

to it and he does have problems when the light is low at dusk 

and at nightie.  When we go out for a walk I have to keep him on 

a long lead as he panic’s so much when he loses sight of me.  

     

    SPARKY        BILLY 

Animal Magic 
by Lindsay 

Sparky after his       

operation 

Billy is only 4 years old and I`ve had him since he was a puppy.  He`s full of life but some-

how he always seems to know when I`m ill. 

When this occurs he refuses to leave my side. I find that animals are so therapeutic when 

you have Fibromyalgia. They`re always there for you and they never get sick of you 

moaning. 

 

Billy having a snuggle. 
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I also have a Tenrec.  He`s name is Alfie and he`s 2 years old.  He`s been with me since 

he was 10 weeks old.  We have a heat tank in the living room, which is where he lives.  

Billy is fascinated by him but as Alfie is so tiny there has been limited interaction with the 

dogs. My friend had a Tenrec and that is how I learnt about them.  Alfie is very easy to 

look after, they hibernate all winter and he eats mealworms, wax worms and locusts 

when he is awake. He`s very inquisitive and very tame.  He loves the warmth of your 

hand. 
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CRAFTY CORNER 
Showcasing your hobbies, arts & crafts 

Lynsey Blair 
I first started off playing the dreaded recorder at the age of 8, I 

couldn’t read music so played by ear for several years until I started 

having guitar lessons and was taught in a way I could grasp. I was 

also given a flute around that time by a friend and encouraged to 

give it a go and he gave me a few lessons and then `I started les-

sons in school. I also taught myself clarinet and Saxophone. I was 

a member of the school band and won Band Person of the year in 

1992 before I left school.

I was then working for several years and played Solo Clarinet in a local Orchestra, which 

was great fun. I started helping out in the Music Dept. of my old school, Blacon High 

School and around that time my former Flute Teacher encouraged me to apply for univer-

sity and do a degree in Music. I was really surprised as I thought I would never get in not 

having any a-levels. I was working towards my Grade 8 flute at that time too. Unbeknown 

to me, he sent off for an application form and filled it in and we sent it off. I was called for 

an interview/audition and was accepted on the spot, which I was amazed about. I gradu-

ated 3 years later with a BA (Hons) Music. 

Since then I’ve been blessed to work mainly at the 

Bishops Bluecoat C of E High School in Chester as 

a member of the Peripatetic team in the music 

dept. teaching Flute, Sax and Music Theory. I’ve 

had many wonderful students over the years and 

have made some lovely friendships that are still on-

going. 

I am a member of The Little Big Band in Chester and I play 1
st
 Alto Sax, we are a small 

Swing/Big Band, we play for all sorts of events, Weddings, Fetes, charity fundraising gigs 

and the Eaton Hall Open days. 

I am also a member of the Merseyside Police Band where I 

play Solo flute and piccolo, we do a lot of jobs in school rais-

ing awareness of safety and the like. 
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I’m also involved in a new ensemble a very dear friend and I have just launched called 

Flutiano. Deniz Inan and I live in separate countries but due to the wonders of          

technology we are able to work together and send each other our tracks and videos via 

Dropbox and email, which Deniz then edits and masters and features on YouTube and 

our Flutiano Facebook page. Deniz is an amazing person, a freelance composer and a 

phenomenal pianist. We have plans in October to do some recording at Deniz’ home 

studio and release a CD in the near future. It’s an exciting venture and we’ve had a lot 

of support so far which has been amazing.  

 

 

Facebook: 

https://www.facebook.com/flutiano/?fref=ts 

 

Youtube: 

https://www.youtube.com/playlist?list=PLCA4FhD17tvV5PZAlvvXOXXHgKaT8F8L_ 
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FIBRO FLOW 
By Elyse Runacre 

By following these two routines regularly, you will help to reduce lower back pain.  They 

will also strengthen and mobilise your lower back. 

PLEASE NOTE: Before starting any new flexibility routine you 

should always consult with your Doctor. 

 

Bottom to heels stretch: 

Get onto all fours, making sure that your knees are under your hips and that your hands 

are under your shoulders. Do not lock your elbows or over arch your back.  Hold your 

shoulders back and keep your neck long.  

Maintaining the natural curve of your spine, slowly move your bottom backwards until it 

touches your heels.  Holding this position take one deep breath and then slowly return to 

the starting position.  

Repeat 10 times. 

 

---------------------------------------------- 

Back extensions 

Lie down on your stomach. Now prop yourself on your elbows, with your forearms staying 

flat on the floor in front of you, so that your face is almost touching the floor. Making sure 

to keep your neck long and hold your shoulders back. 

Next you arch your back by pushing down on your hands.  Keep your neck long. As you 

arch backwards you should feel a gentle stretch in the muscles of your stomach.  Hold for 

up to 10 seconds remembering to breathe.  Slowly return to the starting position. 

Repeat 10 times. 
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Living with Fibromyalgia 
By Charlie Jury 

When you live with an invisible chronic illness such as M.E, Fi-
bromyalgia, crohns, bipolar, depression, anxiety, cancer and 
much more it's so soul destroying when you get judged by peo-
ple who you wish would know better. 
 
For many of us we get tiny little "windows" of opportunity where 
we may feel "well" or "ok" However we don't know how long this 
window will be open for. So for some of us it may mean having 
a mad 30 minutes or more cleaning, doing some housework, 
sitting with the kids and listening to their excited over enthusias-
tic stories from school, make that phone call to that friend you 
miss and haven't been able to speak to. Or it may mean that we 

choose to do our hair, maybe put some makeup on, take a moment to find some "outdoor 
clothing" rather than our usual PJ'S, take a ride in the car just for a change of scenery. 

I know I'd love to have that afternoon with the girls shopping, sharing a glass of wine, or a 
slice of cake in that little cafe we all like. Or that one of our old "quiet nights out" turned in-
to the BEST unplanned night ever. 

Unfortunately for me it would be a choice of that one glass of wine which would be thor-
oughly enjoyable or been able to take that med that's going to help me sleep, or dull the 
pain enough to sleep. 

However, these little "windows" come with a huge price. It's called payback. For those who 
take these things for granted imagine yourself in a situation where on the one hand you 
want to do something "normal " or even mundane to many but you then have to think 
about how much time is going to be needed to recover. It's not as simple as sitting down 
with a cuppa and relaxing in front of the TV for an hour, or having a red hot bubble bath 
and a nice glass of wine. 

It's the realisation that the next few days, and even weeks for some can become some of 
the darkest times. Pain which you live with on a daily basis (and some may even call it a 
friend) becomes even more unbearable, the exhaustion means just lifting your head from 
the pillow is too much. You may get sensory overload where light, and the simplest of nois-
es become too much. Your brain feels like it's wrapped in thick cotton wool and all 
thoughts, words, sentences are scrambled and make no sense to not only you but to your 
loved ones. 

But even as all of this comes with a price and we all know that payback will happen, what 
we don't need is judgement. The "oh, you must be better" "I told you a little exercise, good 
night’s sleep would help" plus any other well-meaning platitudes that you can think of. 
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What we do need is your support. Your encouragement, time, and love. Be supportive that 
today I may look "well" and "good" Tell me to enjoy the feeling, no matter how fleeting it 
may be. Tell me you appreciate the time, effort and energy that has gone into using that lit-
tle window of normality. Tell me that you wish it could last longer, that you could talk for an-
other half an hour but you understand that by doing this it will and does even more time on 
to the recovery from the payback. Tell me you'll still be there ready for next time and you 
look forward to it. But please don't judge me. Also don't forget me. Please still invite to go 
places, go for that meal, see that film, and hear that band play. My answer may very well 
be no, but I'm still human and still want to do the "normal" things in life. And you never 
know, maybe a little window will be open the next time you ask and I'm able to say yes. 

 

People say “you should walk a mile in my shoes.” Well I just pray that my shoes are too 
small for you and that this doesn't become the "norm" for you. 
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MANAGING CHRONIC PAIN  
By Anne Pritchard 

About 100 million people suffer from chronic pain. Medications such as no steroidal anti-

inflammatory drugs and opioids are the most widely used treatment option for pain which 

makes it important to learn to manage chronic pain without medications. 

 Living with chronic pain conditions like fibromyalgia can be challenging. It can become in-

creasingly difficult to fight the pain. The things that give your life joy and meaning no long-

er seem possible. You may even start to lose hope. But, chronic pain doesn’t have to ruin 

or take over your life 

Many medications including painkillers are not an option for some people as they are al-

lergic to opioids. Secondly, they cannot take medications that are hard on the liver (most 

are). They have no other choice than to use natural ways to control fibromyalgia symp-

toms. 

Here are some simple strategies to use every day to manage chronic pain - 

1. Restful Sleep 
 
Good sleep is critical for reducing chronic pain and improving energy 
and mood. Sleep disturbances are common in fibromyalgia. The pres-
ence of chronic pain with fibromyalgia makes falling asleep and staying 
asleep more difficult. Sleep deprivation, in turn, can make people more 
sensitive to pain. 

 
Some researchers believe that fibromyalgia does not lead to poor sleeping patterns, but 

that sleep disturbances come first. A new study suggests that sleep deprivation is associ-

ated with an increased risk of developing fibromyalgia. 

Improving sleep should be a top priority in a treatment plan for fibromyalgia. There are 

many herbal remedies, over-the-counter and prescription medications that can help with 

sleep problems. No one drug is consistently helpful for treating sleep in people with         

fibromyalgia. You may have to experiment to find what works for you. 
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2. Exercise 
 

Regular exercise has proven to be one of the best treatments for fibrom-

yalgia. Even though exercise can make you feel worse short-term, the 

lack of it can make your symptoms more severe long-term. Gentle, low-

impact exercises are best. Yoga, Pilates and tai chi can be particularly 

helpful to improve flexibility, strength, balance and feeling of relaxation 

 

3. Self-Massage 
 

Massage may be helpful in reducing tension and pain. It im-

proves blood flow and encourages relaxation.  

Self-massage is the most convenient and effective treatment 

to manage chronic pain. 

Trigger point massage is used to treat tender spots within the muscles or fascia. A trigger 

point is a tight area within a muscle tissue that causes local pain and referred pain to other 

parts of the body. 

The easiest way to perform self-massage is to invest in a few simple tools. I regularly use 

a foam roller and tennis ball to relieve tight and aching muscles. How-to videos, pictures, 

and articles for treatment routines are available online for free 

4. Heat And Cold Therapy 
 
Both heat and cold can help reduce pain. Cold works well for acute 
pain or a new injury with swelling. 
Heat is best for chronic pain. Heat increases blood supply. It stimu-

lates the elimination of toxins. It also relaxes soreness and stiffness. 

Moist heat is best. 

Treating chronic pain with heat includes heating pads, heat wraps 

and hot baths and showers. 

 

5. Capsaicin Topical Treatment 
 
Capsaicin is the ingredient found in chilli peppers that give the pep-

pers their spicy kick. Capsaicin is thought to decrease substance P, a 

neurochemical that transmits pain. Capsaicin provides temporary re-

lief from joint, muscle and nerve pain. It can be used 3 to 4 times a 

day to provide prolonged pain relief. 

If you are using the cream, gel, lotion, or ointment 

 Do not put the medicine on wounds or irritated skin. 
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6. Magnesium 
 

Magnesium deficiency is common with fibromyalgia. 

Some studies have found that magnesium supple-

ments can help with pain caused by conditions like 

migraines, muscle spasms, and fibromyalgia. Magne-

sium helps relax muscles and eliminate spasms. 

Studies also show that magnesium is not easily ab-

sorbed through the digestive tract. Magnesium is eas-

ily absorbed through the skin, which brings us to Epsom Salt. Epsom salt baths help re-

lieve stress and soothe your muscles while improving mineral and sulphur balance in the 

body. 

 As the bathtub is filling with hot water, add: 

 1 – 2 cups Epsom Salts 

 1/2 – 1 cup Baking Soda (helps neutralize chemicals, primarily chlorine, as well as in-

crease mineral absorption) 

 5 – 10 Drops of Lavender Oil (helps you relax and fall asleep) or Rosemary Oil (soothes 

tired and achy muscles) 

 Soak for 20 to 30 minutes. Adding more hot water as the bath cools. 

Despite the benefits, Epsom salt baths aren’t for everyone. They generally aren’t recom-

mended for people who have conditions such as heart problems, high blood pressure or 

diabetes. 

 7. Healing Herbs 

More than 100 plants are known to have pain-relieving properties 

and are good alternatives to non-steroidal anti-inflammatory drugs 

to help manage chronic pain. 

 These are some favourites - 

Ginger reduces the production of pain-causing cytokines. Ginger 

helps relieve nausea, arthritis, headaches, menstrual cramps and 

muscle soreness. Spice up your sautéed vegetables by adding 

freshly minced ginger or make ginger tea. 

Turmeric relieves pain and inflammation. The healing power of tur-

meric comes from its active ingredient curcumin. Turmeric appears 

to be just as effective as over-the-counter pain and   inflammation reducer. Turmeric has a 

peppery, warm and bitter flavour. It also comes in supplement form. 
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Rosemary is a member of the mint family. It has been used to help alleviate muscle pain, im-

prove memory and boost the immune and circulatory system since ancient times. Rosemary 

can be used to flavour a variety of dishes, salads, soups, baked vegetables, and meat dish-

es. It can also be made into a tea. 

Be cautious when buying herbs and supplements. Some can be risky for people on certain 

medications or with certain medical conditions. Supplements should be taken under the su-

pervision of your doctor. 

