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Aims of the Magazine 

A  CURE! 

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

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

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

tating condition.  

 

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

offer their own level of support.  

 

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

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

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

 

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

 

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

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

 

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

 

 

 

 

 

 

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

Thank You 
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Message from The Editor 
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That’s Sara-Louise on the left and I  am 

on the right.  Sara-Louise is the quiet 

one – well there’s only room for one 

gobby gal!  :D  

Sara-Louise and I joined forces at the 

inception of the mag, she has been 

there right from the       beginning and 

has always shown herself to be a loyal 

and trustworthy colleague, fully com-

mitted to helping keep the magazine 

going and that is why I had no hesita-

tion in offering her the position of Editor when I was needing to take a break.  

We've been through some fractious times together, but we have always weathered those storms and still come out 

laughing at the end. It's hard to believe we have known each other for more than 4 years and is certainly one posi-

tive side to fibro, Sara-Louise is just one of some amazing   people that I have met because of it.   

Of course, the magazine and support group are not the only things Sara-Louise and I do, we are    also  trustees for 

the charity and spend much of our time raising awareness and fundraising.   

To all those who have given their input over the past 4 years we shall always be grateful for their time.  Health will 

always come first and some have had to go and focus on that whilst some have moved on to other things and we 

are proud that we have been able to offer them the opportunity, helped build their confidence and given them a 

new purpose in life.  

 

This month’s magazine is brought to you courtesy of Sara-Louise    

Williams and Beth Urmston. 

“I have thoroughly enjoyed my time at the 

magazine and thank you for giving me back a 

focus and purpose.” 

Elyse 

Beth x 
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Well,  If someone told me I’d still be making a fantastic, informative magazine after 4 years I’d have 

thought you were mad.   

I didn’t think I was capable of doing something so wonderful, month in and month out.  I’m not say-

ing its easy, because its really not, but with blood, sweat and sometimes tears, we always pull it out 

of the bag.  Doing this magazine has really given me something to focus on, something to grow, from 

nothing, something to be proud of.  I can look at each magazine and think ‘I did that’ and It’s a tre-

mendous feeling.    

Hmm, what did I think when I met Beth….  I thought she was absolutely crazy!  In a good way, but 

crazy all the same.  I instantly connected with her and we became a team to be reckoned with!  It’s 

not always been easy, you know too many cooks and all that, but we’ve always compromised and to 

be honest I can’t imagine doing all of this with anyone else.   

Of course without you, our readers, we wouldn’t have a reason to keep producing the    magazine so 

really our biggest thanks, go not to each other, but to you!   

Thank you for your continued support!  Your stories, articles, ideas, recipes and everything else in be-

tween.    

Here is to the next 4 years!  

 

 

 

 

 

 

 

 

 

 

 

Sara-Louise x 

Message from the editor 



Fibromyalgia 

By Elly Williams 

Elly wrote this for a school project.  She was describing what she sees her mum go through,                

living with fibromyalgia 

Imagine sweating extremely then within a blink of an 

eye, you’re shivering and having to be prepared for un-

predictable circumstances.  

Imagine you look in the mirror and feel confident for 

once then a couple days later bursting in to tears be-

cause you’ve gained weight for no reason.  

How would you feel living a life of independence and 

then waking up one day and having to depend on every-

one?  

Not getting to sleep, lying awake in pain for hours. Even-

tually you drift into a slumber just to have a bad dream 

snap you back to the reality of immense pain.  

Suffering from extreme swelling, black and blue from 

bruising and having to plan everything down to intricate 

detail.  

These are just a few of the many symptoms a person 

with fibromyalgia experiences in day to day life. Not to 

mention the mental strain on that person.  

Fibromyalgia is an incurable illness that effects your 

joints, mental health, your life and causes everything in 

your body to hurt. However, it is majorly misunderstood 

even to medically trained professionals! People with fi-

bro consistently experience disbelief from friends and 

even family of this chronic illness. They get comments 

like ‘It’s all in your head.’, ‘just don’t think about it.’, 

‘have you tried (magic cure)’ and ‘just snap out of it’ to 

name a few. Well the truth is it’s mentally challenging, 

physically painful and emotionally draining, so it’s not 

all in the persons head at all. When you’re consistently 

in pain and it’s taking over your life it’s hard not to think 

about. There is no ‘magic cure’ its untreatable and it 

will only get worse so you can only try and manage the 

pain although it will only mask it. If they could snap out 

of it they would. Here is a list that a fibromyalgia patient 

has written for her doctor of frequent feelings, thoughts 

and symptoms:  

‘I cannot walk very far, I am constantly down, I’ve got no 

motivation to do anything, I have no energy, I get ex-

treme headaches, major rib pain, pain in all my joints 

and I always feel like a burden.’ Living with fibro means 

dependency is sometimes your only option. But be-

cause your down feelings rush to you, you panic you’re 

asking too much. People with fibro appreciate the small 

things we take for granted like hugs, being visited and 

being able to go outside.  

People around them should have a mind-set of ‘What 

can I do to make this person’s life a little easier? I know, 

I’ll bring them a coffee and a piece of cake. That would 

make their day.’ Just know that you might not see it, but 

they can feel it.  

Written by Elly Williams  

Age 15 
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The Apology I Owe My Patients       

with Fibromyalgia 
Amanda Shelley (The Mighty) 

I have an apology to make. 

I’d like to apologize to all the patients I saw in my years working in urgent care who had chronic 

pain due to fibromyalgia or autoimmune disease. 

I’d like to apologize for not knowing, understanding, and in some cases not even 
believing what you were going through. 
 
You see, in physician assistant school, much like medical school, they don’t teach us about how these 
diseases impact our patients’ lives. They don’t tell us that it’s been incredibly exhausting for our patient 
to get to the office or that they will likely have to rest and recuperate for days after. They don’t tell us 
that sitting in the chair in the waiting room hurt every part of your body that made contact with the chair, 
or your clothes, or your shoes. They don’t teach us about how your family is impacted by your inability 
to participate in things, give care and attention to spouses or kids, or even make dinner.  
 

But now I know. And I’m sorry.  

https://themighty.com/author/amanda-shelley/
https://themighty.com/category/disorder/chronic-pain/
https://themighty.com/category/disorder/chronic-pain/
https://themighty.com/category/disease/fibromyalgia/
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I know because I’ve been battling with fibro and some other yet-to-be identified autoimmune issue for 

a few years now. I know because I’ve had to teach my young son how to hug gently. I know because 

I’ve heard his friends comment on how much time I spend in bed. I know because I can no longer 

physically keep up with seeing patients in an office (thankfully, I’ve been able to work from home in the 

emerging field of telemedicine). And I know because that good old “fibro fog” often makes it sound like 

my phone is cutting out as I struggle to remember the words I wanted to say to the patient I’m trying to 

help. 

In the beginning, I wanted to hide my diagnosis from my colleagues. There were still so many provid-

ers out there who didn’t even believe fibro was a real disorder (I used to be one of them). But over the 

last two years of non-stop referrals to specialists, tests with quirky but no clear answers, trials of one 

medication after the other, I’ve learned that even though the medical community is opening to the reali-

ty that this is real, “they” still don’t get it. 

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

http://fibromyalgiatreatmentgroup.com/fibromyalgiatreatment/10-questions-every-fibromyalgia-patient-

should-ask-their-doctor 

The Apology I Owe My Patients with Fibromyalgia 

http://fibromyalgiatreatmentgroup.com/fibromyalgiatreatment/10-questions-every-fibromyalgia-patient-should-ask-their-doctor
http://fibromyalgiatreatmentgroup.com/fibromyalgiatreatment/10-questions-every-fibromyalgia-patient-should-ask-their-doctor
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How to manage your                      

housework better 
Separate housework in bitesize manageable 

chunks.  

I separated my house into zones. 

Zone 1: Kitchen 

Zone 2: Living Room, Hallway 

Zone 3: Bedrooms  

Zone 4: Bathroom 

Focus on 1 zone a week, while doing 
daily chores, like washing up.   

Always shine your sink daily, it really 
does make you feel better to have a 
shiny sink.   

Only do what you can manage in 10 minutes..  Set an alarm and when it goes off, 

STOP!  Take a break before starting again.   It may seem like it takes ages to get any-

thing done but you will find the payback from over-exertion isn’t as bad.   

The weekly zone jobs are the jobs you 

don’t do often, things like cleaning cup-

boards, cleaning the oven, skirting 

boards, change the bedding etc.   

See more at  

www.flylady.net 

5 minute rescue 

Every night before 

bed, pick things up 

and put them where 

they belong, even if 

you plan to use them 

again in the morning.   

Do you live in C.H.A.O.S? 

C - Can’t 

H - Have 

A - Anyone 

O - Over 

S - Syndome 

I know many of us struggle with house-

hold chores.  I struggle, hugely, my mum 

introduced me to fly lady and although I 

don’t follow her methods religiously,  I do 

find what works for me and try and a do 

a bit each day, just to keep on top of the 

daily chores..   Your house didn’t get 

messy overnight and it won’t get tidy 

overnight.  Take one day at a time and 

you will get there.   
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Meet our new Complementary          

Therapy writer 
 Barbara McLullich  

They say that back pain affects 80pc of the population 
at some point in their lives. Mine, started in my late 
20’s with extremely debilitating low back pain. Treat-
ment in the first years consisted of physiotherapy and 
manipulation by an osteopath and chiropractor but 
eventually surgery was the only option. 

Thirty years on from that first surgery I have undergone 
many more of them and had two life threatening epi-
sodes. During my years of pain, I have run three of my 
own businesses but had to subsequently sell them due 
to the pain I was trying to deal with. I soon realised 
that time is a gift. Many a day I’ve felt despair, rage and 
profound disappointment that I could not do certain 
jobs. I looked like a question mark, bent like someone 
20 years older, I felt like an object of pity. Pain is intro-
spective, it doesn’t give a dam about the rest of the 
world.  

I was also diagnosed with Fibromyalgia a few years 
after my surgeries while seeing a spinal consultant for 
some injections for my pain. He asked me to write a di-
ary of where the pain was and how much the injection 
had helped. When I gave him the diary to read he said 
he also thought I had Fibromyalgia and sent me to see 
a Rheumatologist to confirm it. In all honesty I had nev-
er heard of the condition before but both myself and 
my mum had suffered many bouts of Fibrositis 

Then I took up writing a blog, I can escape into another 
world with my blogs. I write several of them, with my 
‘Back Pain Blog’ the one that I am most passionate 
about. I have won many awards for that blog and have 
made many friends through them all and have self-
published books on the subjects I have covered in my 
blogs. I think ‘blogging’ should be included in the list of 
therapeutic therapies you can have for chronic pain as 
anyone can do it.  

I went on numerous courses on ‘pain management’ 
and even took a home study course on it so that I could 
understand my body from top to toe. It has been a 

long, tedious and at times expensive journey for me 
over the last thirty years to research and find help for 
my pain, but thinking positive is something I have al-
ways tried to adopt. 

