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Page one - The Mindfulness Meditation Minefield

by Madeleine Sara

Have you ever tried Mindfulness
Meditation? Those of us
with Fibromyalgia know only
too well how chronic stress
develops. We are told to do Yoga, Tai Chi or Meditation,
as a way of rebalancing our mental wellbeing. Maybe
you've checked out a book from the Library, downloaded
an App or even bought an audio book? Then the reality
sets in. Those negative voices in your head, shout louder
than the meditative voice to which you are supposed to
be listening:

* It's not going to work!

« I'm a doer. | just can't sit still and do nothing!
+ My mind is too busy to train!

+ | thought this was supposed to be easy!

+ | don't have time to spend listening to this voice
droning on.

+ It's not going to take away what’s actually making
me stressed and unhappy!

+ | still feel stressed out, so it can’t be working!
* How dare this charlatan presume to direct my thinking!

Does all this sound familiar?

Many people grow frustrated with mindfulness, because
not only are they so used to focusing on EXPECTATIONS,
but they are afraid that it won't work, so their
subconscious steps in to sabotage the whole process.
Their minds are so unused to just being still, that the
impatience and frustration jangles and rages against the
quieter voices of their Meditation Guru.

Mindfulness is about switching off your brain to
something neutral for just ten minutes or so, in order
that those unhelpful thought-processes that are stuck
on a loop; like a scratched record jumping over the
same, relentless soundtrack, can be stilled.

Mindfulness is not about evaluating past memories or
resolving present and future concerns. If you do find that
any painful, past memories begin to resurface as a result,
then | would strongly advise you to see a counsellor
to help you come to terms with them. For some, the
ANGER that Mindfulness is not the cure-all they had
anticipated, burns a hole in their attempts to make it
work, thus proving, in their minds, that they were right;
it is just a load of hokum! Again, if this is you, perhaps a
course of Cognitive Behaviour Therapy and counselling
might be helpful.

Stresses and worries are like an insect bite. If you
keep on scratching the bite, it will continue to irritate,
get worse and make you miserable. Meditation is the
soothing ointment. When you keep washing it off with

The Mindfulness Meditation Minefield

negative expectations, impatience and frustration, before
it's had a chance to work, then it cannot begin to make
a difference to your stress levels and mental wellbeing.

Finding the right meditation guru/ exercises for you, is
also important. My first encounter with meditation was
at the end of an unsatisfactory yoga session. | realise that
the yoga positions were incompatible with my personal,
physical difficulties. As the tutor went through the wind-
down exercise, it was clear that she was distracted by
the noises outside the window and not focused on us,
which was distracting and unrestful. | decided Yoga was
not for me.

Later, | downloaded some free Mindfulness tracks from
the Internet, but the voice was a jarring, twang that
did not induce restfulness and peace. The Headspace
App[1] made a lot of sense, but it still wasn't quite right
for my needs. However, the Williams and Penman book
with audio CD [2] was a revelation. Williams’ voice has
a mellow, soothing quality, (like the Bagpuss narrator,
Oliver Postgate) and there are 7 different Mindfulness
Meditations from which to choose. Happy by Fearne
Cotton [3] is also a worthwhile read.

However, having decided to persevere with Mindfulness,
then the next set of barriers present themselves:
« | don’t think I'm doing it right!
Don't worry. The more you do it the more familiar
and comfortable you should become with it.
« When I'm asked to focus on my breathing and
breathe naturally, | find | can’t!
If you find focusing on breathing a problem,
remember to just breathe-in for four counts
and breathe-out for six counts or longer.
(Vagus Toning Technique)
+ The voices in my head still keep intruding!
It will get better the more familiar and comfortable
you become with the technique.
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It is worth noting that Mindfulness can work for children
with ADHD [4], so it stands to reason it should be
able to work for anyone, willing to give it a chance.
However, if all of this fails to inspire, there are some
great alternatives to try:

1. Go for a walk and take in all the sounds or smells you
come across without trying to identify, label, judge or
interpret them. Just enjoy hearing them.

2.Do an absorbing chore / craft in which you solely
focus on the job, the materials you are using and not
thinking about your stresses and worries.

3.Go to a 90 minute singing class a week, or put on
your favourite music and sing along for an hour a
week. Singing helps cardiovascular/ brain health and
happiness.