7. Relaxation and Distraction 
 
Being able to distract the mind away from 

the pain is a valuable self-management 

skill. Any activity that you must focus on can 

be used for distraction. Reading, listening to 

music, a puzzle or working on a hobby are 

ways to distract yourself from the pain 

Getting lost in a good book 

Spending time with the family, your children 

or grandchildren, or with a pet can be good 

distractions. 

Relaxation techniques can help you cope with everyday stress and chronic pain. Relaxation 

techniques include 

 Deep breathing 

 Massage 

 Mindfulness Meditation 

 Movement meditation (Yoga or Tai chi) 

 Music and art therapy 

Music therapy may provide a less invasive treatment option for people who are battling fi-

bromyalgia. A study from researchers in Mexico, Denmark, Finland, the U.K. and the U.S.A. 

reveals that music can have a positive impact on patient health. Pleasant music helped fi-

bromyalgia patients reduce their pain levels compared to a control group. 
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8. Aromatherapy 
 

Aromatherapy is the practice of using 

the natural oils extracted from plants to 

enhance psychological and physical 

well-being. Aromatherapy is a widely 

used term for a range of therapies that 

use essential oils. The essential oils 

are either absorbed through the skin or 

inhaled 

 

There are many *essential oils for chronic pain relief, these are just a few: 

Chamomile oil helps to relieve muscle pain and spasms, low back pain, headaches and 

pain caused by PMS. 

Sweet marjoram oil helps to relieve muscle pain and spasms, stiffness, rheumatism, os-

teoarthritis and migraine. 

Lavender oil is probably the most well-known essential oil for pain relief and relaxation. It 

has anti-inflammatory, anti-microbial and sedative properties. It helps to relieve muscle 

tension and spasms, joint pain and headache. 

Peppermint oil is good for muscle and joint pain, headache and nerve pain. 

Rosemary oil has analgesic and antispasmodic properties. It is good for relieving back 

pain, muscle and joint pain and headaches. 

 Sandalwood oil relieves muscle spasms. One of sandalwood’s uses is to sedate the 

nervous system, so it helps to reduce nerve pain. 

*Essential oils can be harmful if not mixed correctly – please seek the advice of a trained 

professional before mixing your own. 

 

 



30 

Anyone who suffers with chronic pain is likely all too familiar 

with the need to have coping mechanisms. They can help us 

push through our worst days, and without them many of us 

would be lost about what to do and how to help ourselves. A 

lot of times there is nothing we can do to get rid of our pain all 

together, but many things can help us push through and put 

us at ease. 

15 ways to cope when chronic pain takes over.   

Not all of these will work for everyone, given that everybody’s situation is a little different, 

but chances are you can find a few things that may give you a positive outlook next time 

you’re pushing through a pain flare and are at a loss. Some of these coping mechanisms 

are directly related to pain itself, while others are related to situations you face when living a 

life of chronic pain. 

1. Create a “bad pain day” playlist full of motivating, soothing songs that you can connect to 

and will help you relax on those especially bad pain days. 

2. Exercise! Despite how hard it can be to get up and moving, exercise can help you keep 

functioning, and over time can hopefully lower your pain level. Not to mention the feeling 

that comes from working out is refreshing, to say the least! 

3. Start a journal or blog. Getting your feelings out on paper or on the Internet can help the 

negative energy leave your body and make you feel a bit refreshed and help clear your 

mind. 

4. Pick up the phone and call a fellow sufferer and have a vent session over call or text. 

Having somebody to talk to who can relate may help you feel less alone. 

5. If you don’t have anybody who knows what you’re going through, go online and find a 

support group and vent there. Support groups are filled with people who are going through 

exactly what you are and will be there for you with open arms. 

6. Rest! This one I can’t stress enough. We are so used to pushing through and fighting, but 

sometimes rest is exactly what we need. We don’t have superpowers and our bodies need 

rest to be able to keep going. Listen to your body. Sometimes a relaxing day in bed is ex-

actly what you need! 

7. Have some “thinking time” and reflect back to a time when you felt equally helpless and 

remind yourself that you made it through that time and you can do it again, just for a little 

motivation. 

 

15 Tips for Coping With Chronic Pain  
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8. Stop comparing your life to others! This is going to make you beat yourself up and leave 

you in a state of depression. Instead, tell yourself that your life is different and you are 

strong enough to live it. Also, sometimes the friendly reminder that everything happens for a 

reason might put you at peace.  

9. Don’t be afraid to Cry! What, I’m telling you to cry? Yes, if you are holding in tears you are 

just contributing to a storm building up in you. Crying is not a sign of weakness. Think of it 

as a sign of strength. You are allowing yourself to release what has been building up inside 

you so you can have a fresh start. 

10. Communicate! Communication can be key since a lack of communication more often 

than not leads to added stress, which might ultimately make your pain worse. Whether you 

must communicate to your employer, teachers, doctors, family, friends, etc., say what you 

need to. After all, they only know what you tell them and sometimes we think people are 

mind readers, when in reality they have their own lives to focus on. Once a situation is 

brought to their attention, you may be surprised by how kind they are about it and how well 

they handle it. 

11. Get out of the house! I know a lot of times when our pain is bad we may prefer to sit in 

and grieve. Getting out and getting some fresh air, no matter how bad you feel, sometimes 

helps get your mind off things and serves as a distraction. 

12. Speaking of distractions, they are key in coping with chronic pain! Find a hobby you can 

do and enjoy doing. There are so many different hobbies, so don’t be nervous to try some-

thing new; after all, it could be the thing that clears your mind for an hour or so. 

13. Delete any source of negative energy from your life. Negative energy means stress and 

stress is no good for anybody. Do what you need to do to pinpoint causes of negative ener-

gy and do whatever it takes to get rid of it. After all, your priority should be helping yourself. 

14. You’re an inspiration! Sometimes this reminder is what helps us push through. Be open 

about your chronic pain to people. Chances are you will leave them inspired, and knowing 

you are inspiring even just one person can put a smile on your face and motivate you to 

keep fighting. 

15. Take care of yourself. Days are hectic and many of us have close friends and family we 

want to make happy and do things for. It is so easy to forget to do what is best for ourselves. 

Remember that your health always should come first. 
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Fantastic Member Offer 
Helping You, Helping Us 

Flare Magazine & Awareness Group (FMAG) is delighted to an-
nounce it’s affiliation with N:rem. 
 
What this means for our members. 
 
By using the code FIBROFLARE (unique to us and our mem-
bers) you will save £30. 
 
What this means for FMAG. 
Each member that purchases a mattress using the above code 
will also raise £30 for our awareness and research funds (at no 
extra cost to the purchaser, the payment will come from N:rem). 
 
Why N:rem? 
 
The N:Rem mattress has been specifically designed for those 
with chronic pain.  The interchangeable foam tablets can be 
adapted to suit your body, something we believe is quite unique.  
Added to that the high level of customer service they offer, the 
many positive customer testimonies are evidence of just how 
good, makes N:Rem something special and the fact they are 
willing to assist fibromyalgia patient groups by giving back 
means we can all benefit. 
 
More details. 
 
To find out more about N:rem, their products, the trial and this 
offer see page 33 
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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


35 

Raising Awareness & Funds 
By Beth Urmston  

This year has seen a much increased level of aware-

ness and fundraising.   

 

On May 12
th
 Facebook was almost turned completely 

purple with all the posts shared.  Not everyone got a re-

action; a like; or a comment but rest assured these 

posts were seen.  Even that helps to raise the profile of 

Fibromyalgia so I do hope that you will not be put off 

posting in future years. 

 

Then there were the 12 ‘Light up the Night’ events.  What a major success that was for a first 

year!  However, the concern is that whilst these events took place and possibly many people 

will have seen the buildings lit up in purple, blue, green, they wouldn’t have known why.  

Next year we hope to increase the number of light up events but we really do need to start 

grabbing the attention of the media if the reason behind these events is to be understood.  

YOU can help us achieve these aims.  We need your support.  Please keep watching 

the support group page, check the magazine and if you want to be more proactive and really 

help us then join us on our Awareness Group.  We really do need YOU.    

 

The sponsored abseil and cycle ride did grab some media attention but then events such as 

the teddy tombola, the country and western style ‘kickback’ etc. gave the opportunity to talk 

to members of the public direct. 

 

Raising awareness is key to gaining acceptance and helping others to understand – even 

just mentioning the name fibromyalgia/ME to a cashier in the supermarket when struggling 

to pack bags will help to raise the profile of these debilitating conditions – never miss an op-

portunity. 

 

More MP’s have been contacted this year, Tina McDonald and Julie Britten are just two of 

our members who have had the opportunity to meet with their local MP’s and get their sup-

port.  Laurence Hillion got the opportunity to meet with the Lord Mayor at the light up event 

as did a group from Warrington.  These face to face meetings are a fantastic opportunity to 

get the support we all need.  We are hoping to build on this in future years but we will need 

YOU to get on board.  If you have ever said ‘people need to be more aware’ it is up to you to 

help us achieve that. 
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Julie Britten 
Following sending letters to MP's last year we have now had visits from both our local Bath 
MP and Fibro ambassador Ben Howlett  (first pic) and BANES MP, Jacob Rees-Mogg. 
Both have been interested in meeting sufferers and have offered to help with raising the 
profile of Fibro and our local support groups. Both have told us to keep lobbying our MP's, 
GP's, Consultants, local press and social media. So watch this space I'm on the path now. 
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Fundraising 

Is Hollie our youngest member helping to raise awareness?   
 
Fundraising this year saw another great increase with pen-
dants, adhesive car stickers and other awareness goods being 
sold via the group page and our on-line shop –  
http://fibro-flare-shop.myshopwired.com/ 

Fundraising is essential – for helping us to raise awareness.  We have some longer term 

projects in planning, but for these to happen we will need funds for materials and equip-

ment.  Printing costs are always going to be high but mailing costs are possibly the larg-

est expense. 

 

Whilst we are very aware of how limited funds are, especially for those dependant on 

benefits and with younger families every donation no matter how small, even once a year 

will help us all.  A jar for spare coppers can still amount to quite a lot – why not start a 

‘fibro fund’ for the New Year. 

http://fibro-flare-shop.myshopwired.com/
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We are very fortunate that we have members and a few non fibro 

members who have been prepared to help in raising awareness 

and funds.  We all owe our heartfelt gratitude to each one of them. 

 

Jo and Shannon Birse - £784.00 

Sam and Ailsa Bancroft - £793.13 

Phil and Sarah Blackburn – Awaiting final total 

Beth Urmston - £322 

Sally Sugden - £50 

 

And all those who have made direct donations to either our awareness our research 

funds. 

 

We are ALL in this TOGETHER. 
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Bristol Fibromyalgia ME/CFS (FM.E) United Support Group 
Local Support Line 0844 887 2475 Mobile 0706 393 7383 Email bristolfmeunited@gmail.com  

Bristol Fibromyalgia M.E/CFS Awareness 2016 
 
September is ‘Invisible Disabilities Awareness Month.  In response to this Bristol FM.E Support Group was 
offered a fantastic opportunity to create an awareness window dressing display.             
 
In order to create the display, opportunities were opened up for group members to be creative in promot-
ing the issues around our long-term condition/s.Children and young people as well as adults also partici-
pated in the creativity of the displays.   Later in the month we were invited to take part in an event happing 
in the city mainly aimed at older adults. 
 
In support of this once again group members were  offered the opportunity to be creative in highlighting 
our Fibromyalgia ME/CFS. 
 
It’s been an awesomely busy month & even though there are consequential flare ups due to taking part 
within September’s Invisible disabilities month. It’s been fantastic spreading knowledge & understanding 
around FM.E and the invisible symptoms & our invisible selves when we have to retreat from society and 
our local communities because of our long term condition/s.  

 

 

 
 

  

mailto:bristolfmeunited@gmail.com
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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 annu-
al 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. 
 
Check out the stores beginning with the Letter E on page 79 
 

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

research is being done or will be done at The Younger Lab. Dr. Younger answered about 

30 questions.  

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

that in the video description, we have the list of 

questions covered and the time of where in the 

video he answers them. You might also want to 

see a video with Dr. Younger's summary of the 

state of the science on ME/CFS treatments (an 

abbreviated version of the CDC PCOCA presen-

tation that featured him). 

 

We'll let you know when the next Q&A session is. 

The response has been tremendous. We have 

about 80 questions yet to be answered. We ex-

pect the next broadcast will be on treatments. 

 

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

‘favourites’.   

 

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

https://youtu.be/iOgEET68utU
https://youtu.be/na2leIWZmLY
https://youtu.be/na2leIWZmLY
https://www.youtube.com/watch?v=HfFleMxOBBA&app=desktop
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Vitamins & Supplements Search 
Source: http://www.webmd.com/vitamins-supplements/ 
 
Considering taking a vitamin or supplement to treat Fibromyalgia? Below is a list of com-
mon natural remedies used to treat or reduce the symptoms of Fibromyalgia? Follow the 
links to read common uses, side effects, dosage details and read user reviews for the 
drugs listed below. 
 
Your search for Fibromyalgia returned 18 matches. 

 

Be safe … check for side effects and ensure you take correct dosages.  If in doubt ask a 

pharmacist or your doctor. 