The simple act of writing my thoughts down filled me 
with a sense of purpose, to pursue my goals. I would 
read inspiring stories of ladies working from home and 
knew I had the ability to do something with my life. I 
have no paper qualifications, no special skills but a no-
tion that I could write. I constantly scrutinized maga-
zines for ideas and inspirations on what I could write 
about.  

https://backpainbloguk.com/
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I must have a daily afternoon sleep to help me get through the rest of the day but I don't mind, I've made my 
bedroom into a sanctuary just for me to enjoy (hubby doesn't mind) and after a couple hours of rest, I'm like a 
new person. I think one of the hardest things to deal with apart from the pain is the perpetual tired feeling which 
makes things more difficult for me, many a day I could go back to bed at 11am but I try to wait until after lunch. 
A healthy body is less susceptible to stress and the best treatment to help my pain is to channel my energy into 
my body to produce endorphins.  

For me now, my pain is controlled by juggling with a gambit of drugs and injections as there is nothing else they 
can do (surgery wise) to help alleviate my pain so it’s down to me to pace and maintain it the best way I can. The 
surgeon who performed my first spinal surgery over 30 years ago said I would be in a wheelchair by the time I 
was in my late 50’s. I am now in my mid 60’s and nowhere near ready to end up in a wheelchair.  

Obviously, I have some 'low' days, it would be very odd if I didn't, but when I do feel like that I try to talk to my-
self about how lucky I am to not have a 'life threatening' condition but a 'life changing ' one. Have you had a go 
at writing a blog? Pop over to mine if you have and leave me a comment.  

https://backpainbloguk.com/ 

Meet Our New Complementary Therapy Writer 
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WHAT ARE COMPLEMENTARY            

THERAPIES? 
 Barbara McLullich  

Complementary therapies ('alternative', 'traditional' or 
'holistic' therapies) often claim to treat the whole per-
son, rather than the symptom of the disease. You can, of 
course, get a few treatments on the NHS via the Pain 
clinics, but the waiting list is long but well worth getting 
onto. Some of the treatments available on the NHS are 
homeopathy, herbal medicine, reflexology, acupuncture, 
nutrition, shiatsu massage, and aromatherapy. 
According to the NHS website on Complementary Thera-
pies  - to understand whether a treatment is safe and 
effective, we need to check the evidence. 

You can learn more about the evidence for particular 
CAMs by reading about individual types of treatment – 
see their index for a list of all conditions and treatments 
covered by NHS Choices. 

Some complementary and alternative medicines or 
treatments are based on principles and an evidence base 
that is not recognised by the majority of independent 
scientists. 
Others have been proven to work for a limited number 
of health conditions. For example, there is evidence that 

osteopathy and chiropractic are effective for 
treating lower back pain. 
When a person uses any health treatment – including a 
CAM – and experiences an improvement, this may be 
due to the placebo effect. But if this helps with the pain 
then it is well worth doing. There are over 30 therapies 
available in the UK and a great place to find someone lo-
cal to you in the Therapy Directory.    https://
www.therapy-directory.org.uk/  

You can also get some of these treatments from your 
nearest training college for a quarter of the price of nor-
mal salons. Other treatments available at colleges are 
pedicures, manicures, waxes which are treatments I can 
no longer do myself. 
 
You can also a number of voucher companies online that 
offer discounts in your area for a number of treatments 
which include spas and beauty treatments. 
Our doctors and health services are overstretched as it is 
whereas most alternative practitioners have time to ex-
plore our problems in a bit more depth. 

http://www.nhs.uk/Livewell/complementary-alternative-medicine/Pages/complementary-alternative-medicines.aspx
http://www.nhs.uk/Livewell/complementary-alternative-medicine/Pages/complementary-alternative-medicines.aspx
http://www.nhs.uk/Livewell/complementary-alternative-medicine/Pages/complementary-alternative-medicines.aspx
http://www.nhs.uk/Conditions/Pages/hub.aspx
http://www.nhs.uk/Livewell/complementary-alternative-medicine/Pages/complementary-alternative-medicines.aspx
http://www.nhs.uk/Livewell/complementary-alternative-medicine/Pages/placebo-effect.aspx
https://www.therapy-directory.org.uk/
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CBD Common Myths Busted 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
It is illegal in the UK?   
False:  It's legal as long as it's sold as a food supplement 
and no medical claims are made. THC levels must be be-
low 0.2% which is why it's important to buy from a rep-
utable supplier. 

 
It can only be prescribed by a medical professional.   
False:  CBD is not a medication but a supplement. 

 
I’m on high dose prescription meds so I will need high 
strength CBD. 
True and False:  It is true for conditions involving sei-
zures as CBD can stop anti-seizure medication from 
working properly so higher doses are needed from the 
outset and those patients should seek help from The 
Realm of Caring.  https://www.theroc.us/ 
 

Most other conditions, irrespective of dosage of pre-
scribed medication should start with  low strength, low 
dose CBD to allow it to build in your body. As an individ-
ual starting low and increasing slowly allows you to let 
your body tell you whether it needs more or less.  Tak-
ing too much, too soon can make you feel worse and is 
a waste.  (See March Issue, herxheimer effect). 
 
You can take CBD alongside any other medicine 
False:  There can be contra-indications with other meds.  
It is generally suggested to leave a 2-hour gap between 
other medications and CBD (4 hours for anti-
coagulation meds and beta blockers). Some users of 
CBD have however managed to reduce or completely 
stop taking prescribed meds over time.  We always ad-
vise talking to your doctor or pharmacist. 

https://www.theroc.us/
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You have to come off all other medication before you 
can start CBD. 
False:  You need to be careful of taking alongside other 
meds (see below) but with the advice of your doctor or 
pharmacist you may still take your prescribed medica-
tion. 
 
If you don’t take it sublingually, it won’t work. 
False:  Whilst taking CBD paste/oil sublingually it en-
sures more getting into your blood stream quicker but 
there are many other options of getting CBD into your 
body ie., vaping, capsules, edibles or pessaries. 
 
You can’t overdose on CBD. 
True:  You can’t overdose but you may experience neg-
ative side effects if you take high doses too soon. 
 
CBD cures most illnesses. 
False:  It can be an effective treatment for a lot of con-
ditions, it is not a cure. 
 
The taste is amazing, spring rose water collected by 
unicorns. 
False:  Most users find it vile tasting, there are some 
oils with flavour added that make them more palata-
ble, but there are many things you can do to combat 
the taste.  A small amount of chocolate under the 
tongue with a drop of CBD oil does help to mask the 
taste.  Some people find brushing their teeth before-
hand helps.  Others have a peppermint ready to pop in 
their mouth after swallowing the oil/paste.   
 
 
 
 
 
 
 
 

Make your own ready-made dosage.   
Use a chocolate mould or candy mould.   
Melt chocolate 
Pour enough chocolate to fill each mould half way. 
Drop in required CBD oil/paste. 
Top up with chocolate. 
Place in fridge and allow to set. 
Use as needed. 
 
 
 
 
 
 
 
 
 
 
 

Gummy Bear Chocolate Mould available on e-bay £3.99 

 

Finally 

The following companies offer samples, great way to 

test for first time users. 

CBD Brothers – email  samples@cbdbrothers.com 

Fiddler’s Elbow Grease hemp balms – 

https://fiddlers-elbow-grease.myshopwired.com/samples/fiddlers-elbow-

grease---hemp-balm---sample-pack-special-offer 

 

 

CBD Common Myths busted 

mailto:samples@cbdbrothers.com
https://fiddlers-elbow-grease.myshopwired.com/samples/fiddlers-elbow-grease---hemp-balm---sample-pack-special-offer
https://fiddlers-elbow-grease.myshopwired.com/samples/fiddlers-elbow-grease---hemp-balm---sample-pack-special-offer
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Magnesium Bath  
Comprised of the minerals magnesium and sulphate, Epsom salt is a natural exfoliant and anti-inflammation rem-

edy that can be used to treat dry skin, sore muscles, and small wounds and even to fight illness. It can also be 

added to any bath or foot soak to create a luxurious at-home spa experience. 

To experience the numerous health benefits of Epsom salt, take relaxing, stress-relieving Epsom salt baths three 

times weekly by adding 2 cups Ultra Epsom Salt to a warm bath and soaking for 20 minutes. For the added bene-

fit of moisturizing your skin, add 1/2 cup olive oil or baby oil. 

 

Epsom salt can also quell foot odour, help heal fungus or ingrown nails, and soothe dry skin. You'll find this heal-

ing salt at most drug stores and pharmacies. In a standard size tub, dissolve one cup of Epsom salt in warm water 

and soak your feet for 10 to 15 minutes. 

Magnesium sulphate also increases water in the intestines. Magnesium sulphate is used as a laxative to relieve 

occasional constipation. Not all external uses for magnesium sulphate have been approved by the FDA. Epsom 

salt should not be used in place of medication prescribed for you by your doctor. 

Epsom salts in the UK can be purchased for less than £2 at some of the cheaper (pound shops).  Westlab pure Ep-

som salts are easily sourced worldwide and available via Amazon and E-bay. 



The Remarkable Health Benefits of         

Epsom Salt Baths 

by Dr David Jockers 

Epsom salts have been used by many different cultures for hundreds of years. They have a number of different 

beneficial properties and are used in gardening, household cleaning and detoxifying the body. These salts are very 

inexpensive and can be purchased at bulk discounts in garden centre’s nearly everywhere. Using Epsom salt baths 

is an advanced detoxification strategy that has remarkable health benefits. 

Epsom salts are named for a bitter saline spring located at Epsom in Surrey, 

England. Epsom is different than traditional salts in that it is actually a natural-

ly occurring pure mineral compound of magnesium and sulphate. These min-

erals have very powerful health benefits that can enhance the detoxification 

capabilities of the body. 

How an Epsom salt bath works: 

Magnesium and sulphate are both readily absorbed through the skin and into 

the body's blood stream. The skin is a highly porous membrane that both takes 

in minerals and eliminates toxins every day. Using a powerful mineral base 

such as Epsom salts in a bathwater medium creates a process called reverse 

osmosis. This process pulls salt and harmful toxins out of the body and allows 

the magnesium and sulphates to enter into the body. 

Magnesium plays a critical role in over 325 enzymes, helps to improve muscle 

and nerve function, reduces inflammation and improves blood flow and oxy-

genation throughout the body. Sulphates are necessary building blocks for 

healthy joints, skin and nervous tissue. Epsom salts replenish the body's mag-

nesium levels and sulphates. This combination helps to flush toxins from the body and helps build key protein mol-

ecules in the brain tissue and joints. 

The use of regular Epsom salt baths has been shown to improve the symptoms of many health conditions includ-

ing athlete's foot, gout, toenail fungus, sprains, bruises and muscle soreness. It is also good for anyone dealing 

with chronic disease or chronic pain to do regular Epsom baths to help detoxify and de-inflame while improving 

mineral and sulphur balance in the body. 

Contraindications to Epsom baths would be if you are pregnant, dehydrated or have open wounds or burns on 

your skin. Individuals who are suffering with cardiovascular disease should always consult with a natural health 

physician who is familiar with the health benefits of Epsom salt baths before starting. 

17 
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Health Benefits of Epsom Salt baths 

How to take an Epsom salt bath: 

The first step is to schedule yourself at least 40 minutes, 

as you need about 20 minutes to remove the toxins, and 

for the second 20 minutes, the body absorbs the minerals 

in the bath water. 

Fill up your bath with warm water. Be sure to have a wa-

ter filtration system in your house, as you don't want to 

bathe in tap water that has toxic chlorine, fluoride, diox-

ins and heavy metals. Add in the Epsom salts in the fol-

lowing amounts: 

Children under 60 lbs: Add ½ cup of salts to a standard 

size bath 

Individuals between 60-100 lbs: Add 1 cup of salts to a 

standard size bath 

Individuals between 100-150 lbs: Add 1 ½ cup of salts to a 

standard size bath 

Individuals between 150-200 lbs: Add 2 cups of salts to a 

standard size bath 

For every 50lbs larger - add in an additional ½ cup of salts.   

Additional strategies to apply with an Epsom salt bath 

Adding in a ½ cup of olive oil is also very good for the skin, 

as the polyphenols soak into the skin and give extra anti-

oxidant benefits. Adding ginger or cayenne can increase 

your heat levels, which will help you to sweat out toxins. 

You can add anywhere from 1 tbsp. to ½ a cup to stimu-

late sweating, and these herbs are loaded with antioxi-

dants that will enhance the detoxification process as well. 

Do not use soap with an Epsom salt bath, as it will inter-

fere with the action of the minerals and the detoxification 

process. Try to rest for an hour or two afterwards unless 

you have arthritic joints, in which case you will want to 

stay active as much as possible to prevent congestion in 

the joints. 

 

 

 

 

 

 

 

 

 

 

Sources for this article include:      

http://www.naturalnews.com 

http://www.wikihow.com 

http://www.saltworks.us 

http://www.edgarcayce.org 

http://science.naturalnews.com    

 

http://science.naturalnews.com
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Nature’s Pharmacy  

by Beth Urmston 

Vanilla 

Vanilla is much more than a delicious flavour ingredient 
in our baked goods; it also has a number of important 
benefits, including its ability to treat acne, improve hair 
growth, speed healing, reduce inflammation, prevent 
chronic diseases, protect the heart, and much more. 

What Is Vanilla? 

Vanilla is an extremely popular ingredient in many differ-
ent culinary preparations around the world, and the 
scent of vanilla is unmistakable to most people. This fla-
vouring is derived from the orchids of the Vanilla genus, 
which bears fruits that are shaped like pods. These pods 
can range in size from 5-22cm in length and are consid-
ered of a higher quality when they are larger. Howev-
er, these pods must be hand-picked at precisely the right 
time to ensure that the seed pods don’t pop and that 
they are properly ripe. Harvesting the pods is a time-
intensive process, but there is a global demand for vanil-
la in many different forms, not only for its use 
in food preparation but also in natural healing. 
Extract, powder, whole pods, and vanilla sugar are the 
most common forms that you will find vanilla in, and 
these can be added to countless different remedies and 
parts of the body. Not only is eating  vanilla good for your 
system, due to the wealth of nutrients, unique organic 
compounds, and antioxidants that the pods contain, but 
it can also be made into topical preparations. This ingre-
dient has been and will remain one of the most trusted 
remedies in natural healing, as well as one of the most 
popular flavours for our palate. Either way, you should 
look into the many benefits of vanilla, and add it to your 
weekly intake. 

Benefits of Vanilla 

Benefits of vanilla include the following: 

Healing Properties 

Vanilla is rich in antioxidants, which can help prevent the 
breakdown of cells and tissues around the body, and 
stimulate the body’s natural regrowth. Furthermore, the 
antibacterial nature of this remedy means that it can pro-
tect your immune system and lower stress on the body, 
making it much easier to recover from injury or illness. 

https://www.organicfacts.net/home-remedies/foods-for-healing-wounds.html?utm_source=internal&utm_medium=link&utm_campaign=smartlinks
https://www.organicfacts.net/home-remedies/15-best-foods-for-a-healthy-heart.html?utm_source=internal&utm_medium=link&utm_campaign=smartlinks
https://www.organicfacts.net/health-benefits/fruit?utm_source=internal&utm_medium=link&utm_campaign=smartlinks
http://www.sciencedirect.com/science/article/pii/S1543115006000020
https://www.organicfacts.net/health-benefits/seed-and-nut?utm_source=internal&utm_medium=link&utm_campaign=smartlinks
https://www.organicfacts.net/food.html?utm_source=internal&utm_medium=link&utm_campaign=smartlinks
https://www.organicfacts.net/health-benefits/other/jaggery-and-sugar.html?utm_source=internal&utm_medium=link&utm_campaign=smartlinks
https://www.organicfacts.net/home-remedies/home-remedies.html?utm_source=internal&utm_medium=link&utm_campaign=smartlinks
http://pubs.acs.org/doi/abs/10.1021/jf071349%2B?journalCode=jafcau&
https://www.organicfacts.net/home-remedies/home-remedies-for-stress.html?utm_source=internal&utm_medium=link&utm_campaign=smartlinks
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Cancer Prevention 

One of the most important functions of antioxidants is to eliminate free radicals in the 
body, which are created as natural by-products of cellular metabolism. The antioxi-
dants present in this remedy’s extract, particularly the high concentration of vanillin, 
can prevent the negative effects of free radicals, such as cancer and chronic disease. 

Reduces Inflammation 

For centuries, vanilla in numerous forms has been used to soothe inflammation 
throughout the body. This is particularly effective for inflammation of the liver, which 
can occur for numerous reasons, especially if you are a heavy drinker. Vanillin is a cru-
cial part of this remedy’s beneficial effects and can help ease conditions 
of arthritis, gout and other inflammatory conditions. 

Hair Care 

Vanilla is often included in hygiene and beauty products because of its many effects on the hair and skin. If you 
suffer from frequent split ends or hair loss, applying its essential oil in a carrier oil of some kind can measurably 
strengthen the hair and induce blood flow to the scalp, encouraging growth and more aesthetically pleasing 
hair. 

Prevents Acne 

For people who regularly struggle with acne, it can often feel like a losing battle. Fortunately, the antibacteri-
al nature of this beneficial flower makes it a powerful ally in the battle against pimples, as it can eliminate the 
underlying infection and speed up the healing process of the skin. It can even reduce the appearance of scars 
from a particularly bad bout of acne. 
 
 

Natures Pharmacy - Vanilla 

https://www.organicfacts.net/home-remedies/home-remedies-for-arthritis.html?utm_source=internal&utm_medium=link&utm_campaign=smartlinks
https://www.organicfacts.net/gout.html?utm_source=internal&utm_medium=link&utm_campaign=smartlinks
https://www.organicfacts.net/grief-loss.html?utm_source=internal&utm_medium=link&utm_campaign=smartlinks
http://14.139.47.15/handle/123456789/8119


Soothes Anxiety 

Although some people remain sceptical of aromatherapy, some of the best natural remedies can have an effect 
simply through our olfactory sense. The smell of vanilla, in fact, is known to directly impact the brain and induce 
calmness. Therefore, the extract can be one of the best and most accessible remedies for anxiety and chronic 
stress. 

Aids in Weight Loss 

Some research has pointed to vanilla as a weight loss aid, due to its appetite-suppressing properties. The extract 
of this plant is also known to help lower cholesterol levels, making your body and metabolism more efficient, and 
effectively supporting weight loss goals. 

Cures Respiratory Conditions 

When you are battling a cough, cold, or respiratory infection, any sort of analgesic or anti-inflammatory substance 
can be helpful. Vanilla extract can help to coat the throat when mixed with warm water and provide an anaes-
thetic effect to the throat. The antibacterial properties can also help eliminate the underlying infection or illness 
while easing coughs and sore throats. 

Promotes Healthy Digestion 

There are a number of ways that vanilla has been used throughout history to optimize digestive function. The 
scent of this herb is known to calm feelings of nausea, while vanilla-infused herbal tea can soothe inflammation in 
the gut and prevent vomiting, diarrhoea, cramping, and stomach upset. 
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https://www.organicfacts.net/health-benefits/other/benefits-of-aromatherapy.html?utm_source=internal&utm_medium=link&utm_campaign=smartlinks
http://www.tandfonline.com/doi/abs/10.1080/07315724.1999.10718897
http://www.tandfonline.com/doi/abs/10.1080/09687630701539350
https://www.organicfacts.net/health-benefits/herbs-and-spices?utm_source=internal&utm_medium=link&utm_campaign=smartlinks
https://www.organicfacts.net/home-remedies/home-remedies-for-diarrhea.html?utm_source=internal&utm_medium=link&utm_campaign=smartlinks
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Questions Every Fibromyalgia Patient 

Should Ask Their Doctor 
If you’re suffering from a chronic illness like fibromyal-
gia – you’ve likely got a lot of questions about your 
condition. What is causing it? Is there anything I can do 
or take to make it go away? If you’re anything like me – 
this list of questions goes on and on. 

 

While the answers to some of our questions aren’t al-
ways what we’d like them to be or can be somewhat 
elusive – asking them is important. They can help us be 
better informed about our condition so that we can 
make more educated decisions on how to cope with it. 
Asking the right questions is equally important. For 
many – especially those new to the condition – it can 
be difficult to know what questions to ask. If you find 
yourself in this category – or even if you’ve suffered for 
years – we’ve compiled this go-to list of 10 essential 
questions to ask your doctor if you have fibromyalgia: 
 
What are the symptoms of fibromyalgia? 

 
Most people have never even heard of fibromyalgia – 
and many of those that have sometimes mistakenly be-
lieve that widespread, persistent pain is the only symp-

tom. While pain is perhaps the most troubling symp-
tom of fibromyalgia – it is far from the only one. Symp-
toms of fibromyalgia can also include: 
 
• Headaches 
• Migraines 
• Irritable Bowel Syndrome (IBS) 
• Fatigue 
• Insomnia 
• Anxiety 
• Depression 
• Difficulty with concentration or memory (a.k.a. Fi-

bro Fog) 
• Numbness or tingling (typically in hands or feet) 
• Urinary problems 
• Menstrual cramps 
• Morning stiffness 
   
What are the causes of fibromyalgia? 

 
The exact causes of fibromyalgia are still unknown – 
but researchers have discovered some potential links. 
According to doctors at the Mayo Clinic, three possible 
contributors to fibromyalgia are genetics, infections 
and physical or emotional trauma. Researchers have 
also discovered links to nutritional deficiencies as well 
as the way fibromyalgia patients brain and spinal cord 
signals process pain – making them more sensitive to 
pain sensations. 
 
While your doctor may not be able to determine the 
exact cause of your fibromyalgia, he or she may be able 
to determine some of the contributing factors. Deter-
mining these factors can get you on the right path to 
addressing and potentially reducing some of your 
symptoms. 
 
 

http://www.mayoclinic.org/diseases-conditions/fibromyalgia/basics/causes/con-20019243
http://www.mayoclinic.org/diseases-conditions/fibromyalgia/in-depth/fibromyalgia/art-20048097
http://www.mayoclinic.org/diseases-conditions/fibromyalgia/in-depth/fibromyalgia/art-20048097
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3. How is fibromyalgia diagnosed? 
 
Unlike some conditions, there are no tests that can be 
done with lab samples to determine if you have fibrom-
yalgia. Rather, your doctor will have to understand your 
symptoms and make a determination as to whether or 
not they fit the bill for fibromyalgia. For this reason, 
many people suffer for years without a diagnosis. In fact, 
according the National Association of Disability Examin-
ers, the average time between first treatment and diag-
nosis of fibromyalgia is around seven years. 
 