TREATMENT NAME EFFECTIVENESS  USER REVIEWS 

5-HTP   341 User Reviews 

ALPHA HYDROXY ACIDS   13 User Reviews 

ASCORBIGEN   2 User Reviews 

BROCCOLI   5 User Reviews 

CAPSICUM   36 User Reviews 

   

CHLORELLA   85 User Reviews 

COENZYME Q-10   170 User Reviews 

CREATINE   37 User Reviews 

DHEA   166 User Reviews 

GAMMA-HYDROXYBUTYRATE 
(GHB) 

  12 User Reviews 

GINKGO   58 User Reviews 

GINSENG, PANAX   27 User Reviews 

MAGNESIUM   258 User Reviews 

MELATONIN   393 User Reviews 

RIBOSE   105 User Reviews 

SAMe   217 User Reviews 

SOY   44 User Reviews 

http://www.webmd.com/vitamins-supplements/
http://www.webmd.com/help/treatments-Effectiveness-Levels
http://www.webmd.com/vitamins-supplements/ingredientmono-794-5-HTP.aspx?activeIngredientId=794&activeIngredientName=5-HTP&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-794-5-HTP.aspx?drugid=794&drugname=5-HTP
http://www.webmd.com/vitamins-supplements/ingredientmono-977-ALPHA+HYDROXY+ACIDS.aspx?activeIngredientId=977&activeIngredientName=ALPHA+HYDROXY+ACIDS&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-977-ALPHA+HYDROXY+ACIDS.aspx?drugid=977&drugname=ALPHA+HYDROXY+ACIDS
http://www.webmd.com/vitamins-supplements/ingredientmono-1168-ASCORBIGEN.aspx?activeIngredientId=1168&activeIngredientName=ASCORBIGEN&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-1168-ASCORBIGEN.aspx?drugid=1168&drugname=ASCORBIGEN
http://www.webmd.com/vitamins-supplements/ingredientmono-1151-BROCCOLI.aspx?activeIngredientId=1151&activeIngredientName=BROCCOLI&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-1151-BROCCOLI.aspx?drugid=1151&drugname=BROCCOLI
http://www.webmd.com/vitamins-supplements/ingredientmono-945-CAPSICUM.aspx?activeIngredientId=945&activeIngredientName=CAPSICUM&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-945-CAPSICUM.aspx?drugid=945&drugname=CAPSICUM
http://www.webmd.com/vitamins-supplements/ingredientmono-907-CHLORELLA.aspx?activeIngredientId=907&activeIngredientName=CHLORELLA&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-907-CHLORELLA.aspx?drugid=907&drugname=CHLORELLA
http://www.webmd.com/vitamins-supplements/ingredientmono-938-COENZYME+Q-10.aspx?activeIngredientId=938&activeIngredientName=COENZYME+Q-10&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-938-COENZYME+Q-10.aspx?drugid=938&drugname=COENZYME+Q-10
http://www.webmd.com/vitamins-supplements/ingredientmono-873-CREATINE.aspx?activeIngredientId=873&activeIngredientName=CREATINE&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-873-CREATINE.aspx?drugid=873&drugname=CREATINE
http://www.webmd.com/vitamins-supplements/ingredientmono-331-DHEA.aspx?activeIngredientId=331&activeIngredientName=DHEA&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-331-DHEA.aspx?drugid=331&drugname=DHEA
http://www.webmd.com/vitamins-supplements/ingredientmono-950-GAMMA-HYDROXYBUTYRATE+GHB.aspx?activeIngredientId=950&activeIngredientName=GAMMA-HYDROXYBUTYRATE+(GHB)&source=0
http://www.webmd.com/vitamins-supplements/ingredientmono-950-GAMMA-HYDROXYBUTYRATE+GHB.aspx?activeIngredientId=950&activeIngredientName=GAMMA-HYDROXYBUTYRATE+(GHB)&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-950-GAMMA-HYDROXYBUTYRATE+GHB.aspx?drugid=950&drugname=GAMMA-HYDROXYBUTYRATE+(GHB)
http://www.webmd.com/vitamins-supplements/ingredientmono-333-GINKGO.aspx?activeIngredientId=333&activeIngredientName=GINKGO&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-333-GINKGO.aspx?drugid=333&drugname=GINKGO
http://www.webmd.com/vitamins-supplements/ingredientmono-1000-GINSENG%2c+PANAX.aspx?activeIngredientId=1000&activeIngredientName=GINSENG%2c+PANAX&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-1000-GINSENG%2c+PANAX.aspx?drugid=1000&drugname=GINSENG%2c+PANAX
http://www.webmd.com/vitamins-supplements/ingredientmono-998-MAGNESIUM.aspx?activeIngredientId=998&activeIngredientName=MAGNESIUM&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-998-MAGNESIUM.aspx?drugid=998&drugname=MAGNESIUM
http://www.webmd.com/vitamins-supplements/ingredientmono-940-MELATONIN.aspx?activeIngredientId=940&activeIngredientName=MELATONIN&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-940-MELATONIN.aspx?drugid=940&drugname=MELATONIN
http://www.webmd.com/vitamins-supplements/ingredientmono-827-RIBOSE.aspx?activeIngredientId=827&activeIngredientName=RIBOSE&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-827-RIBOSE.aspx?drugid=827&drugname=RIBOSE
http://www.webmd.com/vitamins-supplements/ingredientmono-786-SAMe.aspx?activeIngredientId=786&activeIngredientName=SAMe&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-786-SAMe.aspx?drugid=786&drugname=SAMe
http://www.webmd.com/vitamins-supplements/ingredientmono-975-SOY.aspx?activeIngredientId=975&activeIngredientName=SOY&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-975-SOY.aspx?drugid=975&drugname=SOY


43 

CFS/ME 
Considering taking a vitamin or supplement to treat CFS? 
Below is a list of common natural remedies used to treat or 
reduce the symptoms of CFS. Follow the links to read com-
mon uses, side effects, dosage details and read user re-
views for the drugs listed below. 
 

 

 

 
Be safe … check for side effects and ensure you take correct dosages.  If in doubt ask a pharmacist 

or your doctor. 

TREATMENT NAME 
EFFECTIVENESS  USER REVIEWS 

ASTRAGALUS   39 User Reviews 

BLUE-GREEN ALGAE   32 User Reviews 

COCOA   9 User Reviews 

DHEA   166 User Reviews 

EVENING PRIMROSE OIL   99 User Reviews 

FISH OIL   195 User Reviews 

FOLIC ACID   98 User Reviews 

L-CARNITINE   54 User Reviews 

LIVER EXTRACT   9 User Reviews 

MAGNESIUM   258 User Reviews 

MELATONIN   393 User Reviews 

NADH   37 User Reviews 

PROPIONYL-L-CARNITINE   10 User Reviews 

RIBOSE   105 User Reviews 

TRANSFER FACTOR   12 User Reviews 

http://www.webmd.com/help/treatments-Effectiveness-Levels
http://www.webmd.com/vitamins-supplements/ingredientmono-963-ASTRAGALUS.aspx?activeIngredientId=963&activeIngredientName=ASTRAGALUS&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-963-ASTRAGALUS.aspx?drugid=963&drugname=ASTRAGALUS
http://www.webmd.com/vitamins-supplements/ingredientmono-923-BLUE-GREEN+ALGAE.aspx?activeIngredientId=923&activeIngredientName=BLUE-GREEN+ALGAE&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-923-BLUE-GREEN+ALGAE.aspx?drugid=923&drugname=BLUE-GREEN+ALGAE
http://www.webmd.com/vitamins-supplements/ingredientmono-812-COCOA.aspx?activeIngredientId=812&activeIngredientName=COCOA&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-812-COCOA.aspx?drugid=812&drugname=COCOA
http://www.webmd.com/vitamins-supplements/ingredientmono-331-DHEA.aspx?activeIngredientId=331&activeIngredientName=DHEA&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-331-DHEA.aspx?drugid=331&drugname=DHEA
http://www.webmd.com/vitamins-supplements/ingredientmono-1006-EVENING+PRIMROSE+OIL.aspx?activeIngredientId=1006&activeIngredientName=EVENING+PRIMROSE+OIL&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-1006-EVENING+PRIMROSE+OIL.aspx?drugid=1006&drugname=EVENING+PRIMROSE+OIL
http://www.webmd.com/vitamins-supplements/ingredientmono-993-FISH+OIL.aspx?activeIngredientId=993&activeIngredientName=FISH+OIL&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-993-FISH+OIL.aspx?drugid=993&drugname=FISH+OIL
http://www.webmd.com/vitamins-supplements/ingredientmono-1017-FOLIC+ACID.aspx?activeIngredientId=1017&activeIngredientName=FOLIC+ACID&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-1017-FOLIC+ACID.aspx?drugid=1017&drugname=FOLIC+ACID
http://www.webmd.com/vitamins-supplements/ingredientmono-1026-L-CARNITINE.aspx?activeIngredientId=1026&activeIngredientName=L-CARNITINE&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-1026-L-CARNITINE.aspx?drugid=1026&drugname=L-CARNITINE
http://www.webmd.com/vitamins-supplements/ingredientmono-1010-LIVER+EXTRACT.aspx?activeIngredientId=1010&activeIngredientName=LIVER+EXTRACT&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-1010-LIVER+EXTRACT.aspx?drugid=1010&drugname=LIVER+EXTRACT
http://www.webmd.com/vitamins-supplements/ingredientmono-998-MAGNESIUM.aspx?activeIngredientId=998&activeIngredientName=MAGNESIUM&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-998-MAGNESIUM.aspx?drugid=998&drugname=MAGNESIUM
http://www.webmd.com/vitamins-supplements/ingredientmono-940-MELATONIN.aspx?activeIngredientId=940&activeIngredientName=MELATONIN&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-940-MELATONIN.aspx?drugid=940&drugname=MELATONIN
http://www.webmd.com/vitamins-supplements/ingredientmono-1016-NADH.aspx?activeIngredientId=1016&activeIngredientName=NADH&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-1016-NADH.aspx?drugid=1016&drugname=NADH
http://www.webmd.com/vitamins-supplements/ingredientmono-803-PROPIONYL-L-CARNITINE.aspx?activeIngredientId=803&activeIngredientName=PROPIONYL-L-CARNITINE&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-803-PROPIONYL-L-CARNITINE.aspx?drugid=803&drugname=PROPIONYL-L-CARNITINE
http://www.webmd.com/vitamins-supplements/ingredientmono-827-RIBOSE.aspx?activeIngredientId=827&activeIngredientName=RIBOSE&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-827-RIBOSE.aspx?drugid=827&drugname=RIBOSE
http://www.webmd.com/vitamins-supplements/ingredientmono-1011-TRANSFER+FACTOR.aspx?activeIngredientId=1011&activeIngredientName=TRANSFER+FACTOR&source=0
http://www.webmd.com/vitamins-supplements/ingredientreview-1011-TRANSFER+FACTOR.aspx?drugid=1011&drugname=TRANSFER+FACTOR


Chronic fatigue syndrome could be the 
body trying to hibernate 

August 30, 2016 – The Times 

 
 
Tom Whipple, Science Editor 
 

An estimated 250,000 people have CFS in Britain. The disease, which is difficult to diag-
nose, causes people to suffer from persistent exhaustion 
 
Chronic fatigue syndrome may be caused by the body mistakenly going into a semi-
hibernation state, a study has suggested. 
 
An estimated 250,000 people have CFS, also known as ME, in Britain. The mysterious dis-
ease, which is difficult to diagnose, causes people to suffer from persistent exhaustion and 
can strike with no obvious cause. Theories about the cause have ranged from a bacterial or 
viral infection to psychiatric issues, and there are few effective treatments. 
 
A previous major study suggesting the best treatments involved 
cognitive behaviour therapy or exercise angered those suffering 
from ME, with many saying that it trivialised their disease and ig-
nored possible biological causes. 
 
Now US scientists have found a chemical signature of the disease in the blood of sufferers. 
They claim that it is similar to a state found in nematode worms called dauer. In this state, 
the metabolism adjusts to a difficult environment by slowing down — enabling existence, 
but not much more.  
 
Writing in the journal Proceedings of the National Academy of Sciences, the researchers 
said that dauer “permits survival and persistence under conditions of environmental stress, 
but at the cost of severely curtailed function and quality of life”. For many ME sufferers this 
is an apt description of their condition. 
 
All animals have ways of responding to changes in environmental conditions that threaten 
survival 
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For their study, scientists screened the blood plasma of 85 people for metabolites. These 
are by-products of the chemical reactions in cells, including the breakdown of molecules to 
release energy. More than half of those screened had been told they had ME. 
 
The aim of the study was to come up with a simple way to diagnose ME. At present, there 
is no blood test, so doctors have to judge if a patient’s lifestyle and behaviour fit the criteria. 
However, as well as finding 20 markers that were indicative of the disease, Robert Naviaux, 
from the University of California, San Diego, found that these matched markers that would 
be expected in invertebrates in the dauer state. 
 
This suggested that the condition could be a misfiring response to the environment, with 
the body mistakenly entering a state designed for survival in harsh conditions. Under this 
theory, just as allergies are overactive immune responses, ME could be an overactive re-
sponse of the metabolic system. 
 
“All animals have ways of responding to changes in environmental conditions that threaten 
survival,” Professor Naviaux said. “Historical changes in the seasonal availability of calo-
ries, microbial pathogens, water stress and other environmental stresses have ensured that 
we all have inherited hundreds to thousands of genes that our ancestors used to survive all 
of these conditions.” 
 
Other scientists welcomed the research, but cautioned that it was too early to say what was 
going on. Andrew McIntosh, from the University of Edinburgh, said: “It is difficult to know 
whether the changes reported are a cause or an effect of CFS.” 
 