To help doctors with diagnosis, the American School of 
Rheumatology has released a specific set of criteria that 
can be used to diagnose fibromyalgia. They have essen-
tially three main criteria that must be met in order to 
make a diagnosis of fibromyalgia: 
 
1 – Widespread pain and symptom severity must meet 

certain thresholds on the WPI and SS scales 
2 – Symptoms have been present at a similar level for at 
least 3 months 
3 – The patient does not have a disorder that would oth-
erwise explain the pain 
 
4. What medications are available for fibromyalgia 
pain? What are the side effects? 
 
The medications used to treat fibromyalgia vary – but 
three of the most commonly used are analgesics 
(painkillers), anti-inflammatory medications and anti-
seizure medications. While none can eliminate the pain 
completely, for some they can help take off the edge 
and make the pain more manageable. 
Be sure to also ask your doctor about potential side 
effects of the medications he or she prescribes. It is im-
portant to know the side effects and risks associated 
with the medications you are taking. For example, some 
patients can develop an unhealthy reliance on certain 
analgesics – so this should be weighed against the po-

tential benefits. Knowing the risks beforehand will pre-
pare you to deal with them more effectively should they 
arise. 
5. What alternative therapies or treatments are useful 
for fibromyalgia? 
It is important to ask your doctor what you can do be-
yond just taking medications for your symptoms. While 
medications can be helpful in taking off the edge and re-
storing a small level of normalcy to your life, they don’t 
always address the underlying causes. In other words, 
rather than fix the problem they simply mask it. 

 
There are a number of alternative therapies and treat-
ments that can help address the underlying causes of 
some of your symptoms and pave the way for more 
lasting relief. This may include chiropractic visits, mas-
sage therapy, biofeedback, acupuncture, exercises like 
yoga or tai chi, nutritional supplements, mindfulness 
therapy and more. 
Ask your doctor what alternative treatments or thera-
pies the best option for your situation might be and try 
to have an open mind. While they may not be your tra-
ditional treatments, many have found significant relief 
through these and other alternative treatments. 

Questions to ask your Doctor 

http://deepblue.lib.umich.edu/bitstream/handle/2027.42/75772/20140_ftp.pdf?sequence=1&isAllowed=y
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6. Are there any nutritional or herbal supplements 
that can help with my symptoms? 
Nutritional and herbal supplements are another com-
mon alternative treatment for the symptoms of fibrom-
yalgia. They can help eliminate any underlying nutri-
tional deficiencies that may be contributing to your 
pain. Additionally, they often contain herbs and nutri-
ents that are natural pain relievers – providing much 
needed relief and healing without many of the adverse 
side effects of prescription medications. 
 
Check out these Natural Supplements for Fighting Fi-
bromyalgia 
Some of our favourite herbal supplements for the 
symptoms of fibromyalgia are: 
 
Rhodiola Rosea: A class of herb known as an adap-
togen that helps the body adapt to and better cope 
with stress. It helps improve mood and boost energy. It 
is commonly used to help with fatigue, depression, 
sleep problems, difficulty concentrating and poor 
memory. 
 
Turmeric/Curcumin: Turmeric comes from the ginger 
root, which is known to have healing properties. Curcu-
min, a substance found in turmeric, is a powerful anti-
oxidant with pain relieving properties. Curcumin helps 
block the COX-2 enzyme – an enzyme that triggers pain 
and inflammation. 
 
7. What, if any, nutritional deficiencies can contribute 
to fibromyalgia symptoms? 
 
While nutritional deficiencies don’t necessarily cause 
fibromyalgia (after all, we don’t know the exact cause) 
– they can contribute to some of the symptoms. There 
are a few common nutritional deficiencies in the U.S. 
whose symptoms very closely match some of the symp-
toms of fibromyalgia. The most common is magnesium 
deficiency, whose symptoms include pain, fatigue, brain 
fog and more. By some estimates as many as 80% of 
Americans have some degree of magnesium deficiency. 

Through tests your doctor can help you determine if a 
nutritional deficiency might be contributing to your 
symptoms. Be sure to ask your doctor if he or she 
thinks a test is warranted.  
 
8. What lifestyle changes should I make? 
 
While there may not be any changes you can make that 
will magically make your fibromyalgia disappear – there 
are certain changes you may be able to make that can 
help boost your quality of life and ease the intensity of 
your symptoms. Ask your doctor what changes he or 
she recommends based on your current lifestyle. 
 
Though no two people are the same, some common 
changes that can help those with fibromyalgia include 
changes in diet to avoid certain trigger foods or include 
foods with nutrients beneficial to fibromyalgia, incorpo-
rating low-impact exercises into your daily routine (i.e. 
yoga, Pilates, tai chi), managing stress levels through 
mindfulness or deep-breathing techniques and more. 
Cutting out things like caffeine, smoking, alcohol and 
other harmful substances will also be beneficial. 
 
9. I find it difficult to exercise because of the pain but 
have heard that it can help. What are some less stren-
uous forms of exercise that I can try? 
 
Exercise can create quite the quandary for those of us 
with fibromyalgia. On the one hand, we’re told that it 
can help us. The Mayo Clinic suggests regular exercise 
can help reduce your symptoms. On the other hand, it 
can be difficult – if not impossible – for us to do it. 

Questions to ask your Doctor 

http://fibromyalgiatreatmentgroup.com/fibromyalgiatreatment/8-natural-supplements-for-fighting-fibromyalgia
http://fibromyalgiatreatmentgroup.com/fibromyalgiatreatment/8-natural-supplements-for-fighting-fibromyalgia


Exercise can create quite the quandary for those of us 
with fibromyalgia. On the one hand, we’re told that it 
can help us. The Mayo Clinic suggests regular exercise 
can help reduce your symptoms. On the other hand, it 
can be difficult – if not impossible – for us to do it. 
 
If you find normal exercises to difficult but believe you 
can handle low-impact exercises, there are a variety of 
less strenuous exercises that can help. Our favourite ex-
ercises for fibromyalgia are exercises such as yoga, Pila-
tes and Tai Chi. These exercises are incredibly low-
impact exercises that focus on stretching, core strength 
and breathing. 
 
As with any form of exercise, you may find it difficult at 
first and your symptoms may even worsen at the onset. 
With time, your body will strengthen and you will find 
that your symptoms are decreasing. For many, these 
low impact exercises pave the way to doing more stren-
uous – but beneficial – exercises such as walking, swim-
ming or cycling. 
 
10. Are there any foods or ingredients that can trigger 

a flare-up? 

 

Make sure to ask your doctor what foods or ingredients 

to avoid. Certain foods and ingredients have been 

shown to increase the intensity of pain in fibromyalgia 

sufferers. A few common things to avoid are caffeine, 

food additives (like MSG), artificial sweeteners (i.e. as-

partame), simple carbs (such as table sugar, corn syrup, 

fruit juices, sodas, candy, and baked foods made with 

white flower), dairy products and nightshade vegeta-

bles. You may also want to keep a food journal it can 

help reveal any other foods that may be triggering flare

-ups for you. 

 

http://fibromyalgiatreatmentgroup.com/

fibromyalgiatreatment/10-questions-every-

fibromyalgia-patient-should-ask-their-doctor 

Recommended Viewing 

https://www.youtube.com/watch?

v=SPCQs21SFXA 

 

Tai Chi video for fibromyalgia – we shared this with the 

group and polled members views.  The poll was set as 

follows: 

• Something I would try on a good day. 

• I could do some parts but not others. 

• I could not manage any of that, ever. 

• Something I would try on a bad day. 

• Something I would try every day. 

• Something I could do even with fatigue. 

 
11 respondents would try the tai chi movements on a 
good day. a).   
8 respondents stated they could do some parts but not 
others. b).  
8 respondents felt they could not manage any tai chi 
ever. c). 
2 respondents stated they would try every day. e).  
 
Options d) and f) received no responses. 
 
Overall the results point to the fact that generally       
fibro’s are good at listening to their own bodies and 
acting accordingly. 

 

 
 
 

25 

Questions to ask your Doctor 

http://fibromyalgiatreatmentgroup.com/fibromyalgiatreatment/10-questions-every-fibromyalgia-patient-should-ask-their-doctor
http://fibromyalgiatreatmentgroup.com/fibromyalgiatreatment/10-questions-every-fibromyalgia-patient-should-ask-their-doctor
http://fibromyalgiatreatmentgroup.com/fibromyalgiatreatment/10-questions-every-fibromyalgia-patient-should-ask-their-doctor
https://www.youtube.com/watch?v=SPCQs21SFXA
https://www.youtube.com/watch?v=SPCQs21SFXA


Tummy Ticklers 
A man got hit hard in the head with a can of 7Up. He’s alright though, 

it was a soft drink  

 

I’ve been really depressed lately. A friend told 
me I should go to the petting zoo perhaps, to 
cheer up.  
- 
I went today, but not one person would 
stroke me  

 

Bob: "Holy schmoozes, I just fell off a 30 ft lad-
der." 

Jim: "No way man, are you okay?" 
 

Bob: "Yeah, luckily I was just on the first step."  

 

 

Why couldn’t Mrs. Dracula sleep properly? 
- 
Because of Dracula’s coffin.  
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Something Inside So Strong – Labi Siffre 
 

The higher you build your barriers 
The taller I become 

The further you take my rights away 
The faster I will run 

You can deny me, you can decide 
To turn your face away 

No matter 'cause there's 

Something inside so strong 
I know that I can make it 

Though you're doing me wrong, so wrong 
You thought that my pride was gone, oh no 

There's something inside so strong 
Oh, something inside so strong 

The more you refuse to hear my voice (ooh-weh ooh-weh ooh-weh ooh
-weh) 

The louder I will sing 
You hide behind walls of Jericho (ooh-weh ooh-weh ooh-weh ooh-weh) 

Your lies will come tumbling 
Deny my place in time, you squander wealth that's mine 

My light will shine so brightly it will blind you 

 
Because there's 

Something inside so strong, strong 
I know that I can make it 

Though you're doing me wrong, so wrong 
You thought that my pride was gone, oh no 

There's something inside so strong 
Oh, something inside so strong 
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Doctors say the darndest things 

By Sara-Louise Williams 

With Fibromalgia Awareness Day looming this month I thought we’d take a look at some of the comments that 

people have had by medical professionals.  I hope this raises some awareness to how misunderstood the condition 

is.  I have removed peoples name for privacy.  Have put some none fibro related ones in for good measure too. 

I was told by my GP that If I didn't buck my ideas 
up and get myself out of bed, I would die in that 
bed, sooner rather than later.  

I was told 'there is no   
Vitamin D blood test'.  

I was told by an old GP: , 'not to take any notice of what 
specialists say, as they often just make unnecessary 
work for nothing'.  
 
This was to justify not referring me, at a specialists re-
quest, to a rheumatologist, and for further blood tests.  

Told ME & fibromyalgia 
are basically the exact 
same thing  

I was told by a neurologist 
that fibromyalgia was just 
a label and I shouldn't 
allow myself to be labelled  

My ex GP, told me to get 
my hair and nails done 
that it would lift my      
spirits  

 I was told by my GP after I went about a health 

issue that “ if its on the list then it’s fibro related”  

My best one was not 
what he said but what 
he didn’t, when my 
pain doctor feel asleep 
while I was talking. 
My mum kicked his 
chair to wake him up. 
This was after I told 
her that this guy never 
listened and took her 
with me to prove it.  