Disease worsened by stigma 
 
A complex disease biologically, ME is equally fraught politically (Tom Whipple writes). For 
many sufferers this latest study is more than just an insight into a disease — it adds weight 
to their battle against another piece of research that was published in 2011. 
The Pace trial, run by UK researchers, remains one of the most comprehensive investiga-
tions into treatment for ME. It concluded that cognitive behavioural therapy and exercise 
could treat it. 
 
Some sufferers took this as implying that 
their condition was all in the mind. They 
questioned the methodology and amid bit-
ter arguments have sought to gain access 
to the full data. Academics involved in the 
trial said they had received abuse just for 
doing their jobs. 
Now, after a legal battle, Alem Matthees, 
who has ME, has succeeded in forcing 
Queen Mary, University of London to re-
lease data from the trial. He said: “There is 
a growing chorus of academics . . . speak-
ing out about the methodological problems 
with the Pace trial, yet for many years pa-
tients were left to speak out alone.” 
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Pace Trial Update 
Dear Friends, 
 
The decision by the U.S. government’s Agency for Health Research Quality (AHRQ) to 
downgrade its recommendation on the usefulness of Cognitive Behavioural Therapy (CBT) 
and Graded Exercise Therapy (GET) in ME/CFS is a significant and consequential devel-
opment. It is virtually unprecedented for AHRQ to change a recommendation.  Coming in 
the form of an Addendum to the published 2014 AHRQ ME/CFS Evidence Review after a 
methodical reanalysis of CBT/GET ME/CFS literature, this development was triggered by 
unrelenting requests from the patient community. 

 
AHRQ is the federal agency entrusted with evaluating the 
quality of research in the United States. 
 
AHRQ worked with investigators to reanalyse data, filtering 
out the inherent selection bias favourable toward CBT/GET 
(namely, the Oxford case definition), examining instead, and 
separately, published papers with more disease-appropriate 

selection criteria (i.e., those using definitions relevant to ME/CFS). There was also a re-
assessment of the limited number of CBT studies, this time not in conjunction with other 
forms of therapies (e.g., counselling) so that the effect of CBT would be evaluated on its 
own merit. 
 
Following this more appropriate analysis, no benefit at all for GET (or insufficient evi-
dence of effectiveness, as it was described by AHRQ) was found on measurable out-
comes like function, fatigue, quality of life, employment, and overall symptom im-
provement. CBT was also found to be inefficient or barely significant when not in 
conjunction with other forms of therapies. Insightful pieces have been written on this 
topic by Jenny Spotila and Mary Dimmock and Cort Johnson with more details. Here, we 
briefly highlight this development as the first official lowering of the “credit rating” of CBT/
GET in ME/CFS by a federal agency. 
While this process is highly nuanced—and more needs to be done by AHRQ—what is 
noteworthy is that this decision establishes a precedent. The precedent for rectifying misin-
formation should not be underestimated in a climate of increased pressure toward the 
standardization of policies on common data elements for clinical evaluation and other 
forms of cooperation across government agencies. As such, it is unthinkable that such a 
precedent from the federal authority that sets the standards on health research quality may 
go unnoticed, especially among agencies that—like AHRQ—are unified under the over-
sight of the Department of Health and Human Services. We have seen an increase in inter- 
(and intra-) agency coordination on ME/CFS. This AHRQ Amendment is now part of the 
historical record that must incentivize other government officials to examine, revise, qualify, 
or purge any information inconsistent with current, up-to-date information, or that is not 
supported by real, vetted data. 
 
 

http://www.ncbi.nlm.nih.gov/books/NBK379582/
http://occupyme.net/2016/08/16/ahrq-evidence-review-changes-its-conclusions/
http://www.healthrising.org/blog/2016/08/18/federal-report-says-almost-no-evidence-cbtget-work-chronic-fatigue-syndrome-mecfs/
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In addition to being the federal agency entrusted with evaluating the quality of research in 
the United States, AHRQ also belongs to the group of agencies that commissioned the In-
stitute of Medicine (IOM) report on ME/CFS, released in February 2015. As such, the con-
clusions rendered here should be taken as part of a continuum central to the issues of re-
fining clinical diagnosis criteria for the disease and disseminating medical information—
both topics clearly emphasized in the IOM report. 
 
Additionally, the August 16 decision by the United Kingdom’s First-tier Tribunal ordering the 
release of the PACE trial data and last week’s approval by Queen Mary University of Lon-
don to release this information—after considerable resistance—are all positive indicators 
that the domino effect of accountability is now in motion. 

 
Undoubtedly, these new developments 
are all important steps toward refining 
the narrative about ME/CFS. It is un-
derstandably very challenging for pub-
lic health officials to dismiss peer-
reviewed publications without cause, 
and this type of targeted refutation of 
questionable decision data helps in 
that regard. It also signals to research-
ers that a re-analysis of data could be 
forthcoming anytime, and therefore 
great attention must be placed on 
study design and inclusion criteria. 
 
In retrospect, this whole exercise with 
AHRQ (and PACE) underscores the 
old adage “garbage in, garbage out.” 
Lumping together studies with funda-
mentally different inputs, poor designs, 
or incorrect premises is like comparing 
apples and oranges. The distinction 
being that this is not a display of 

healthy fruit but rather poisonous “junk science” that has confounded the peer-reviewed 
literature on ME/CFS for decades, contributing to the stigmatization of this disease. 
 
Yours, 
Zaher Nahle, PhD, MPA 
Vice President for Research and Scientific Programs 
Solve ME/CFS Initiative 
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At Long Last, PACE Trial Data Released 
 In 2011, results were pub-
lished for a five-year study 
conducted to determine what 
therapies, if any, are effective 
in treating ME. The PACE trial 
concluded that graded exer-
cise therapy (GET) and cogni-

tive behavioural therapy (CBT) were effective treatments. Almost immediately, ME patients 
were concerned about the validity of the study methodology and requested additional infor-
mation. A multi-year legal battle ensued, involving prominent UK institutions. Patients were 
concerned not only that the study protocols were not sound, but that the results could be 
harmful to patients. 
 
Finally, this month, Queen Mary University of London (QMUL) surrendered to last month’s 
order by a First-Tier Tribunal to release critical data from the PACE trial. This news comes 
just three days after the publication of an open letter from top scientists and researchers, 
including SMCI’s own Dr. Zaher Nahle, urging QMUL not to appeal the First-Tier Tribunal’s 
decision. 
 
Before QMUL’s release of the data to patient Alem Matthees, who had been fighting for the 
right to this data since 2014, PACE trial authors again published the main results of their 
study—this time using their original, protocol-specified methods. In this new version, PACE 
trial results were diminished by two-thirds; and it is expected that study results will look 
even worse after they are subjected to independent review. 
 
The release of this data now allows independent researchers to draw independent conclu-
sions, as is appropriate in rigorous science. This is a significant victory for patients. 

 
http://solvecfs.org/september-zaher-letter/ 
 
 

http://www.virology.ws/2016/09/06/open-letter-to-queen-mary-university-london-about-pace/
http://solvecfs.org/september-zaher-letter/
http://solvecfs.org/wp-content/uploads/2016/09/queen-mary.png
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Living with Fibromyalgia 
By Christine Lynn Baker 

To live with chronic pain, is one of the worst feelings. Bone crushing pain EVERYWHERE! 
We pray for moments, minutes even, of relief. Other times we pray for death that never 
comes. Wearing a mask every day, because it's easier than the truth. You CAN’T under-
stand even if I told you. 
 
Little things, that YOU take for granted. Taking a shower, going to the store, washing dish-
es, making dinner, etc., etc., etc. Standing there being confused because of brain fog, get-
ting laughed at. Weight gain because of your medication, "are you sure you're not preg-
nant?”  
 
Useless advice, meaning well – “drink more water; maybe you should eat more.” Tons of 
medications, making you look like a junkie, because you don't look sick. “Maybe you 
should exercise more.” 
 
 Well, maybe you should learn about my disease. There is NO cure. How would you feel if 
you were told THAT? Knowing every day for the rest of your life you are going to be in ex-
cruciating pain. Being told you have to keep faith. Faith in what? God? I bang my fists into 
the ground, asking him why, and cursing his name, because there is no faith left. You think 
of killing yourself, oh but I have to remember, people love me. The very people that love 
me don't and can't understand what I am going through.  
 
I want to lie in bed all day, when it's real bad, but I can't. 
Because life doesn't stop because you're sick. It contin-
ues every day. Chores, responsibility, children. So we 
muscle through it. We lay in bed every night, desperate-
ly trying to get to sleep, praying for a few precious 
hours, of rest and peace. Before our nightmare contin-
ues in the morning, knowing, you’re never going to get 
better only worse because there is no cure. This, my 
family and friends is my life. The life of thousands of 
people. Make yourselves aware of our illness, other-
wise, don't offer advice. 
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Action for M.E 
I received an e-mail request from Action for ME which I have copied below.  You may not 

have, or know anyone with M.E but if you have read the on-going articles regarding the 

PACE trials you will be aware how damaging that can be to many … they have chosen to 

target the most vulnerable of our society …. The children.  I am all for therapies that help 

but this frightens me …. the proof is already out there as to how damaging this protocol 

can be.  Action for ME is right to be concerned, their role is to help those with ME, and we 

can help them by signing this petition.  Please do it for ME.   

Dear B, 

 

I am writing to you because I am concerned about MAGENTA, a UK trial of graded exer-

cise therapy in children ages 8-17. 

 

Hundreds of adult patients have reported harm — some becoming housebound or 

bedbound, indefinitely — from graded exercise therapy (GET). Many prominent scientists 

and journalists argue that there is no correlation between participation in GET and recov-

ery. 

 

What concerns me most is that parents and carers enrolling their children in the trial are 

not being adequately notified of the potential for harm. They are being told: "We are not 

aware of side effects. Studies in adults have also not shown that there are any side ef-

fects." 

Please help us fight to stop clinical trials of GET for ME/CFS patients by signing  this pe-

tition. We want to speak in one loud, unified voice. We want to use our numbers to de-

mand the attention of the British government and the attention of media and health au-

thorities around the world. 

Thank you for your support! 

 

LA 

http://meaction.us2.list-manage.com/track/click?u=908f2aeffeb0c0cea673894bf&id=707611c78a&e=4d443241be
http://meaction.us2.list-manage.com/track/click?u=908f2aeffeb0c0cea673894bf&id=707611c78a&e=4d443241be
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Image: Simon McGrath 

The new results show that only 21% of pa-
tients were classed as “improvers” in the 
graded exercise therapy group, compared 
to the 61% claimed in the Lancet paper us-
ing an analysis developed after the trial was 
under way. 10% of patients in the group that 
received no therapy were “improvers”, indi-
cating that, even with the subjective 
measures used, only one patient in ten re-
ported improvement from the addition of 
graded exercise therapy. Results for the 
CBT group were similar to those for the 
graded exercise group. 
 
These re-interpreted results were released 
without fanfare on QMUL’s own website. 
Despite the dramatic fall in improvement 
rates, the study authors said that the out-
comes were “very similar to those reported 
in the main PACE results paper” and sup-
ported their Lancet conclusion that CBT and 
graded exercise, added to standard medical 
care, “moderately improve” outcomes for 
CFS patients. 
 
But journalist and public-health expert Dr. 
David Tuller, of the University of California, 
Berkeley, who has criticized the trial in de-

tail, said, “Let’s be clear. These findings are 
really much worse than those presented in 
published, ‘peer-reviewed’ papers. If these 
were the best findings for $8 million, then 
PACE really will not survive legitimate scru-
tiny.” 
But now, with the original, raw data going to 
Alem Matthees, a more independent review 
is sure to follow. 
Over the past several months, following the 
first of Dr. Tuller’s critical articles, patients 
and scientists have joined together all over 
the world to put pressure on QMUL to re-
lease the data. A petition led by #MEAction 
with over 12,000 signatures was featured in 
the Wall Street Journal, and was presented 
at the tribunal as evidence of the level 
of public interest in data release; and 24 
ME/CFS organisations in 14 countries, rep-
resenting tens of thousands of patients, 
wrote open letters to the university.  L.A. 
Cooper, head of #MEAction Network UK 
said, “Our thanks go out to Alem Matthees, 
who worked incredibly hard to achieve the 
release of the PACE data at what was al-
most certainly enormous physical 
cost.  Thank you, Alem!” 

http://www.wolfson.qmul.ac.uk/images/pdfs/pace/PACE_published_protocol_based_analysis_final_8th_Sept_2016.pdf
http://www.meaction.net/2016/03/08/meaction-delivers-lancet-pace-petition-makes-wall-street-journal/
http://www.meaction.net/2016/03/08/meaction-delivers-lancet-pace-petition-makes-wall-street-journal/
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Gluten Free Christmas Treats  
BBC Good Food 

Ingredients 
4 slices prosciutto 
750g medium sprouts, trimmed and outer leaves removed 
50g butter  
finely grated zest ¼ lemon  

Method 
1. Heat a large frying pan and cook the prosciutto in batches, laying the slices flat in the 

pan until brown and crispy. Remove from the pan and set aside. 
2. Steam or boil the sprouts for 7-8 mins until just tender, drain and return to the pan 

with the butter, lemon zest and some seasoning. Turn the sprouts until well coated, 
then tip into a serving bowl, tear over the crispy prosciutto and season with freshly 
ground black pepper 

BBC Good Food 

Ingredients   
300g pack fresh or frozen cranberries 
juice 1 orange 
50g light muscovado sugar 
100g orange shred marmalade 

Method 
Tip the cranberries into a medium pan over a low heat with the orange juice, sugar and 
marmalade, and stir until the sugar and marmalade melt and the mixture starts to bubble.  
Cook for 3-5 mins, depending on whether the cranberries are fresh or frozen, as the frozen 
ones will soften more quickly. They need to be tender but still hold their shape, so try to   
quash one to see if it is soft enough. The sauce will thicken as it cools, but this 
has a  looser texture than shop-bought. Will keep for 1 week in the fridge. 

http://www.bbcgoodfood.com/glossary/lemon
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BBC Good Food  

 

Ingredients  
125g unsalted butter, chilled and diced 
200g gluten-free flour (we used Doves Farm), 
plus a little extra for rolling 
1 tbsp icing sugar 
grated zest 1 orange 
200g gluten-free mincemeat (we used Sains-
bury's luxury mincemeat) 
 

For the crumble topping 
25g ground almond 
25g flaked almond 
pinch ground cinnamon 
25g unsalted butter, melted 
25g soft light brown sugar 

 

Method 
To make the pastry, rub the butter into the flour until the mixture resembles fine  
breadcrumbs. Add the icing sugar and orange zest. Spoon in 4 tbsp water, mixing with a  
knife until the dough starts to come together. Knead lightly, flatten into a disc, wrap in cling 
 film and chill for at least 30 mins. 
 