You have a cyst 
on your ovary - 
turned out to 
be my son  

I've had hip pain for two years, really bad, (it started at the gym) had steroid injections by the pain 
clinic, didn't help so just been cracking on with it until about 6 months ago, getting much worse (I'm 
doing much more walking as now have no car) and went docs... Where she gave me a 10 minute 
lecture, didn't even examine me and said 'its all your weight, there's nothing wrong, join Weight-
watchers and you will be fantastic. My friend joined and lost weight and she is fabulous'. Wow... I 
left it a few months and was still losing weight anyway but pain was much worse and I'm limping, 
went back and saw a different doc who listened, examined me and concerned so sent me for an 
urgent xray, which became an urgent MRI which showed lo and behold that I have a large subchon-
dral cyst in my hip plus some swelling and extra fluid that shouldn't be there. I also have three discs 
with significant narrowing! Oh and sciatica!! So yes it's not helped by the weight but considering I 
injured it at the gym 2 years ago.  it's not ultimately my weight to blame. This is the same doc who 
mis-diagnosed my 17cm blood clot as a bakers cyst!! it's amazing that everything you go through 
when you have either fibro or weight issues are immediately poo-pooed by some doctors!! Thank-

Nothing wrong with your 
knee, it's all weight relat-
ed, why aren't you walk-
ing properly? By a physio. 
Turns out I'd torn the car-
tilage in my kneecap, 
needed surgery to        
resolve.  

You've not got 
anything wrong 
with you, it's 
just depression-
cue antidepres-
sants being is-
sued. Feeling 
bad kept hap-
pening. Eventu-
ally was re-
ferred to a gy-
naecologist - 
really bad endo-
metriosis, need-
ed hysterecto-
my at 30.  

Everything I mention now - definitely fibro. Leg 
hanging off - fibro. Eye fallen out - fibro. You get the 
idea. Doctors just want to say fibro and trot you out 
of the surgery asap, but I'm wondering if I have an 
under active thyroid and know they'll just say fibro.  

 Its all in your head! 

On migraine: a nurse practitioner many 
moons ago told me 'you will just have to get 
used to it, my mother has so many that half 
her face has permanently drooped  

On first becoming chronic and having vertigo so 
bad I couldn't turn my head, bend down, twist or 
move quickly or tolerate motion following a 
stroke like attack, I asked for a referral to a neuro
-logist as I was taking so long to recover. The GP 
laughed and said 'only if you pay private'...'just 
get in your car and drive to work, what's wrong 
with you? 
 
I was asking for the referral as I didn't want to 
lose my job, but was not fit to do anything, espe-
cially not drive a car on a 30 mile round trip. My 
husband was present at the time. I submitted a 

While I my weight was 
dropping to 5 stone 
and Crohn’s disease 
was killing me at 15 
drs told me folks I was 
attention seeking.  

One doctor told me 
to pull myself to-
gether and get on 
with it.  

My gp said "oh back ache, I've got 
that too just keep moving". I had a 
spinal disc herniation pressing on a 
nerve needing an op. I went to a 
different gp three days later and she 
examined me. Also " you have diabe-
tes follow this diet and you will be 
better". ERM no fibro isn't seemingly 
shifted by reducing the sugars in your 
blood!  

When I asked for some 
fluconazole for oral thrush 
she said I am not a quali-
fied Dr, so I don't get to tell 
her what I need, and she 
prescribed me canestan 
cream for external use. 
Doh  
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Doctors say the darndest things 

I was told to go 
home and take 2 
paracetamol  

 I was told by a dr. that it’s a good job I wasn’t a horse as they would have shot me by 
now  

 I had decades of agony, fainting, vomiting daily, weight plummeting to six and a half stone, all the while being told by my doctor that I just "couldn't handle a 
little pain". When I was FINALLY diagnosed.....by a different doctor....with Stage Four Endometriosis and had to endure over five hours of surgery, which saw me 
lose two thirds of both my ovaries, part of my bowel, had to have my uterus separated from my intestines and re positioned plus the removal of more than    
thirty cysts, followed up by twelve months of 850mg daily of Danazol......I thought the least I could expect was an apology....nah, never happened. It was pure 
insult added to injury and left me doubting myself for years.  

While being diagnosed with Fibro by the rheumy, she actually said to me ‘it’ll take 
time but you will get better’. And these are people who are supposed to know 
this syndrome!  

Consultant Rheumatologist told me 
I would have about 4 hours availa-
ble a day…  he definitely understood 
the condition  

My mother was told to go and live in a hot country and if that 
wasn’t possible drink a bottle of wine a night ( it was a long 
time ago but still) 

I was told to completely change 
my lifestyle or I wouldn’t ever get 
better (by doing less and slowing 
down)  

Well this is not about me I'm lucky I 
suppose but my partner who was 
suffering from extreme pain in his 
left side flank going into his back he 
couldn't pee probably and went to 
a and e was told after 3 hours it 
was muscular pain, 3 days later 
what we think was kidney stones 
was passed  

I got told by a consultant that all 
my illnesses was in my head and 
that I need a good shake up to 
stop being a hypochondriac...8yrs 
down the line I have two types of 
Arthritis and looking at the 3rd 
which is psoriasis arthritis, chron-
ic pain and fatigue, 89% Fibro 
symptoms, crumbling neck and 
start on spine, naff up knees 
where I need to use sticks now 
and again…  but hey there isn’t 
anything wrong with me  

When I was going through a break-
down was told we all get depressed 
I have to pull myself together so you 
should too that was a Dr I never saw 
again. When your at your lowest it's 
not what you need  

Everything that was wrong is       
because I'm fat and dehydrated  

I was told that fibromyalgia would get better when I 
reached my 60’s I’m 62 now, and ten times worse 
than I was four years ago!  

I was told for a few years it 
was deep depression!!! In the 
end i agreed to take the 
bloody anti depressants... 
paid private to see rheumatol-
ogist and was diagnosed with 
fibro..., thank god i knew i was 
so ill and what a relief. 
Stopped the anti depressants. 
I so wanted to take them to 
my GP and tell them to stick 
‘em where the sun don’t shine  

Every new thing I get is Just another 
symptom of the fibro. I said that’s 
strange as this new thing came on the 
day I had the car crash. And the other 
when I got a DVT on a flight.  
Also. These things clear up in six 
months. Go back a year later. Oh you 
are obviously stuck with this there’s 
nothing we can do now.  

I went for my pre op assessment last week. (Surgery to knee) when the 
nurse saw I had written fibromyalgia on my form, she replied "ooh that's 
nasty. After your op you should take things really easy as it will take you 
longer to convalesce after compared to a normal patient".  

Also one of the GPs in the same practice 
told me to come back in two weeks after tak-
ing my dizziness meds if I was no better, I 
went back as the tablets didn't work, I went 
into the room and she said "now what's 
wrong" 
I said "clearly your bedside manner!"  

Just remembered was told to keep eating chicken 
soup... whilst my then GP asked if I knew any nice 
women as he had no sex life he needed a woman  

Not all doctors are useless, there are also some wonderful, understanding doctors out there.. Which the comments below go to show.  

 

“Ooh must tell you this one. I went for blood tests, nurse asked me what was wrong with me and I said 'fibromyalgia' then waited for the usual. She said 

'that's not nice, actually it's a horrible thing' - I was so shocked I couldn't think of anything else to say. “ 

 

“ I WAS TOLD BY MY RHUMATOLOGY TEAM. THAT IT IS (NOT) IN MY MIND THAT I'M NOT A HYPOCHONDRIAC AND THIS IS (REAL) AND I MUST SAY THEY HAVE 

BEEN FANTASTIC” 

When I was 15 the doctor said to me, 

what do you have to be depressed 

about? You don’t have a job, mort-

gage, family to look after, you don’t 

know you’re born! I have a friend 

with no arms and she gets on with it, 

you have no reason to be depressed! 

Why don’t you try getting out more? 
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Fibromyalgia Awareness 
Most reading this will not need to be made aware.  They 

are already aware of fibromyalgia, the pain, the fatigue 

and the hundreds of other symptoms that get thrown at 

them daily.  The constant battle, the disbelief, the debili-

tation, the loss of independence, the loss of social inter-

action, the employment loss and in some cases loss of 

homes and partnerships. 

We are not working to make fibromyalgia patients more 

aware but every fibro patient, without fail, states ‘we 

need fibromyalgia to be more recognised and under-

stood’.  Most people wouldn’t have a clue what fibrom-

yalgia is if asked.  Many medical professionals still per-

petuate the myth that it is ‘hysteria, a disease of the 

mind’, most do not see or understand the impact it has 

daily, with only a 10-minute view in surgery, how could 

they?  

That is why we, as a charity, are committed to doing all 

that we are able to raise more awareness. 

12th May is our biggest opportunity to get fibromyalgia 

recognised.  It brings the whole community together at 

the same time – International Fibromyalgia Awareness 

Day.  A day when every fibromyalgia patient can do what 

they are able to, even those who are unable to physically 

go outside the door.  Social media is available and almost 

everyone uses it in one form or another – Facebook, 

Twitter, Snapchat, Pinterest etc.  It can be simply saying ‘I 

have fibromyalgia’ or ‘I support fibromyalgia awareness’.  

For more ideas keep reading our awareness section. 

Some of the events taking place this year to help achieve 

our aims are detailed here.  Our question is – “what will 

you be doing?”   

Let us know, send us pics –                                                                    

fibroflaremag1@outlook.com.   

This year we will be in Blackpool.  The cost for delegates 

is £10 per person to include light refreshments on arrival 

and a 2-course evening meal.  Anyone wishing to join us 

just for the light up event is welcome and is free of 

charge – meet on the promenade, opposite the tower at 

9:15 pm. 

 

 

mailto:fibroflaremag1@outlook.com
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Fibromyalgia Awareness 

The Hilton Hotel, Blackpool have been very supportive 

of our event.  We would like to thank Rebecca  

Thompson for her assistance and willingness to        

accommodate all our needs. 

 

We have been promoting the Blackpool event on Chat 

and Spin radio since the end of February, the guys 

there have been brilliant.  Please check them out on 

Facebook and give their page a ‘Like’. 

 

https://www.facebook.com/chatandspin/  

  
We are also holding a raffle with prizes of an Amazon 
Dot, gift vouchers for Amazon and Fiddlers Elbow 
Grease, large Yankee Candle and a mystery prize. 
 

The draw will take place live at approximately 6:45 pm 

at the Hilton Hotel.  Tickets are £1 each and all monies 

raised will go towards raising awareness and funding 

bio-medical research.  

For those who are unable to make the Blackpool 

event, you can still be involved. 

At home: 

 

 

 

 

 
 
 

You could tie a purple ribbon around a lamppost, your 
fence or gatepost. (Please do not tie around trees as it 
can damage them).   
 
Or how about a string of purple lights at the windows.  
The battery-operated lights are great and will last 
most of the week on one set of batteries, can be used 
in the garden for decoration afterwards. 
 
Out and about: 
Going to the shops, an appointment etc., wear a fibro 
hoodie or t-shirt, possibly a purple butterfly ribbon, an 
awareness bracelet or put a ribbon on your car/
mobility scooter  
 
On Facebook: 
Post meme’s, GIF’s, pictures – if you need ideas check 
out the photos on the Fibro Flare Magazine Facebook 
page. 
 