Heat oven to 180C/fan 160C/gas 4. On a lightly floured work surface, roll the pastry out to  
a 2-3mm thickness. Using a 9-10cm fluted cutter, stamp out discs from the pastry. Re-roll  
any trimmings and stamp out more discs until the pastry is used up. Line two 8-hole muffin  
tins with the pastry discs, then fill each pastry shell with 1 heaped tsp mincemeat and  
spread out to smooth. Can be frozen, uncooked, in trays for up to 1 month. 
 
Combine the crumble ingredients in a small bowl, then sprinkle a little over the top of each  
mince pie. Bake on the middle shelf of the oven for about 20 mins until the pastry is  
cooked and golden brown. Cool in the tins for 5 mins, then serve with brandy butter or  
crème fraîche. 
 



School Tips for Students with                      
Fibromyalgia & Chronic Fatigue            

Syndrome 
by Adrienne Dellwood 

1 Don't Give Up. Adjust 

Going to school can be a big challenge when you 

have fibromyalgia or chronic fatigue syndrome. The mental and 

physical demands can make it seem impossible at times. 

However, being sick doesn't mean you or your child have to 

stop working toward your dreams. It may make you slow down and make some adjust-

ments, though. The information here may help keep things moving forward. 
  

2 Communicating With Instructors 

It's important to let instructors know that you or your child may need special accommoda-

tions and may miss classes more frequently than other students. They may be willing to 

provide lecture outlines or other aids if they know there's a disability that can make learn-

ing difficult. 

 

If an instructor is unwilling to accommodate special needs, talk to a superior. You should 

be able to get reasonable accommodation based on disability. However, keep in mind that 

you may need to produce medical records to prove limitations. 
 

3 Limiting Course Load 

In college, you have a lot of control over how heavy a course load you take. Try to keep it 

realistic and manageable for you, and keep in mind that you may need to drop a class or 

two along the way. (If you're getting scholarships or financial aid, make sure you know how 

many credits you need to maintain.) 

It's harder to adjust your course load in high school (or earlier), but your school or district 

may offer options that could help children with disabilities. Be sure to check on what is 

available to you. 
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https://www.verywell.com/adrienne-dellwo-fibromyalgia-and-chronic-fatigue-expert-715510
https://www.verywell.com/what-is-fibromyalgia-716143
https://www.verywell.com/what-is-chronic-fatigue-syndrome-716113
https://www.verywell.com/fibromyalgia-and-chronic-fatigue-4014724
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4 Easing Physical Challenges 

A heavy book bag is not your friend when 

you have fibromyalgia or chronic fatigue 

syndrome! A wheeled bag can be a lot easi-

er on you than a backpack or over-the-

shoulder bag. 

 

For K-12 students, it might be possible to 

get a second set of books from the school 

so one can be left at home instead of carried 

back and forth. 

Especially for English and literature classes, 

you may be able to get electronic books. 

Classics are often available for free. 

You might want to consider recording clas-

ses, for a couple of reasons: 

It can keep your hands and arms from get-

ting overworked. 

You can listen later to help ovecome  cogni-

tive dysfunction (brain fog) 

If the campus is large, see if you can sched-

ule classes close together or arrange for 

some kind of transportation. 

 
5 Think about a Tutor 

A private tutor may help you or your child 

overcome any learning challenges as well 

as catch up after missing classes. 

Look into whether your school provides free 

tutoring services. If not, you may need to 

hire a private tutor. Local college students 

may be willing to help out for a relatively low 

cost. 
 

6 Look into Alternatives 

It may be that a traditional school environ-

ment isn't right for you or your child. If that's 

the case, you may have several alternatives 

to explore. 

For K-12 education, home schooling, a 

GED, charter schools or private schools 

may suit your needs better. It's also possible 

to get a high school diploma online. Your 

school counsellors may be able to help 

guide you toward the best option for you. 

 

For college students, some schools offer 

flexible schedules that may better accom-

modate an illness. You may also want to 

check into distance learning through a col-

lege or university, as well as online colleges. 
 

7 Be Realistic 

While it's best to stay optimistic about get-

ting through school, you want to keep a real-

istic outlook so setbacks aren't emotionally 

devastating. Expect that it could take longer 

to reach your goals and that you'll have 

some struggles along the way. 

If you or your student has trouble setting re-

alistic goals or dealing with setbacks, you 

may want to consider a mental health coun-

sellor to help with these hurdles. 

Here's help: Setting Goals. 

 
8 Work toward Better Health  

The best thing we can do for ourselves is 

safeguard our health and work to improve it. 

These resources may help keep you or your 

child functional through school: 
Overcoming Obstacles to Sleep 
 
Dealing With Stress 
 
Diet & Symptom Management 
 
Exercising the RIGHT Way  

Fibromyalgia Treatment Options 

Chronic Fatigue Syndrome Treatment Op-
tions 

Cheap & Easy Home Remedies 

https://www.verywell.com/brain-fibro-fog-causes-symptoms-possible-treatment-716014
https://www.verywell.com/brain-fibro-fog-causes-symptoms-possible-treatment-716014
https://www.verywell.com/how-to-sleep-better-with-fibromyalgia-and-cfs-715724
https://www.verywell.com/dealing-with-stress-716033
https://www.verywell.com/chronic-fatigue-syndrome-fibromyalgia-diet-715718
https://www.verywell.com/exercise-for-fibromyalgia-chronic-fatigue-syndrome-716045
https://www.verywell.com/fibromyalgia-pain-relief-716035
https://www.verywell.com/chronic-fatigue-syndrome-treatment-716057
https://www.verywell.com/chronic-fatigue-syndrome-treatment-716057
https://www.verywell.com/cheap-easy-remedies-fibromyalgia-chronic-fatigue-716077
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Genetics & Family Issues 
By Adrienne Dellwood 

Does FMS run in your family? Does that 
make you worry about your kids? See what 

we know about how this illness relates to our 
genes. 

 
After that, we'll look at FMS and ME/CFS in 

kids, parenting while sick, and helping sick 
kids deal with school. At the end, I've includ-

ed an article for the people close to you 
about how to live alongside someone with 

these conditions. 
 

Take care of yourself! 

 

Question: 

Is Fibromyalgia Hereditary? 

"Several people in my family have 

had fibromyalgia and now I'm showing a lot 

of the symptoms. That makes me really wor-

ried about my kids—have I doomed them to 

this? Is fibromyalgia hereditary?" 

 
Answer: 

This is a common concern. It's scary to think 

that we may have, unwittingly, passed a 

chronic, debilitating illness along to our chil-

dren. While they may have an elevated risk, 

though, they are absolutely not guaranteed 

to develop fibromyalgia. 

Here's a look at why: 

Based on research, the current belief is that 

fibromyalgia is not hereditary in the classical 

sense, where a mutation of a single gene is 

responsible for a given trait. That's called 

monogenic, and it controls things like blue 

eye colour; however, evidence does suggest 

that your genes can predispose you to fi-

bromyalgia, but in a complex way involving 

many genes, which is called polygenic. 

What's the Difference? 

In a classical, monogenic, hereditary condi-

tion, the specific genes you get from your 

parents are the primary determining factor in 

whether you'll get a disease. For example, in 

cystic fibrosis, the child of parents who are 

both disease carriers has a 25% chance of 

developing cystic fibrosis. They either get the 

right genetic mutation or they don't. If they 

do get the mutation, they get the disease. 

With polygenic predisposition, it's not as sim-

ple because your genes only mean that a 

particular illness is possible under the right 

conditions. 

That means there's an elevated risk, but not 

a certainty. Typically, other factors must 

come into play to actually trigger the illness. 

In fibromyalgia, these other factors may in-

clude: 

 other sources of chronic pain 

 autoimmune disease 

 sleep disorders 

 chronic stress 

 infectious illness 

 abnormal brain chemistry 

 

Some experts hypothesize that environmen-

tal things such as food sensitivities or expo-

sure to toxins could also play a role. 

That means your child may have inherited 

a genetic predisposition for fibromyalgia, but 

that still doesn't mean he or she will end up 

with it. It would take an additional set of cir-

cumstances to take them down that path. 

http://link.about.com/click/7637476.5374/aHR0cDovL2Nocm9uaWNmYXRpZ3VlLmFib3V0LmNvbS9iaW8vQWRyaWVubmUtRGVsbHdvLTMwMTI4Lmh0bT91dG1fY29udGVudD0yMDE2MDkxNiZ1dG1fbWVkaXVtPWVtYWlsJnV0bV9zb3VyY2U9ZXhwX25sJnV0bV9jYW1wYWlnbj1saXN0X2Nocm9uaWNmYXRpZ3Vl/5436447008e80c2e5
https://www.verywell.com/what-is-fibromyalgia-716143
https://www.verywell.com/genetic-predisposition-in-fibromyalgia-and-mecfs-716102
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Genetic Links in Fibromyalgia 

Researchers began looking into a possible genetic component of fibromyalgia long ago 

because it does tend to run in families, in what are called "clusters." Much of the work has 

involved identical twins. The body of research has been growing since the 1980s. 

 

What we've learned is that about half of the risk is determined by genetics and half is de-

termined by other factors like those listed above. 

Research confirms the high rate of occurrence in families and suggests that low pain 

threshold (the point at which sensation becomes painful) is common in relatives of people 

with fibromyalgia. 

 

We're really just beginning to get a picture of the specific genetic factors associated with 

fibromyalgia. 

So far, we have multiple studies suggesting connections with numerous genes, but many 

of these studies have not been replicated. 

Genetic abnormalities that have been suggested by preliminary studies include genes that 

deal with neurotransmitters (chemical messengers in the brain) that 

have been implicated in fibromyalgia, includ-

ing serotonin, norepinephrine, dopamine, GABA and glutamate. Others are involved in 

general brain function, fighting viral infection, and brain receptors that deal with opioids 

(narcotic pain killers) and cannabinoids (such as marijuana.) 

As we learn more about these genetic associations, researchers may identify which of 

them contributes to the risk of developing fibromyalgia as well as whether any can be used 

to diagnose or treat the condition. 
 
What Does That Mean for Your Child? 

It's scary to think that your child has an elevated risk of ending up with fibromyalgia. The 

key thing to remember is that nothing is certain. 

So far, we don't know what might help reduce the risk, but one study does suggest that the 

twin with the higher emotional intelligence was less likely to become sick. Your emotional 

intelligence is your ability: 

 to be aware of and in control of your emotions 

 to express how you feel 

 to deal with relationships fairly and empathically 

Encouraging these skills in your child may help. Stress is also a cause for concern, so try 

to teach your child positive coping mechanisms. If your child seems to be struggling with 

any of these things, you may want to seek a professional counsellor who can assist him or 

her. 

 

Because pre-existing chronic pain is a risk factor for fibromyalgia, you may want to be es-

pecially aware of how injuries are healing and whether your child has migraines or 

"growing pains." Your paediatrician should be able to recommend treatments. 

 

https://www.verywell.com/pain-threshold-715947
https://www.verywell.com/pain-threshold-715947
https://www.verywell.com/serotonin-in-fibromyalgia-chronic-fatigue-syndrome-716052
https://www.verywell.com/norepinephrine-in-fibromyalgia-and-mecfs-716050
https://www.verywell.com/dopamine-in-fibromyalgia-chronic-fatigue-syndrome-716044
https://www.verywell.com/gaba-glutamate-fibromyalgia-chronic-fatigue-716010
https://www.verywell.com/narcotics-for-pain-715946
https://www.verywell.com/narcotics-for-pain-715946
https://www.verywell.com/medical-marijuana-for-fibromyalgia-716062
https://www.verywell.com/dealing-with-stress-716033
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We don't have evidence that a healthy diet and general physical fitness specifically lower 

your child's risk of developing fibromyalgia, but they're always a good idea. 

If you're concerned about anything having to do with your child's health, be sure to bring it 

up with your paediatrician. 

 

And remember that you have not "doomed" your child to anything. In fact, your early aware-

ness may well be what steers them in the other direction. 

 

Sources: 

Adrienne Delwood – Verywell.com 

Arnold LM, et. al. Arthritis and rheumatism. 2004 Mar;50(3):944-52. Family study of fibromyalgia. 

Becker RM, et. al. Revista brasileira de reumatologia. 2010 Dec;50(6):617-24. Association between environmental quality, 

stress and APOE gene variation in fibromyalgia susceptibility determination. 