 

https://www.facebook.com/chatandspin/
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Fibromyalgia Awareness 

Trowbridge 

On Monday 12th February Trowbridge Mayor Debora Halik and her husband Councillor David Halik came along 
to our Trowbridge Fibro group unannounced.  
 
They came in sat down with us all and joined us for a coffee, cake and chat. During the meet I mentioned about 
Light Up the Night in Blackpool and passed the flyers around the group for people to look at.  

Mayor Malik then asked to explain more to her about it so I did.  I said that we are aiming to get other local build-
ings lit up for the occasion.  She told me to leave it to her and she would see what she could do.  A few days later I 
had a phone call from her to say that they are going to light the up the town hall and civic centre for us.  What a 
result that is! 
 
I am now working on getting a group together to be there when the lights go on.  They have asked us to supply a 
banner and some posters about fibro so they can be displayed at the same time.  Just goes to prove that advertis-
ing can help. 
 
 Julie Britten  
Chair of Trowbridge and Bath Fibro Groups 
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Fibromyalgia Awareness 

Cath Farrer (Trustee) has once again organised an annual 
Country Kickback event, which is very popular and         
extremely well attended.  This year the venue has been 
changed from Accrington to Golborne where Sandy and 
Chris Bethel  have already been raising funds to help us 
achieve our awareness aims for the next year. 

David Williams of Rock off Fibro, Chester has pulled off 
the 2nd annual event of holding a rock concert high-
lighting awareness and raising funds to get a specialist 
centre set up in the Chester area.  We hope to bring you 
a full report on the success and future plans in our July 
edition of the magazine. 
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Fibromyalgia Awareness 

 
 
 

Fibromates North West Fibromyalgia Support Group will be celebrating their 4th birthday this year by raising aware-
ness of fibromyalgia with a comedy event at The Naval Club, (Near Rocket Flyover) 38 Bowring Park Rd, Liverpool 
L14 3NN  Tel: 0151 280 5051 http://www.liverpoolnavalclub.co.uk/ 
 

To entertain us on the evening Scottish comedienne Carina Macleod, who recently appeared at the Glasgow Come-
dy Festival will be bringing her one woman show, ‘Fibro My Arth’ for the first time to England.   Carina has fibrom-
yalgia and osteoarthritis and is trying to find the funny side of fibromyalgia; she says “The only way to cope with the 
condition was to write a show about it.”  Rather than let the condition rule her life, Carina found that the best way 
to cope was to include the day-to-day trials of living with fibromyalgia in her touring stand-up show, Fibro my 
Arth!.“They say laughter is the best medicine and I definitely recommend laughter for any fibromyalgia suffer-
er,” says Carina. 
  
Venue: The Naval Club, (Near Rocket Flyover) 38 Bowring Park Rd, Liverpool L14 3NN  
Tel: 0151 280 5051 http://www.liverpoolnavalclub.co.uk/ 

Date: Thursday 28th June 2018 

Tickets £10 

Pay via PayPal to anneprit@tiscali.co.uk or email annefibro@gmail.com or buy at any of our monthly meetings      
Tel: Anne 07912 084 549 

 

https://webmail.tiscali.co.uk/cp/ps/Mail/ExternalURLProxy?d=tiscali.co.uk&u=anneprit&url=https://www.google.co.uk/search::cp::2915::cp::q::cp::61::cp::liverpool::cp::2895::cp::naval::cp::2895::cp::club::cp::2895::cp::phone::cp::38::cp::amp;sa::cp::61::cp::X::
https://webmail.tiscali.co.uk/cp/ps/Mail/ExternalURLProxy?d=tiscali.co.uk&u=anneprit&url=http://www.liverpoolnavalclub.co.uk/&urlHash=2.624354596086979E261
https://webmail.tiscali.co.uk/cp/ps/Mail/ExternalURLProxy?d=tiscali.co.uk&u=anneprit&url=https://www.google.co.uk/search::cp::2915::cp::q::cp::61::cp::liverpool::cp::2895::cp::naval::cp::2895::cp::club::cp::2895::cp::phone::cp::38::cp::amp;sa::cp::61::cp::X::
https://webmail.tiscali.co.uk/cp/ps/Mail/ExternalURLProxy?d=tiscali.co.uk&u=anneprit&url=http://www.liverpoolnavalclub.co.uk/&urlHash=2.624354596086979E261
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Awareness - Looking Back 
2016 was our first year getting in-

volved and we certainly made an im-

pact, with no less than 12 towns 

cities taking part in the Light up the 

Night events across the U.K it was the 

biggest response ever! 

The North-West certainly excelled 

with light ups in Blackpool, Lancaster, 

Manchester, Warrington, Glasgow, 

Ayr, Gateshead. 

Mayors of towns were certainly will-

ing to help, they just need to be 

asked.  

We had awareness advocates who 

were taking information to pass on.  

This is what Beverley Barnett had to 

say: 

“I have given out all ten of the            
Fibromyalgia is Real booklets. 3 doc-
tor surgeries, 2 dentists, 1 hairdress-
er, 2 libraries and 1 at a health advice 
centre called You+.  

Oh and 1 to my yoga instructor who 
was interested in learning more 
about FM. She is also a reiki master/

practitioner and works at Revital 
Health Shop. She is going ask if it’s 
possible to sell some booklets at the 
shop! And she has a friend who is a 
Reflexologist who thinks he may have 
FM. 
 
The 2 libraries I left booklets at both 
have Health Hubs and were happy to 
have one for reference only but 
asked if it was possible to have any 
more booklets and any other media 
such as booklets, posters etc”. 
 
We mailed out over 500 letters and 
booklets to GP’s (‘we’ is just 2 peo-
ple)!!  
 
 
 
 
 

2016 Our magazine was nominat-

ed for the National Diversity 

Awards.  Some of the comments 

we received. 

"Excellent support and awareness. 
Good strategies to help. " 
 
"As being newly diagnosed with fi-
bromyalgia I am finding the maga-
zines really helpful in understanding 
what's happening to me and my 
body. Also, the support group is 
amazing." 

 

https://www.facebook.com/bevsbusiness
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Awareness - Looking back 

There was an abseil, a country kickback event and a total of 12 Light up the Night events across the UK. 

Your mayor and MP’s want to be involved – you just have to ask 

 

Wear it, share it – spread the word.  T-shirts’, hoodies, ribbons, butterflies etc. 
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Butterfly Cakes 
By Wendy Taylor, Taylored Cakes 

There are 2 options given, the first option is to make from scratch and the second option is the quicker way, using 
less energy. 

Option 1: 
 
Ingredients 
7 oz Sugar (all recipes say caster sugar, it’s not necessary.  I use granulat-
ed sugar, branded names and caster sugar are expensive). 
7 oz Self Raising Flour 
7 oz Butter or Spread (softened) 
3 Medium Eggs 
1 capful Vanilla Essence 
1 tspn Baking Powder 
 
Method 
1. Pre heat oven to (150c) Mix on high speed for a few minutes.  I like 

to add a splash of milk to loosen it up. Mix should look a pale colour 
but if using butter it may be more yellow. 

2. Place cupcake papers in baking tray –  purple papers would be good for this occasion. 
3. Spoon in mix. 
4. Place in oven and bake for *20-25 mins until a golden colour.  Remove from oven and place on a cooling rack.   
*Oven temperatures vary as do the size of cupcake cases so watch carefully 
from 20 mins in. 
 
Buttercream 
250g Softened Butter cut into cubes. 
500g Icing Sugar 
Vanilla Essence – a few drops (optional). 
 
Method 
1. Place all ingredients into mixing bowl. 
2. Start slow and combine, scrape bowl sides down to base. 
3. Whisk on high until a pale cream colour. 
4. Fill a piping bag (Piping bags £1 a pack in Poundland or cheaply on 

ebay etc). 

5. Pipe in a circle moving inwards in one move if possible  or blob it on 
if not possible. 



Butterfly Cakes 

Decoration 
 
1. Use your food colouring of choice and mix in to some fondant until you get the 

shade you like. Or you can buy small packs of pre-coloured fondant icing in su-
permarkets. 

2. Roll out the fondant icing.  
3. Use a butterfly cutter and set aside at an angle to dry. 
4. Two hearts can join to make a butterfly if no cutters around. Dab a little water 

to join. 
5. Little white dots can be added to pretty them up, a body in middle etc. 
 

 
Option 2: 
 
Cakes - For those not able to do this part, all supermarkets sell pre-made even £1 
shop actually do some non-decorated. 
 
Buttercream 
Use a pre-pack buttercream such as Betty Crocker buttercream or supermarket 
own brands are cheaper.  
 
Feeling Adventurous? 
 
Place mix in a 7” baking tin and level to make flat.  Follow instructions for butter 
cream and icing as given above.  Decorate to your own creativity. 
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In it to win it!   

Enter our Blackpool Raffle 

All tickets £1 each.   

 

Comment on ‘Fibro Flare Raffle’ on Fa-

cebook and you will be allocated a 

number. 

 

The draw will take place live in Blackpool on 12th May 

1st prize - Amazon Dot 

2nd prize - £25 Fiddlers Elbow Grease Voucher 

3rd Prize - £20 Amazon Voucher 

4th Prize - Large Yankee Candle 

Online sales ends midday on Friday 11th may  

Tickets can be bought in person until 5.30pm on 12th May - draw will take place at 6pm 
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Check out our Online Store  
www.fibro-flare-shop.myshopwired.com/ 

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

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

Various sizes and colours available.  

http://www.fibro-flare-shop.myshopwired.com/
https://teespring.com/stores/fibro-flare-clothing-store


Fibromyalgia Health Coaches and               

Educators Could Fill a Vital Gap in Care 
By Ginevra Liptan, MD 

Dr Liptan is a doctor living with fibromyalgia.  With her medical knowledge and 
her understanding of fibromyalgia she is well placed to advise on methods that 
have proven beneficial to her and her fibromyalgia patients.  I find her to be 
‘open minded’ and think she talks a lot of common sense. 
 
There are several videos on you tube (https://www.youtube.com/watch?
v=I_1WsbnDNg8 ) 
 
I remember the first patient I diagnosed with diabetes. As I launched into my 
eager young doctor two-minute spiel about the importance of exercise and di-
et changes to manage diabetes, the patient stared back at me stunned, like a 
deer caught in headlights. I quickly realized she needed a lot more education 

on this subject than I had the time or expertise to offer. And since changing behaviours is really hard, she would also 
need advice, moral support, and encouragement.  
 
Thankfully, for the newly diagnosed diabetic there are nurse educators who do exactly that. I referred my patient to 
a diabetic nurse educator, and when she returned for a follow-up appointment, she was confident and already mak-
ing positive changes in her life. I was blown away by the difference that a few hours of education and coaching 
could make. Fibromyalgia desperately needs a similar model, where a person newly diagnosed would be automati-
cally referred to a fibromyalgia health educator. According to The American Pain Society guidelines, “patient educa-
tion is critical to optimal management of fibromyalgia.”  Currently, however, fibromyalgia education is left to the in-
dividual provider who has scant time and sometimes little knowledge about what to teach or how to teach it effec-
tively. Nearly half of all primary care doctors reported uncertainty diagnosing, treating, and managing patients with 
FM. http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3298044/ 
 

This is where a fibromyalgia health coach could fill a critical gap in the health care system, teaching clients how to 
exercise the right way, make dietary changes that can reduce pain, and how to best track symptoms to monitor 
treatment effectiveness. These are things that, when you are bogged down by fog, pain, and fatigue, are challenging 
to figure out on your own!  
 