Burri A, Lachance G, Williams F. Twin research and human genetics. 2015 Apr;18(2):188-97. A discordant monozygotic-wtin 

approach to potential risk factors for chronic widespread pain in females. 

Finan PH, et. al. Pain. 2011 Feb;152(2):300-7. Epub 2010 Dec 3. COMT moderates the relation of daily amadaptive coping 

and pain in fibromyalgia. 

Matsuda JB, et. al. Revista brasileira de reumatologia. 2010 Apr;50(2):141-9. Serotonin receptor (5-HT 2A) and catechol-O-

methyltransferase (COMT) gene polymorphisms: triggers of fibromyalgia? 

Reeser JC, et. al. PM & R: the journal of injury, function, and rehabilitation. 2011 Mar;3(3):193-7. Apolipoprotein e4 geno-

type incrases the risk of being diabnosed with posttraumatic fibromyalgia. 

Smith SB, et. al. Arthritis and rheumatism. 2011 Sep 8. doi: 10.1002/art.33338. Large candidate gene association study re-

veals genetic risk factors and therapeutic targets for fibromyalgia. 

Xiao Y, He W, Russell IJ. Journal of rheumatology. 2011 Jun;38(6):1095-103. Genetic polymorphisms of the beta2-

adrenergic receptor relate to guanosine protein-coupled stimulator receptor dysfunction in fibromyalgia syndrome. 

http://www.ncbi.nlm.nih.gov/pubmed/15022338
http://www.ncbi.nlm.nih.gov/pubmed/21243303
http://www.ncbi.nlm.nih.gov/pubmed/21243303
http://www.ncbi.nlm.nih.gov/pubmed/25728807
http://www.ncbi.nlm.nih.gov/pubmed/25728807
http://www.ncbi.nlm.nih.gov/pubmed/21130573
http://www.ncbi.nlm.nih.gov/pubmed/21130573
http://www.ncbi.nlm.nih.gov/pubmed/21125150
http://www.ncbi.nlm.nih.gov/pubmed/21125150
http://www.ncbi.nlm.nih.gov/pubmed/21402364
http://www.ncbi.nlm.nih.gov/pubmed/21402364
http://www.ncbi.nlm.nih.gov/pubmed/21905019
http://www.ncbi.nlm.nih.gov/pubmed/21905019
http://www.ncbi.nlm.nih.gov/pubmed/21406495
http://www.ncbi.nlm.nih.gov/pubmed/21406495
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Felt Christmas Tree Decorations 
A special “Thank you” to my niece Katie for helping me out by making these when I broke 

a bone in my hand.  

You will need:  

Different colours of felt 

Sewing cotton and a needle 

Stuffing 

Buttons 

Ribbon 

 

1 Choose shapes/templates and use a pencil or fabric 

marker pen to draw out/trace the chosen shapes. 

 

 

 

 

 

 

2 Cut out the shape. If choosing a shape to stuff, cut out 

two exactly the same 

 

 

 

 

 

 

For stuffed shapes: -  

3 Place the two sides together, then either sew or glue up leaving approx. 1inch hole to 

stuff the shape afterwards.  

4 Stuff  Shape and sew/glue the remainder.  
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5 Decorate as required – 

6 Sew/Glue ribbon loop into place. 

 

For single shapes:  

Decorate as required  

 

Sew/glue ribbon loop into place. 
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                GOING  

BANANA`S  
  

  

  

  

Why don`t angry witches ride their 

brooms?  

They`re afraid of flying off the handle!  

 

  

What do you get when you cross 

Bambi with a Ghost?  

Bamboo!                

                      

Where do mummies go for a swim?  

The Dead Sea!  
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Living with one chronic illness has its own chal-
lenges and difficulties. Many people, me includ-
ed, have more than one illness. In my case, I 
have three: fibromyalgia, major depressive dis-
order and panic disorder. I do my best to man-
age all of them with medication and therapy. It’s 
not easy, but once in a while I’ll have what I call 
a “tolerable day.” There are some things that I’d 
like people to keep in mind and try to under-
stand about living with chronic illnesses. 

 
1. One illness frequently affects another. For example, if I have a panic attack, I will 
most likely be in a lot of pain later or the next day. Anxiety or severe stress are triggers for 
fibromyalgia. Or, if I’m in a fibro flare-up, it can cause my depression to come to the fore-
front. Being in chronic pain can certainly make a person depressed. It’s a vicious cycle. 
 
2. The chronically ill live a different way of life. Management and planning are crucial. 
When I have to go somewhere, I have to think it through very carefully to stay away from 
triggers. If I go to the store, I have to go at a time when it’s not busy (usually a weekday 
morning) and make sure it’s a familiar place close to home. I must make a list to bring with 
me so that is my only focus. Going early also means getting a close parking space so I don’t 
have to walk far. If I’m invited to an event, I need to think it through before I commit. Who is 
going to be there? Will it be loud? Will it be crowded? How long will it last? Will I be uncom-
fortable? We go through a lot to avoid triggers. 
 
3. Small tasks are a big deal. There are days when I can’t get out of bed due to severe 
pain. Some days it’s because I’m very depressed. Or anxious. Or all three. Self-care is diffi-
cult with the combination of mental and physical illness. Taking a shower is physically drain-
ing. (It is literally my least favourite thing to do). Choosing an outfit, doing hair/makeup is 
hard with depression and low self-esteem. Oh, and cleaning and cooking? Let’s just say they 
don’t happen as often as they should. 
 
4. It’s not easy to talk about having a mental and physical illness, especially when 
they’re both in the “invisible illness” category. It can be hard to find the right words to 
describe mental and physical pain, and all too often, people say the wrong things that make 
us feel even worse. Some mean well: “You look good!” (Ugh), some think they’re know-it-
all’s: “My aunt takes x, y and z and she feels great” (*eye roll*), and others are purposely de-
meaning: “It’s all in your head.” Some phrases that won’t make us feel worse: “It’s great to 
see you!” “Call me anytime,” “Thinking of you,” “We’ll do whatever makes you feel the most 
comfortable.” Giving advice, trying to relate (when you don’t have our illness), and being 
downright rude doesn’t work well for those who are chronically ill. Please be kind! 

Living With Both a Physical  
And Mental Illness 

By Kristin Sciarappa 

https://themighty.com/category/disease/fibromyalgia/
https://themighty.com/category/mental-illness/major-depressive-disorder/
https://themighty.com/category/mental-illness/panic-disorder/
https://themighty.com/category/disorder/chronic-pain/
https://themighty.com/author/kristin-sciarappa/
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5. When plans are cancelled, it’s necessary. I know it can be frustrating and disappoint-
ing, but it is for us too. Try to put yourself in our shoes for a moment. Say you just had a 
panic attack at the grocery store, and your plan for later on was to go to a concert with 
thousands of people — do you think that would be a good idea? No. It’d be terrible to push 
your already-anxious self to go to an event that will do nothing but send your anxiety level 
through the roof and trigger another panic attack. How about if you woke up in such se-
vere, throbbing pain that you could hardly walk, and you were supposed to meet up with 
friends for lunch later on? Pretty sure you’d want to rest and reschedule the lunch. Please 
remember that we can’t help how we feel and we’re not purposely trying to inconvenience 
anyone. We have to take it one day at a time. 
 
6. Maintaining relationships is one of the most difficult things for people with any 
chronic illness. This is kind of a continuance of my previous point. Support is so im-
portant for us and a crucial part of treatment, especially with mental illness. Unfortunately 
there are people in our lives who slowly drift away. Some people are completely ignorant 
and think we’re not actually sick. Some don’t even try to understand our illnesses. Others 
are just the “out of sight, out of mind” type. Personally, I’ve learned that my support system 
is much smaller than I thought. All I can say is, if you truly care for someone who has a 
chronic illness of any kind, it doesn’t take much to “be there.” A phone call or text message 
once in a while to say “Hi, thinking of you” means a lot. 
Source:  The Mighty  

Adapted by Beth Urmston 
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Famous Faces 
Celebrity warriors who battle:                

Type 2 diabe-

tes. 

Sir Steve 

Redgrave – 

Olympian.  

                

On 23
rd

 March 1962 in Marlow, Buckingham-

shire, Steven Geoffrey Redgrave was born.  

Battling Dyslexia which started during his 

school days, Steve went on to become one of 

Britain’s greatest Olympians. He is the most 

successful male rower in Olympic history.    

In five consecutive Olympic Games from 1984 

– 2000, Steve won gold medals. The Los An-

geles Games in 1984, he won gold in the 

coxed four, Followed by another gold medal in 

1988 at the Seoul Games in the coxless pair. 

He also won bronze in the Seoul games for 

coxed pair.  Next was Barcelona in 1992 

where he won gold again for coxless pair, 

then the 1996 Atlanta games gold for coxless 

pair. His final gold medal was won at the Syd-

ney Games in 2000. During this time he also 

won 9 gold medals, 2 silver and 1 bronze 

competing in the world championships and 3 

gold medals competing in the common wealth 

games. 

Steve was ranked number 36 in a poll of 100 

Greatest Britons run by the BBC and in 2011 

he received the BBC Sports Personality of the 

Year- Lifetime Achievement Award.  In the 

New Year’s Honours he was appointed a 

Knight Bachelor “for services to rowing” which 

he received from on 1 May 2001 at Bucking-

ham Palace.  

During this time as well as winning all of these 

medals (and more) he suffered illness.  In 

1992 ulcerative colitis, and was diagnosed 

with type 2 Diabetes mellitus in 1997.   

So what is Diabetes Mellitus type 2? 

Diabetes is a lifelong condition that causes a 

person`s blood sugar level to become too 

high. Produced by the pancreas, the hormone 

insulin is responsible for controlling the 

amount of glucose in the blood. There are 2 

main types of diabetes.  In type 2 – the pan-

creas doesn’t produce enough insulin or the 

body`s cells don`t react to insulin.  Symptoms 

occur because the lack of insulin means glu-

cose stays in the blood and isn`t used for fuel 

for energy.  Your body then tries to reduce 

blood glucose levels by getting rid of the ex-

cess glucose in your urine.  

Typical symptoms are – feeling very thirsty, 

passing urine more often than usual, particu-

larly at night, feeling very tired and unex-

plained weight loss or loss of muscle bulk. Pa-

tients may also find that cuts or wounds heal 

slowly, itching can occur around the penis or 

vagina.  You may also have blurred vision 

which is caused by the lens of the eye becom-

ing dry.  These signs and symptoms are not 

always obvious and are often diagnosed dur-

ing routine check-ups.  

It is very important for diabetes to be diag-

nosed as soon as possible as it will get 

progressively worse if left untreated. Dia-

betes can cause serious long-term health 

problems.  So please make an appoint-

ment to see your GP if you have these 

symptoms.  

Medication is usually used to control type 2 

diabetes. It is often associated with obesity. It 

is far more common than type 1.    

By Elyse Runacre 



Christmas Recipes  
BBC Good Food 

Turkey Gravy 
 

Ingredients 
2 tbsp plain flour 
700ml turkey stock 
2 tbsp marsala (optional) 

Method 
Spoon all but about 4 tbsp turkey fat from the roasting tin, leaving  
behind as much of the turkey juices as possible. Set the tin over a  
low heat on the hob and stir the flour into the juices to make a  
paste. 
 
Gradually add the turkey stock to the pan, scraping up any bits stuck to the bottom 
of the tin. Once all the stock has been added, keep stirring until the gravy comes to 
the boil, then add the Marsala, if using. Reduce the heat and simmer gently for 5 
mins or until thickened to your liking 

Golden Crispy Potatoes 
Ingredients 
2½ kg Maris Piper potatoes 
1 tsp turmeric 
2 tbsp plain flour 
1 tbsp polenta 
large pinch of paprika (not hot or smoked) 
8 tbsp sunflower oil 
8 tbsp duck or goose fat 
sea salt flakes, for sprinkling 

 
Method 
Heat oven to 200C/180C fan/gas 6. Peel the potatoes and cut into large chunks or, if 
they are small enough, keep them whole. Place in a pan of salted water, add most of 
the turmeric, stir and bring to the boil. Turn down the heat and simmer the potatoes 
for 6 mins until the sides are fluffy. Drain well and leave to cool slightly. Mix the 
flour, polenta, paprika and remaining turmeric together in a large bowl, then toss 
through the potatoes until evenly coated in the flour mix. 
 
Put the oil and fat in a large roasting tin – you want a layer of fat about 5mm deep, 
and put in the oven for 10 mins until shimmering hot. Carefully tip the potatoes into 
the hot fat and use a fish slice to turn them until evenly coated. Place in the oven 
and leave for 40 mins. Remove, turn the potatoes and return to the oven for 
another 20 mins until golden.  
Serve sprinkled with the salt. 65 
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Christmas Ham 

Ingredients 
1 whole unsmoked leg of gammon (about 
4½ kg-5kg), on the bone 
150ml apple juice 
2 cinnamon sticks 
2 star anise, plus 8-12 to serve (optional) 
10 whole peppercorns 

6 cloves 
4 bay leaves 
pared zest 1 orange 
5 small apples 
edible gold spray, to decorate (optional) 
bay leaves, to decorate (optional) 
pared orange zest, to decorate (optional) 

For the glaze 
250ml maple syrup 
50ml apple juice 
1 tsp ground cinnamon 
1 tsp ground ginger 
½ tsp ground cloves 
2 tbsp wholegrain mustard 

Method 
If your gammon needs to be soaked to draw out some of the salt (ask your butcher),  place 
in a clean bucket or a preserving pan and cover with cold water. Chill overnight, or for up to 
3 days. 
 