And let's face it, since many doctors don't know how to manage fibromyalgia well, patients often have to advocate 
strongly for themselves. Fibromyalgia health coaches/educators could give up-to-date information on current re-
search and treatment options and help their clients navigate effectively through a confusing health care landscape 
and prepare for doctor appointments. This is especially vital for patients living in places where they just don’t have 
adequate medical resources or specialists. These educators wouldn’t even necessarily need to be nurses or health 
care professionals, they could simply be fibromyalgia patients or generally trained health coaches who have under-
gone specialized training. 
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https://www.youtube.com/watch?v=I_1WsbnDNg8
https://www.youtube.com/watch?v=I_1WsbnDNg8
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3298044/
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Health coaches Could Fill a Vital Gap in Care 

Locally, my patients are fortunate to have access to just 
such a person, Tami Stackelhouse who is an experienced 
and gifted fibromyalgia health coach. I have seen that pa-
tients working with her make progress on taming fibrom-
yalgia symptoms much faster. Because I can give the 
medical advice like suggesting someone avoid gluten or 
eat more protein or perform gentle exercise. But the hard 
part for all of us lies in actually executing those changes, 
and that’s where I think having a coach helps. Coaches 
also can provide some help to get the joy back in life, 
shifting your mindset even a little bit can result in a huge 
transformation. 
 
But there is only one Tami, so I was ecstatic to learn that 
she has founded the International Fibromyalgia Coaching 
Institute to train others to be fibromyalgia health coaches 
and educators. Training includes education on current fi-
bromyalgia science, medications, and treatment plans, 
and complementary and integrative therapies, along 
with: 
• Pacing and energy management 
• Fibromyalgia-specific nutrition and exercise plans 
• Gentle goal-setting and action planning 
• Stress management strategies 
• How to add more joy to your life 
• Self-care and coping techniques 
• Building a fibromyalgia Flare Survival Kit 
 
I asked Tami to explain more about the need for health 
coaches specifically trained in fibromyalgia, as opposed 
to generally trained health coaches: 
 
“The advice traditionally trained health coaches give 
makes sense for your average person who doesn’t have 
fibromyalgia—and it’s given with good intentions. But for 
those patients who have fibromyalgia, the information 
these coaches give can be overwhelming, feel impossible 
to implement, and can even do harm. Let me give you an 
example. Many health coaches might give advice such as 
avoiding pre-packaged foods. But when you are extra fa-
tigued, eating clean, organic food that requires a lot of 
shopping and preparation is a real challenge. Sometimes 
you have to find a middle ground between what is “ideal” 
and what is possible. Only a fibromyalgia-trained health 
coach has the expertise to help in that way.” 

Successful management of 
any chronic illness re-
quires a large component 
of education on self-
management skills. In an 
ideal world, every fibrom-
yalgia patient’s health 
care team would include a 
health coach/educator 
along with a medical pro-
fessional. Ideally these 

health coaches act as patient advocates, who can guide 
and teach other patients in self-care, what to ask their 
doctors, and to offer emotional support. 
 
I hope one day it will be as common for doctors to refer 
to a fibromyalgia health coach/educator as it is to refer to 
a diabetes nurse educator. Learn more about how to be 
trained as a fibromyalgia health coach at 
www.FibromyalgiaCoachingInstitute.com. 
Ginevra Liptan, MD is both a fibromyalgia patient and 
provider. She is a graduate of Tufts University School of 
Medicine and the medical director of The Frida Center for 
Fibromyalgia. Dr. Liptan is the author of The FibroManual: 
A Complete Fibromyalgia Treatment Guide for You . . . 
and Your Doctor (release date May 3, 2016) and she blogs 
at drliptan.com , is on Facebook.com/drliptan, and on 
twitter @drliptan. 
 
 
 

 

http://www.fibromyalgiacoachinginstitute.com/
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Why We Are Fundraising for Research 

By Beth Urmston 

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

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

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

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

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

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

cure! 

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

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

admin, nothing. 

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

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

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

 

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

 

https://fundrazr.com/campaigns/011gIe
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National Doughnut week 
National Doughnut Week has announced the dates for another huge week of fundraising in 2018 as 12th – 19th May. 
 
Why not make a batch and sell them to neighbours, friends, family work colleagues etc and donate the money to 
fibromyalgia to raise even more awareness? 
 

Oven Baked Doughnuts 
 
You will need: 
Mixing bowl 
Muffin Tray – greased well 
Mixer 
Pre-heat oven to 1800 
 
Ingredients: 
85ml Oil 
125ml Milk 
1 Large Egg 
½ Tsp Vanilla Essence 
200g Self Raising Flour 
100g Caster Sugar 
Jam or Apple Sauce 
 
100g Butter – melted 
Granulated Sugar to coat 
 
Method: 
1. Mix oil, milk, egg and vanilla essence together, add flour and 100g sugar, mix well. 
2. Pour batter mix into muffin tray, half way. 
3. Add jam or apple sauce 
4. Cover with more of the batter mix. 
5. Place in oven for approx. 20 mins or until golden. 
 
Remove from oven, when cool enough to touch brush with melted butter and roll in sugar – voila!! 
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Doctors 

By Kronically Kayt 

http://kronicallykayt.blogspot.co.uk 

Doctors........ It's so hard to get a good one. 
 
I had a great gastroenterologist when I was first diag-
nosed with Crohn's, Professor Gleeson, who unfortu-
nately retired about 2001. Since then I hadn’t met my 
new specialist only a series of minions of hers. Until this 
year 2017 and when I met her I cheekily said “It’s nice 
to put a face to the name”. Hehe 
 
However in 2012 when I was there the doctor asked if I 
was stressed or worried about anything and I men-
tioned that I was getting married the following year and 
was nervous about the day and my urgency issues. His 
answer to me a thirty odd year old woman was "Why 
don't you wear an adult nappy (diaper for any Ameri-
cans out there)". I was disgusted. Where was his empa-
thy or caring? I said nothing and got up and left. 
 
When it comes to my Fibromyalgia I met one lovely 
rheumatologist whose name escapes me right now, he 
was the one who told me I had Fibromyalgia. After that I 
saw a rheumatologist that spent the whole appoint-
ment turned with his back to me typing on his comput-
er. The next time I went I asked to see someone else 
and was sent to the rheumy nurse instead and the fol-
lowing time I saw someone else and she handed me a 
prescription for Lyrica and said we don't need to see 
you back here anymore. So yea so helpful. 
 
I then had a conversation with a girl I used to work with 
who had been diagnosed with Fibromyalgia but then 
she saw a different rheumy and got a different diagno-
ses and was doing much better. So my husband and I 
figured what the hell, its worth the money to find out 
(this doctor was private) lets get a second opinion. Love-
ly doctor but unfortunately after new tests my diagnosis 
was the same..... Fibromyalgia. 

Then there was my neurologists. After 4 years being on 
the waiting list in where I live in Ireland I was offered 
the opportunity to go private at the expense of the HSE 
(Irish Health Service).  Unfortunately this meant I had to 
go to Belfast for tests and to see my neuro…   hour 
round trip and then usually I had 4 minutes with him 
when I saw him but he was nice and he listened and ex-
plained everything. However after a year I was 
“discharged” from him and had to wait again (I wasn’t 
told this when I was offered the Belfast thing) but not 
quite so long. 18 plus months later I met my new neu-
rologist who started me on my fifth drug for migraines 
which isn’t working might I add. In fact it’s making 
things worse. 
 
 



Finally (for now as I get to see a Urologist soon) there is my GP, general practitioner for those who don’t know :) 
I will start with one time I was there my own doctor was apparently "not available" so I saw a locum doctor. All I 
needed was a prescription filled so I wasn't too worried and after waiting an hour in I walked to the office. 
Told her the problem that needed my Xanax .25mg prescription as well as a couple of the meds. She asked what it 
was for and I told her it was a new treatment for my fibromyalgia that I am trying. 
 
As soon as I mentioned fibromyalgia she seemed to change completely, her body language change and she looked 
me up and down and asked "Well who diagnosed you with Fibromyalgia" as if I had just decided myself I had it. I 
explained I'd seen not one but two separate rheumatologists who'd both diagnosed Fibromyalgia. Even after me 
explaining everything I was doing to avoid taking opiates, which actually have never worked for me, she still         
refused to write my prescription. 
 
I left the office and asked to speak to one of the receptionists quite angry at this stage and fighting angry tears. She 
was very helpful and told me my doctor was indeed there and I could come back in 45 minutes to see him. I did 
and then waited another hour to see him........ He did finally fill my prescription after a lot of "warnings" re the us-
age of Xanax but had no problem prescribing me various opiates, which never worked.... I have a love/hate rela-
tionship with him. He is an older man, was my grand dads doctor. 
 
On the one hand he is really good when it comes to my Crohn's stuff and seems to trust me to know how I am feel-
ing and if I need a short high dose of steroids to stop a flare getting a hold he’ll prescribe them. At the same time 
he was the doctor I was seeing for three years while my Crohn's got worse and went undiagnosed. 
However when it comes to my Fibromyalgia I feel like he looks at me like I am exaggerating or a hysterical woman. 
Tells me I should strive for "normality" when this is my new normal. 
 
That's not me giving in, it's be being realistic and changing my expectations of "normal". 
 
He doesn’t seem to understand that at all that you can be in that amount of pain and still function, to be frank 
somedays I wonder that myself. 
 
Id love to have a G.P. who listened to me and didn’t dismiss me so often.  
 
I’ve met more unhelpful doctors than helpful ones, much more and I think that is a absolute shame. People who 
are seeing any kind of specialist are clearly in need of help. So help! 
 
Kayt Dec2017 
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Drug free - help is at hand 
ActiPatch® is drug and ingredient-free so it is safe for continuous use and 
can be used while taking any other medication. Unlike a TENS machine, 
you will not feel heat or vibration. In fact, ActiPatch® is completely sensa-
tion free, so the only thing you are going to feel is better. 

ActiPatch® has helped over 100,000 UK chronic pain sufferers fight their 
pain!  Consumer survey data from more than 10,000 of these chronic pain 
sufferers shows the real-world benefit of a safe and effective over existing 
pain relief therapies. Try it yourself and look forward to reduced pain, 
better sleep and a better quality of life. 

The survey results have been published in the Pain Management Journal.  See links below for more details: 
 

http://www.bielcorp.com/actipatch-5000-chronic-pain-study-published-pain-management-medical-journal/ 
http://www.futuremedicine.com/doi/full/10.2217/PMT.15.35 
 

Chronic pain is a major unmet medical need that affects 20 to 40 % of the global population (more than diabe-
tes, heart disease and cancer combined.) The majority of chronic pain causes, 80 -85%, are musculoskeletal in 
nature. Despite using an average of 1.9 drugs for pain, 86% of the respondents reported that prior to using 
ActiPatch, they had pain levels of 8+ on a 11-point VAS scale- indicating severe unresolved pain. Pain was re-
duced an average of 57% for 65% of ActiPatch Therapy users who reported suffering from conditions such as 
osteoarthritis, rheumatoid arthritis, fibromyalgia, sports injuries, post-surgical pain, tendonitis, and neuropa-
thy. There were no side effects reported. 