Heat oven to 160C/140C fan/gas 3. If the ham has been soaking, drain it well and place in a 
large, deep-sided roasting tin. Pour in the apple juice and top up with 400ml water. Add the  
spices, bay leaves and orange zest. Cover the ham tightly with a few large sheets of foil, 
scrunching it around the edges of the tin so no steam can escape, then bake for 5 hrs. 
Meanwhile, mix together the ingredients for the glaze in a saucepan, then bubble until  
reduced to a sticky glaze. Score the apples around their equator with a small, sharp knife. 
   
Remove the ham from the oven and increase the temperature to 200C/180C fan/gas 6.  
 
Carefully transfer the ham to a board – the easiest way to do this is to leave it to cool for 10 
mins, then pop on clean washing- up gloves to lift it. Pour away the cooking liquid and  
discard the aromatics. Use a small, sharp knife to cut and peel away the rind, leaving a thin 
layer of fat attached to the meat. Line your roasting tin with a few sheets of foil and place 
the ham in the middle, fat-side up. Use a sharp knife to lightly score the fat in a criss-cross 
pattern. Return the ham to the oven and bake for 30 mins until the fat starts to crisp and 
caramelise.  
   
If the glaze has become a little thick, splash in a drop of water to loosen it, then brush all 
over the ham. Place the whole apples in the tin too, and return to the oven for another 20-30 
mins, basting he ham every now and then, until dark and sticky all over. 
 
Before serving, mash the whole apples (discard the stalks, skin and pips) with a little of the 
Sticky sauce from the roasting tin. We decorated our ham with star anise,  sprayed with  
edible gold spray, and arranged bay leaves and orange peel around the board. Serve warm 
slices of the ham with the apple sauce, or cold in sandwiches. 
 
Will keep for up to 1 week in the fridge, or slice and store in the freezer for up to 2 months. 
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Festive Red Cabbage 
 
Ingredients 
1 tbsp vegetable oil 
2 large onions, finely chopped 
1 star anise 
1 cinnamon stick 
150ml red wine 
1 red cabbage (about 900g/2lb), shredded 
2 tbsp dark brown soft sugar 
2 Bramley apples, peeled and chopped 
 

Method 
Heat the oil in a large flameproof casserole dish, add the onions  and cook on a 
medium heat for 8-10 mins, then add the star anise and cinnamon stick. 
 
Pour in the wine and let it simmer until slightly reduced. Add the  cabbage, sugar 
and apples, and stir well. Season well, cover and simmer on a low heat for 3 hrs  
stirring every now and again. 
 
Once the cabbage is tender, check the seasoning. Serve in a bowl with the star anise 
and cinnamon stick on top. Can be made 1-2 days in advance or frozen for up to 4 
months – simply reheat on the hob before serving. 

Chocolate Orange Cheesecake 
Ingredients 
200g dark chocolate digestive biscuits, roughly bro-
ken 
75g butter, melted, plus extra for greasing 
 
For the filling 
4 large eggs 
2 large egg yolk 
2 x 280g tubs full-fat cream cheese 
150ml tub double cream 
140g golden caster sugar 
finely grated zest 1½ oranges 
4 tbsp orange liqueur, such as Cointreau 
 
For the topping 
50g orange milk chocolate, grated 
50g almond milk chocolate, grated 
 

Method on next page 
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Method 
Lightly grease and line a 20cm springform cake tin. To make the base, put the biscuits and 
butter in a food processor, pulse into fine crumbs, then tip into the tin. Spread evenly over 
the base and press down firmly with the back of a spoon. Put the tin in the freezer and  
leave to set for 30 mins. 
 
Put a large piece of foil (extra-wide foil if possible) on the work surface, or criss-cross two  
pieces of small foil. Place the cake tin in the centre of the foil and bring up the sides to  
create a foil bowl around the cheesecake. Place in a medium-sized roasting tin. 
 
Heat oven to 180C/160C fan/gas 4. To make the filling, put the eggs and egg yolks in a 
food proccesor and blitz until well combined. Add the cheese, cream, sugar, orange zest 
and orange liqueur to the food processor and pulse until only just combined. Pour the 
cheesecake filling gently onto the chilled base. 
 
Add enough just-boiled water to the roasting tin to rise roughly 2cm up the sides. Carefully  
place the roasting tin in the centre of the oven and bake for about 1 hr 15 mins.  The  
cheesecake is ready when it is very lightly browned and only just set. 
 
Take out of the oven and sprinkle with the grated chocolate. Leave to cool in the  water 
bath for 15 mins. Lift the cake tin from the water and leave to cool for a further 1 hr. Cover  
with cling film and chill the cheesecake overnight before serving. 
 
To serve, run a round-bladed knife around the cheesecake and carefully release it from  
the tin. Using a palette knife, slide the cheesecake onto a flat serving plate or  cake stand  
and cut into wedges to serve. 

Roast turkey with pecan, sausage & chestnut stuffing & 
roast shallots  

Ingredients 
5-5½ kg/11-12lb turkey 
1 lemon 
4 shallot, halved 
sprig each sage and , plus extra for serving 
25g softened butter, plus 1 tbsp for the glaze 
2 medium onion, each cut into 6 thick wedges 
 
 
Continues on next page 
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For the stuffing  
50g pecan 
2 tbsp olive oil 
25g butter 
3 shallot, chopped 
2 garlic clove, finely chopped 
140g cooked chestnut, finely chopped 
450g good-quality pork sausage 
140g fresh white breadcrumb 
2 tbsp chopped parsley 
2 tsp chopped thyme leaf 
2 tsp finely chopped sage 
1 egg, beaten 
 

For the glaze 
2 tbsp clear honey 
2 tsp grainy mustard 
¼ tsp soy sauce 
 
For the shallots 
12 shallot, halved lengthways, or left whole  
if small 
1 tbsp olive or rapeseed oil 
thyme and sage sprigs 
 
For the gravy 
1 heaped tbsp plain flour 
1.2l turkey or chicken stock 

Method 
 
Heat oven to 180C/160C fan/gas 4. Rinse the turkey inside and out, then pat dry with  
kitchen paper. Weigh it to calculate the cooking time, allowing 40 mins per kg for the first  
4kg, then 45 mins for each 1kg over that weight. Finely grate 1 tsp zest from the lemon  
and set aside for the stuffing. Cut the lemon into 4-6 wedges and tuck into the turkey  
cavity with the shallots and herb sprigs. Rub the turkey all over with the butter, then sea 
son with salt and pepper. Put the onion wedges in the middle of a large roasting tin and sit  
the turkey on top. Cover with a loose tent of foil, then roast following your calculated time. 
 
Make the stuffing. Chop just over half the pecans and reserve the remaining. Line the  
base of a baking tray or sheet (big enough to take 16 stuffing balls) with baking parch 
ment. Heat the oil and butter in a frying pan, tip in the shallots and garlic, and fry for a few  
mins until softened. Stir in the chestnuts and chopped pecans, then tip into a large bowl  
and cool. Squeeze the sausages from their casings and add to the bowl with the nut  
mixture. Add the remaining stuffing ingredients, including the  reserved lemon zest, and  
season with salt and pepper. Shape the stuffing mixture into 16 balls. Break the remaining  
pecans into big pieces and press a piece into top of each ball. Arrange balls on the pre 
pared tray, cover with buttered baking parchment and chill until ready to cook. Can be  
made 1 day ahead and chilled. 
 
Make the glaze. Mix the honey, mustard, remaining 1 tbsp butter and soy sauce in a small  
bowl and set aside. Thirty mins before the end of the cooking time, remove  the turkey and  
increase oven to 200C/180C fan/gas 6. Remove the foil, then return the bird to the oven  
for a further 10 mins. Remove again, brush the turkey with the glaze, then roast for  
another 20 mins until golden. If you are roasting potatoes, put them in now. To test if the  
turkey is cooked, pierce the fattest part of the thigh with a skewer – the juices should run  
clear, not pink. If they are pink, continue to roast, checking at 10 min intervals. 
 
Remove the turkey from the oven, transfer to a warm serving platter and rest  covered  
loosely with foil so it doesn’t stick to the glaze, for up to 1 hr before carving.  
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Meanwhile, cook the stuffing balls and shallots. Increase oven to 220C/200C fan/gas  
 
Bake stuffing balls in the oven for 25-30 mins, removing the paper for the last 5 mins if  
they need browning. 
 
Make the shallots. Put the shallots in a small roasting tin, toss in the oil, scatter over a few  
thyme and sage sprigs, and season with salt and pepper. Roast for 25-30 mins, turning  
half way, until shallots are nicely caramelised. 
   
Make the gravy. Pour off any excess fat from the roasting tin but leave the juices and on 
ions. Sprinkle in the flour, set tin over a medium heat and cook, stirring for a couple of  
mins to cook the flour, scraping up any sticky bits from the bottom of the tin. Gradually  
pour in the stock, along with any resting juices from the turkey, and continue to stir until  
slightly thickened. Simmer gently for about 10-15 mins or untilreduced to your liking.  
 
Season with salt and pepper if needed. Strain gravy into a pan, warm through, pour into a  
jug and serve with the turkey. Serve the turkey surrounded with stuffing balls, roasted  
shallots, and thyme and sage sprigs. 
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Dear Diary 
By Beth Urmston 

Just thought you may like an insight into a week of my life. This may 

help you to come to know me better, as a person.  I am and have 

been really struggling health wise for the past 3 months – not all fi-

bro, but it has caused a flare up.  This past week has seen a very 

slight improvement and so I have started to get things done.  Actu-

ally I realised how much needed to be done and with tight deadlines 

I panicked so I’ve pushed through everything and knuckled down. 

Monday 
Usual things – PA/Carer comes in, I have a shower/bath and hair wash.  Eat the prepared 

meal, check meds have been taken and all ok, I sit in a state of collapse whilst PA sorts bed, 

sets up drinks, keeps things generally tidy and sorts dishes, wipes around kitchen and bath-

room and gets any post that needs mailing etc. and then I crash.  When I come round enough 

I fill in the PA timesheet. 

Checked personal and Flare e-mails and responded, then I re-visit periodically throughout the 

day.  Checked through Facebook group to make sure all is still running smoothly – made 

some comments and bumped relevant posts.  

Once the usual daily routine has been done I move on to everything else. 

Telephone the stair lift people as despite them sending me an appointment and me telephon-

ing two weeks ago to explain the situation with that call ending with their assurance an ap-

pointment with more suitable timings would be sent out they then sent another standard ap-

pointment letter.  They have once again cancelled that appointment and will send another let-

ter more in keeping with the timings I have given them … we shall see. 

Looked at and tried to get my head around the awareness accounts. May need a re-visit 

when my head can take in a little more information. 

Copied and mailed off the Incident Report Log I’ve been keeping for the past two weeks with 

regard to the nuisance dogs. 

Sorted orders from online shop – this will be taken over by Beverley Barnett as soon as I get 

the stock to her but I’ve been making pendants and ribbons and bags etc. for the past week 

and still have some bits to get finished all ready to go. 
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E-mailed the employment law people – on-going PA/carer issues.  After receiving their re-

sponse I telephoned the direct payments team to chase up the e-mail sent to them the pre-

vious week but the person who was dealing had gone on leave.  Sent the e-mail again to 

another person.  Then received a call from them asking for exact figures.  I telephoned the 

payroll company and left a message, also sent an e-mail.  Received response from payroll 

with figures which I then e-mailed to direct payments. 

Received and responded to texts from a member going through some real difficulties. 

Facebook chat with some members. 

In between I stop and read for a while or just lay back and simply rest my body and mind, 

occasionally I fall asleep. 

Tuesday 
Usual daily routine. 

Checked PayPal for payments and allocated raffle tickets.  Window cleaner called and be-

cause I was struggling to get up and give him his money he gave me the look that said ‘oh 

you look like you’re struggling’, he started to sympathise but I cut him off and said ‘it’s a bad 

day, its fibromyalgia, it will pass’.  He then said his girlfriend also has FM and we chatted 

about the group, the magazine, the upcoming awareness event and I handed him a flyer, 

leaflet and information card to give to his girlfriend so she could find us.  (Michelle is now a 

member of the group).   

Tried logging on to the Flare bank account to check for raffle ticket payments – for some 

reason I have never managed this straight off, always some issue or other and I always end 

up phoning for assistance.  Finally, after a long hold (yes they even keep business accounts 

on hold) I got through and once again they talked me through but this time I think I may 

have worked out where I keep going wrong. 

Took a call about the nuisance dogs incident report, at least now someone is trying to do 

something about it and the owners have had two warnings.  Been advised to give it a cou-

ple more weeks to see if things settle down.  One neighbour has been yelling at me, but I 

am going to ignore her for now. 

After so much activity and having to really concentrate yesterday I am pretty wiped out to-

day.  I have managed to sit and finish off some pendants and ribbons but that has been the 

total sum of my day, also had a long nap – almost 2 hours but I couldn’t stay awake, my 

eyes just refused to stay open. 

Received a Facebook message from a member of the group re one of her posts, she is not 

happy it has been removed and was starting to get a little abusive – it broke the rules (she 

is now an ex member). 

Two other Facebook messages from members, just general enquiries, nothing nasty. 
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Wednesday 
Usual daily routine. 

Telephoned the direct payments team to chase up the second e-mail and told they will 

need to forward to adult social care team for approval.  They advised me to chase in one 

week. 

Had a phone chat with my son. 