A 3-month follow-up survey indicated 80% of ActiPatch users continued to purchase and use ActiPatch. The 
long-term effectiveness of ActiPatch therapy was confirmed by 93% of survey respondents reporting sustained 
pain relief, a distinct decrease in their medication use, and a significant improvement in their quality of life.  

Dr. Deepak Kotak, Executive VP of BioElectronics, a Fellow of the Royal College of Anaesthesiologists said 
“Musculoskeletal pain is an increasing problem with few appropriate, safe, drug solutions. ActiPatch is a safe, 
affordable, self-treatment for chronic pain.” 
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A GLOBAL CAMPAIGN FOR M.E. RIGHTS 

#MillionsMissing is a global campaign for ME health equality. 

Help us make noise this year by hosting a Visibility Action on May 12th 
2018! 

  

 

NEXT DAY OF ACTION 

 

MAY 12TH 2018 
Demand equality for people with Myalgic Encephalomyelitis  
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Supplements 
There are so many and it could cost a fortune to be able to take all those that would benefit us.  The best we can 
do is work out what our greatest needs are and focus on those.  For some it will be Vitamin D, for others magnesi-
um.  Yes, we can get many from the foods we eat on a daily basis and it is always worth looking at our diets – 
even a little readjustment here and there can make a difference.   
 
One thing we would like to make very clear is even though many are natural, organic, health supplements even 
these should be taken under extreme caution.  They can interact with other medications we take and certain 
health supplements should never be taken alongside certain prescribed medications, St John’s Wort and anti-
depressants being one example. 
Pharmacists are a great source of information and expertise.  It saves a trip to the doctor, a visit or a phone call to 
your local pharmacy will help you make the right decisions for you. 
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Fibro Parents 

So many times, we hear parents say: 
 
“I can’t be the mum/dad I want to be because of this condition”. 
“My kids lose out because I am not able to do things with them that other parents do” 
“I feel so guilty that my kids suffer too because of my illness” 
All these feelings add stress to our lives.  They are understandable; they are human but are they necessary? 
 
Should we feel guilty? 
 
Unless you invited chronic illness into your life then you are not guilty. We do 
not set out to hurt our children, or neglect to do things with them.  We do not 
create these problems; our illness is what is responsible. 
 

We should actually be very proud of what we do achieve with our chil-
dren.  It may not be what we would have planned or what other parents 
manage to do.  There are many healthy parents who don’t manage to do 
as many things as some chronic pain parents.  Therefore, we should nev-
er, ever compare ourselves. 
 
The best parents are those who want to do things with the children, who 
look for alternative ways of showing their children how much they are 
loved and how much we love to spend time with them, even if that is just 
sitting chatting, or listening to them ramble on about nonsense. 
 

 
Children love unconditionally, admittedly when their hormones kick in 
and the teenage years turn them into selfish little monsters 
(generalisation) it is difficult to believe that they even like us never mind 
still love us unconditionally. 
 
We are looking to you to share your experiences, how do you pace your-
self with children?  What do you do when you physically are unable to go 
out with them?  Many other chronically ill parents can benefit from your 
experience.   

 

 

Send us your tried and tested methods 
fibroflaremag1@outlook.com 

The definition of guilt is: 
‘The fact of having committed 
a specified or implied offence 

or crime.’ 

mailto:fibroflaremag1@outlook.com


Do You Know What I Know? 
By Tina Calder, Editor  

https://bammag.wordpress.com/ 

WHEN it comes to illnesses they’re pretty much 
straightforward…the person looks sick…and therefore is. 

 

But for many people, like me, this isn’t the case.  Our 
everyday lives are plagued by an illness that no one be-
lieves and worse, cannot be proven. 
 
We find ways to manage, one of which is to hide when 
we’re sick and cram a ton of activities into the days 
we’re feeling well.  

 

We have fibromyalgia.  Which the NHS describes below:   

 

 

On the outside people see vibrant, energetic and lively people full of beans. 
Of course, we are, when you see us we’re finally getting a chance to strike some stuff off that To Do List. 

 

But behind the smile, under the oversized clothing and inside our “comfy” shoes, lies pain, fatigue and exhaustion 
– all waiting to strike at the least appropriate time. 
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DO YOU KNOW WHAT I KNOW? 
I recently posted this piece below on social media in an 
attempt to explain something about my condition and 
how I felt.  Little did I know that a few words I typed in 
frustration, without really thinking about them, whilst 
feeling low would have had such a huge impact on peo-
ple. 

 

I’m a writer myself and so putting my name to words that 
were simply from the top of my head with no real profes-
sional thought behind them was hard.  What was harder 
was the worry that someone would read it and think that 
as a professional, I could not be trusted to be well enough 
to continue to work for them. 

 

I’m recently diagnosed (in the last few months) but I’ve 
suffered the symptoms of fibromyalgia and hypothyroid-
ism since I was a teenager.  Therefore, I now realise that 
people cannot judge me now because I’ve had a diagnosis 
recently for they’ve been doing business with me for 20 
years. 

 

I wonder though, will this piece from my heart help you 
to understand?  Or has it described the life you lead on a 
daily basis too? 

 

Do you know what I know?  

Do you know that feeling when you get a bruise and it be-
comes sore to touch – every slight wee knock drives you 
crazy? 

Do you know that feeling when you go to the gym for the 
first time in a long time and the next day it feels like every 
muscle in your body is throbbing sore? 
 
Do you know that feeling when you’ve been working      
really hard for a few days – maybe moving house for      
example – and all your joints feel like they need a good 
dose of WD40?  

 

Do you know that feeling you get when you’ve had a bit 
of sunburn and there’s a weird tingling going on in a cer-
tain part of your body? 

 

Do you know that feeling of being so tired that you are 
glued to your bed or sofa? 
 
Do you know that feeling of trying to stay awake so badly 
that the sockets of your eyes are burning like an intense 
fire? 
 
Do you know that feeling of being so exhausted that it 
feels like someone has dropped an imaginary ton of bricks 
on your body? 
 
Do you know that feeling of immobilisation when you 
have the flu that takes all of your inner strength and will-
power just to reach for the remote control? 
 
Do you know that feeling when you’re sick and you’re 
brain just won’t think straight? 
 
Do you know that feeling when you forget what you went 
into a room for? 
 
Do you know that feeling you get when you are so cold 
your hands and feet feel like they are going to fall off? 
 
I DO 

53 



54 

DO YOU KNOW WHAT I KNOW? 
I also know what it’s like to be addicted to adrenaline 
because it’s the only thing that gets you through the 
day. 
 
I also know what it’s like to have no memory of a lot of 
major events in your life. 
 
I also know what it’s like to forget simple words because 
your brain can’t find the file 

I also know what it’s like to have feet, hands and a face 
that blow up like balloons and become so sore you can 
hardly stand or hold a cup. 

 

I also know what it’s like to get paranoid convincing 
yourself that you must be mad. 
 
I also know what it’s like to be called lazy when it’s far 
from the truth. 
 
I also know what it’s like to have the people you love 
the most doubt you the most 
I also know what it’s like to be afraid to say when you 
are sore or tired or when your brain won’t work. 
 
I also know what it’s like to be unable to explain what 
it’s like to feel all those things at once, all the time and 
never get a break. 
 

I also know what it’s like to try and hide it all, blame 
yourself and cry alone when no one is there because 
you don’t want to be sick. 
 
I’m newly diagnosed with fibromyalgia, I have hypothy-
roidism and I am technically obese according to the 
medical professionals. 
 
I don’t want to be sick, I don’t want to be a victim, I 
don’t like complaining, I’m not lying, I’m not lazy…. 
 
If there was a cure I’d take it, if there was an off-switch 
I’d hit it, if there was a test to prove it I would take it 
every day… 
 
I don’t expect people to understand what I’ve been go-
ing through all these years, I just wish they had the de-
cency to believe me when I say “I’m sore and I’m tired 
and I can’t think straight”. 
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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 mat-
tress with your unique voucher code you will receive 
£30. The customer too will receive £30 off their order.    
 
The N:rem Affiliate Scheme will launch 8th August 
2016  
 
Add in this code at check out to get £30 off your order : 
 

FIBROFLARE 

Information on the N:rem Mattress  

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

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

where needed   

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

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

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

set ups 

• 2,000 springs for added comfort and bounce 

• Natural cotton cover aiding a cool night’s sleep 

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

Find out more information 
on the N:rem Mattress  

Copyright © 2016 Foam Comforts (Europe) Limited, All rights reserved.  
You are an N:rem Affiliate  
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Easy Fundraiser 

Do You Shop Online? 

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

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

 

 
 

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


NHS-Making a Complaint 

By Beth Urmston 

Making a Complaint 

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

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

Your NHS complaint: what to do first 

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

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

explain what you need to do. 

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

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

cess. 

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

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

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

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

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

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

Time limit for NHS complaints 

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

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

 

Patient Advice and Liaison Services (PALS) 

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

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

to patients, their families and their carers. 
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NHS Complaints Independent Advocacy Service 

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

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

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

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

provided in your area. 

 

Citizens Advice Bureau 

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

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

vice from the Citizens Advice Bureau. 

 

Other options for making a complaint 

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

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

ther NHS England or clinical commissioning groups (CCGs). 

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

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

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

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

about contacting the ombudsman. 

 

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

sion. 

 

For more information, see about NHS complaints. 

 

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

 

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

@disabledviewuk 

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

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

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

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

the Issues being experienced currently.  

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

• Independent Disability Commission 

• Positive Pathway Programme  

• National Support group for Disabled People, Caregivers and Advocates 

 

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

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

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

positive outcome on every case we have supported.   

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

As National Group DisabledViewUk is growing in membership every day.   

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

failings. We are requesting a reconsideration of policies involved.  

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

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

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

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

Care Agencies within the UK.  

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

mailto:disabledviewuk@yahoo.com
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Warm Home Discount Scheme 

 

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

people from the Warm Home Discount Scheme. 

 

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

income/warm-home-discount-scheme/ 
 

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

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

 

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

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

posed to. 

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

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

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

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

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

contact their own energy (electricity) supplier. 

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

 

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

payments and cold weather payments. 

 

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

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

port us: 

 

Fibro Family – You’re Not Alone –  

https://www.facebook.com/

groups/1645989475667771/ 

 

Fibro Support UK –  

https://www.facebook.com/

groups/818013851580139/ 

 

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

 

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

Folly Pogs Fibromyalgia Research 

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

index.html 

https://www.facebook.com/

FollyPogsFibroResearchUk/?fref=ts 

 

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

Juvenile Fibromyalgia Group –  

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

 

Trowbridge/Bath Fibro Coffee and Chat group 

bathfibrogroup@outlook.com 

Contact Julie 07952747682 

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

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

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

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

www.facebook.com/fibromeetup 

 

 

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

Kronically Kayt 

http://kronicallykayt.blogspot.co.uk 

Maégan Boyle -  

https://aeganswrittenword.wordpress.com 

Barbara McLullich  
https://backpainbloguk.com/ 

 
 
 
 

Groups 

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

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

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

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

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

Services are dealt with as such. 

 

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

most of every penny we do receive. 

 

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

be happy to guide you through the process. 

 

Our PayPal account is fibroflaremag1@outlook.com 

 
Remember to use Goods/Services when making payments. 

mailto:fibroflaremag1@outlook.com


Disclaimer 
  

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

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