Again, very little energy and struggling to even potter, managed to remember to water the 

plants.  The chilli plant (that cost 49p) is still doing well and I have lots of phosphate/

magnesium fed chemical free chillies.  The tomato plants that have cost over £50 to set up 

have been an abject failure – not even a flower, ah well, I tried.  May be they were never 

going to grow indoors.  Next year’s plan is for cucumber and lettuce that grow indoors. 

Again, not a great deal achieved, still recovering from Monday.  

 

Thursday 
Telephoned adult social care team to enquire if they had received the e-mail from direct 

payments and whether approval would be given (I wasn’t waiting a week).  After being put 

through to 3 different people, none of whom could help and then being asked who it was I 

needed to speak to at which point my tolerance was blown as I said ‘I have no idea, I have 

explained 3 times what I need, how am I supposed to know who actually deals with it.  I 

was then put through to someone who indeed could help but who also informed me they 

had not received the e-mail from direct payments.  I was then asked to send them the e-

mail direct which I did but for some unknown reason the attachment didn’t go through so I 

had to do it again.  I was then informed the manager, who would need to give approval 

wouldn’t be in the office until Friday and was then asked to provide copies of all corre-

spondence relating to the issue.  Went off trawling e-mails and minutes of meetings and 

sent the information to adult social care. 

Telephone has locked up, can’t access anything – googled to see what can be done, then 

spent half an hour trying to get the back off to retrieve the sim and then get the back off an 

old phone so I can insert the sim.  That worked but I don’t have recently added numbers or 

messages!  The broken phone isn’t yet 3 months old, what is it with me and technology of 

late – 3 phones and not one works properly. 

Sent e-mails to the two local radio stations asking for their help in promoting the fundraiser 

event. 

Managed to get the event logged on the local newspaper events page. 



74 

Friday 
Not heard anything from Social Services, will need to chase up on Monday I need to know 

where I stand instead of sitting around in limbo and no end in sight.   

Looks like the two warnings are being ignored by neighbours and their nuisance dogs, an-

other thing that will drag out no doubt. 

Realised I only have 2 weeks left until I have to have everything ready for the magazine …. 

panic.  This cannot go on, I have to find the energy, and I have to get going.  I open the 

template and take a look back at the last issue – there is to be a part 2 of one article.  

Check through all e-mails looking for part 2, can I find it – it’s nowhere to be found.  I can’t 

even remember what part 2 was!  Will anyone notice if it’s not included (they will now)!  Ok, 

leave it for now, just make a list of what you need to cover and start afresh tomorrow. 

Saturday 
Usual daily routine. 

Okay, today is the day, get on with it.  Make a start on the magazine, by the end of the day 

I have 44 pages done – that’s good going, I still haven’t found part 2 of that article though. 

Yay, I am excited, I have booked tickets to see Blood Brothers at the Lowry – one of my all-

time favourites.  And yet, within 5 minutes I’m wondering, will I make it?  Will I be able to sit 

through it all?  Will I manage to not fall asleep?  Keeping everything crossed and hoping for 

the best. 

Have been messaging members on Facebook, general enquiries etc. and also telephoned 

a friend who I have not spoken to for several weeks. 

Have started up the next incident report log … some people just never learn, they have 

had enough opportunities and every time they get a warning they put the effort in for a cou-

ple of days and then it all goes back to normal .  I really would rather be doing something 

more worthwhile with my time instead of keeping logs but those dogs get so out of control it 

causes me to lose concentration, interferes when I’m on the telephone and brings so much 

stress it really does need to be addressed.  Poor dogs, never get taken out or exercised 

properly – it’s no life for them and makes their behaviour understandable..  

Must try and promote the HBOT petition on at least one new 

group each day. 
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Sunday 
Usual daily routine. 

Must put a reminder to contact adult social care on Monday and get an update. 

Also make a ‘To Do List’ for Monday.  With the fundraiser on Friday night, have to make 

sure everything is ready including me! 

Managed to complete an official document that has been sitting waiting for my attention for 

weeks.  Get it e-mailed and wait for the feedback.  Hopefully one step closer to a big goal. 

Continued with the magazine and managed a further 10 pages, feel like I’ve done more to-

day but maybe that’s because I’m struggling and it’s taking longer. 

10pm and I’m really looking forward to bedtime.  Feeling wiped out again.  May need to cut 

back again tomorrow.  A whole week gone and yet I still feel like I’ve achieved so little with 

still so much to get done.  The main focus this week will be on making sure I have every-

thing ready for Friday night and the fundraiser event. 

Keep promoting the HBOT petition and find more articles for the magazine. 

And that pretty much sums up one week in my life, stressful, little achievements and lots of 

rest in between.  Eat your heart out Bridget Jones! 
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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 
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Easyfundraising Stores 

Beginning with E 
Early Learning Centre 
East Midlands Airport Parking 
East Midlands Trains 
Eastex 
Easyfundraising Broadband 
Offers 
Easyfundraising Mobile Offers 
easyJet holidays 
Easylife 
Easyroommate.com 
EasySpace 
eBay 
EBC Brakes Direct 
ebookers.com 
eBooks by Sainsbury’s 
Ebuyer 
Ebuyer Business 
EC 24/7 
ecco 
Ecco Shoes UK 
Ecco UK 
eChemist 
Eco Web Hosting 
Eden 
Eden project 
EDF Energy 
Edinburgh Woollen Mill 
EdPlace 
eDreams UK 
EE 
eflorist 
eGlobal Central 
eHarmony 
Eibmarkt 
El Corte Ingles UK 

Elect Travel Insurance 
Electric Radiators Direct 
Electric Shopping 
Electrical Discount UK 
Electrical Europe 
Elemis 
Eleonora Bonucci 
elinens 
Elizabeth Arden 
Ember Inns 
Emirates 
eMoov 
Endsleigh Insurance 
Endsleigh Travel Insurance 
Energy Helpline 
energybulbs.co.uk 
Engage Mutual Assurance 
Over 50s Life Insurance 
England Rugby Store 
Engraved Gift Ideas 
Enjoy Car Hire 
Enterprise Car  
Envirofone 
Epic Supplements 
Equifax 
Ernest Jones 
Escapade 
ESE Direct 
Essential Travel 
Estee Lauder 
esure Car Insurance 
esure Home Insurance 
ETA Services LTD 
Ethical Superstore 
Etihad Airways 

ETO Jeans 
Etsy 
eUKhost Ltd 
Eurail 
Eureka 
Euro Car Parts 
Eurocamp 
Euroffice 
Eurogrand 
Eurolens 
Europcar 
Evan Evans Tours 
Evans 
Evans Cycles 
eve Sleep 
Evengreener 
Eventim 
Everton Direct 
Everything 5 Pounds 
Everything Tablet 
everything-led.co.uk 
EVO Scooters 
Evolution Slimming 
Exact Tailoring 
Expedia 
Experian Business 
Experian CreditExpert 
Experian My Business Profile 
Expert Verdict 
Explore! 
Explorer Travel Insurance 
Express Chemist 
Express Trainers 
ExtremePie 
 

For a full list of stores see https://www.easyfundraising.org.uk/retailers/ 

https://www.easyfundraising.org.uk/retailer/early-learning-centre/
https://www.easyfundraising.org.uk/retailer/east-midlands-airport-parking/
https://www.easyfundraising.org.uk/retailer/east-midlands-trains/
https://www.easyfundraising.org.uk/retailer/eastex/
https://www.easyfundraising.org.uk/retailer/easyfundraising-broadband-offers/
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https://www.easyfundraising.org.uk/retailer/ebay/
https://www.easyfundraising.org.uk/retailer/ebc-brakes-direct/
https://www.easyfundraising.org.uk/retailer/ebookers.com/
https://www.easyfundraising.org.uk/retailer/ebooks-by-sainsburys/
https://www.easyfundraising.org.uk/retailer/ebuyer/
https://www.easyfundraising.org.uk/retailer/ebuyer-business/
https://www.easyfundraising.org.uk/retailer/ec-247/
https://www.easyfundraising.org.uk/retailer/ecco/
https://www.easyfundraising.org.uk/retailer/ecco-shoes-uk/
https://www.easyfundraising.org.uk/retailer/ecco-uk/
https://www.easyfundraising.org.uk/retailer/echemist/
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https://www.easyfundraising.org.uk/retailer/eden-project/
https://www.easyfundraising.org.uk/retailer/edf-energy/
https://www.easyfundraising.org.uk/retailer/edinburgh-woollen-mill/
https://www.easyfundraising.org.uk/retailer/edplace/
https://www.easyfundraising.org.uk/retailer/edreams-uk/
https://www.easyfundraising.org.uk/retailer/ee-business/
https://www.easyfundraising.org.uk/retailer/eflorist/
https://www.easyfundraising.org.uk/retailer/eglobal-central/
https://www.easyfundraising.org.uk/retailer/eharmony/
https://www.easyfundraising.org.uk/retailer/eibmarkt/
https://www.easyfundraising.org.uk/retailer/el-corte-ingles-uk/
https://www.easyfundraising.org.uk/retailer/elect-travel-insurance/
https://www.easyfundraising.org.uk/retailer/electric-radiators-direct/
https://www.easyfundraising.org.uk/retailer/electric-shopping/
https://www.easyfundraising.org.uk/retailer/electrical-discount-uk/
https://www.easyfundraising.org.uk/retailer/electrical-europe/
https://www.easyfundraising.org.uk/retailer/elemis/
https://www.easyfundraising.org.uk/retailer/eleonora-bonucci/
https://www.easyfundraising.org.uk/retailer/elinens/
https://www.easyfundraising.org.uk/retailer/elizabeth-arden/
https://www.easyfundraising.org.uk/retailer/ember-inns/
https://www.easyfundraising.org.uk/retailer/emirates/
https://www.easyfundraising.org.uk/retailer/emoov/
https://www.easyfundraising.org.uk/retailer/endsleigh-bike-insurance/
https://www.easyfundraising.org.uk/retailer/endsleigh-travel-insurance/
https://www.easyfundraising.org.uk/retailer/energy-helpline/
https://www.easyfundraising.org.uk/retailer/energybulbs.co.uk/
https://www.easyfundraising.org.uk/retailer/engage-mutual-assurance-over-50s-life-insurance/
https://www.easyfundraising.org.uk/retailer/engage-mutual-assurance-over-50s-life-insurance/
https://www.easyfundraising.org.uk/retailer/england-rugby-store/
https://www.easyfundraising.org.uk/retailer/engraved-gift-ideas/
https://www.easyfundraising.org.uk/retailer/enjoy-car-hire/
https://www.easyfundraising.org.uk/retailer/enterprise-car-club/
https://www.easyfundraising.org.uk/retailer/envirofone/
https://www.easyfundraising.org.uk/retailer/epic-supplements/
https://www.easyfundraising.org.uk/retailer/equifax/
https://www.easyfundraising.org.uk/retailer/ernest-jones/
https://www.easyfundraising.org.uk/retailer/escapade/
https://www.easyfundraising.org.uk/retailer/ese-direct/
https://www.easyfundraising.org.uk/retailer/essential-travel/
https://www.easyfundraising.org.uk/retailer/estee-lauder/
https://www.easyfundraising.org.uk/retailer/esure-car-insurance/
https://www.easyfundraising.org.uk/retailer/esure-home-insurance/
https://www.easyfundraising.org.uk/retailer/eta-services-ltd/
https://www.easyfundraising.org.uk/retailer/ethical-superstore/
https://www.easyfundraising.org.uk/retailer/etihad-airways/
https://www.easyfundraising.org.uk/retailer/eto-jeans/
https://www.easyfundraising.org.uk/retailer/etsy/
https://www.easyfundraising.org.uk/retailer/eukhost-ltd/
https://www.easyfundraising.org.uk/retailer/eurail/
https://www.easyfundraising.org.uk/retailer/eureka/
https://www.easyfundraising.org.uk/retailer/euro-car-parts/
https://www.easyfundraising.org.uk/retailer/eurocamp/
https://www.easyfundraising.org.uk/retailer/euroffice/
https://www.easyfundraising.org.uk/retailer/eurogrand/
https://www.easyfundraising.org.uk/retailer/eurolens/
https://www.easyfundraising.org.uk/retailer/europcar/
https://www.easyfundraising.org.uk/retailer/evan-evans-tours/
https://www.easyfundraising.org.uk/retailer/evans/
https://www.easyfundraising.org.uk/retailer/evans-cycles/
https://www.easyfundraising.org.uk/retailer/eve-sleep/
https://www.easyfundraising.org.uk/retailer/evengreener/
https://www.easyfundraising.org.uk/retailer/eventim/
https://www.easyfundraising.org.uk/retailer/everton-direct/
https://www.easyfundraising.org.uk/retailer/everything-5-pounds/
https://www.easyfundraising.org.uk/retailer/everything-tablet/
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https://www.easyfundraising.org.uk/retailer/experian-creditexpert/
https://www.easyfundraising.org.uk/retailer/experian-my-business-profile/
https://www.easyfundraising.org.uk/retailer/expert-verdict/
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https://www.easyfundraising.org.uk/retailer/express-chemist/
https://www.easyfundraising.org.uk/retailer/express-trainers/
https://www.easyfundraising.org.uk/retailer/extremepie/
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Important Notice 
By Beth Urmston 

 
 
We now 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 £4.???? 
 
Our accounts are handled by Ailsa Bancroft, who is Treasurer for the group. 
 
For bank transfers please contact Ailsa or Beth. 
 
When making payments please add your initial and surname (e.g B Urmston) in the refer-
ence. 
 
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. 

 

If you would like more information or help when making payments please contact Ailsa or 

Beth and either one 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 

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