4.1f you can find a view where you can just sit quietly
and watch a field of sheep taking a step, lowering their
heads, nibbling grass, lifting their heads, taking another
step, bending their heads, nibbling grass...; it's one of
the most tranquil, mindful pastimes my husband and |
have enjoyed.

5.Learn a poem and recite it to yourself all the way
through, three times. | always say The Lord’s Prayer
before | sleep. If I'm particularly frazzled | may say it
over again. | don't worry that my sleepy brain might
get it wrong. | know The Lord won't mind. Alternatively,
saying your poem should work just as well.

6. Imagine you are drawing out a glowing energy from
the sun/moon, through the top of your head. Imagine
drawing it down though your head and face, down into
your neck and shoulders and slowly down through each
part of your body, picturing it all the while, until it reaches
your feet. Then imagine releasing it in an effervescent
burst into the ground. Do this twice more and see if that
doesn'’t relax you.

7. Laughter is regarded as contagious. It boosts people’s
health, communication, positive thinking and creativity.
Laughter Therapy sessions may seem ridiculous, but
they could give you the lift you need and help you
understand how you, personally, process life, so that
you can better relax and cope with challenges.

The 1960's adaptation of John Wyndam’s Novel, ‘The
Midwich Cuckoos’ [5], comes to mind, where George
Sanders’ character must think only of a brick wall in
order that the mind-reading, alien
children, cannot discover what he
has planned. As in meditation, you
are switching off your mind, for just
a short space of time, so that the
heckling intruders cannot badger
you.

So, why not GIVE YOUR BRAIN A
MENTAL VACATION ?

Madeleine Sara is a freelance writer with a
degree in Psychology and a postgraduate
RCSLT qualification. As a retired, Paediatric
Therapist, she likes to apply her experience
and knowledge to every challenge she
encounters.

RECOMMENDED READING/ REFERENCES:

[1] https://www.headspace.com/headspace-
meditation-app

[2] Mindfulness a Practical Guide to Finding Peace
in a Frantic World by Mark Williams and Danny
Penman. (2011 Piatkus)

[3] Happy: Finding Joy in Every Day and Letting Go
by Fearne Cotton; Orion Publishing Group; 2017

[4] The Doctor Who Gave Up Drugs. Dr Chris van
Tulleken’s patience is tested when he joins a group
of hyperactive children on ADHD medication as they
try meditation as an alternative treatment. However,
six weeks on, the results speak for themselves.
[BBC 17 May 2018 https://www.bbc.co.uk/
programmes/p067g6I1]

[5] The Village of the Damned, the 1960 film
adaptation of John Wyndam’s novel, The Midwich
Cuckoos.

The
Fibromyalgia
Exercise Guide

by David Jenkin

The guide is designed to
teach people how to be active
managers of their health
in relation to living
with Fibromyalgia.

£16.95 including post and
packing to a UK postcode.

To order ring

01202 259155
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Page three - Are you ‘wallowing’ in pain?

by Nikki Albert

“One of the most powerful
Strategies we have seen
in treating pain is when
we don't allow patients
to discuss their pain with
anyone — expect with medical providers. People
can become so wrapped up in their pain that
they lose themselves in it. They become their
pain. | had no idea how much time patients spent
discussing their pain until | asked them not to.
For some, it felt like | had just dumped a bucket
of ice water over their head. They'll say, “I feel
shallow and phony by not sharing what is really
going on with me.” That is a sure sign that he or
she has become their pain. We have witnessed
several things occur when people successfully
stop discussing their pain. The pain may not
immediately abate, but they feel lighter”.

Now | do not wallow in pain. | ruminate. And maybe that
is just semantics. But communication about our pain is
necessary. So | do not understand this don't talk about
it at all thing.

When pain is high...

| know when | am in high levels of pain... those peak
levels where you are utterly non-function... | cannot
get enough distance from the experience. It is about
getting through. And distraction is impossible. So you
are immersed in the experience and it impossible not to
think about how horrible it is.

And when | was immersed in my depression | would
think myself into a sinkhole of despair when it came to
thinking about pain. It compounded the pain experience
so severely that | suffered more mentally and emotionally.
Thinking, then, became dangerous. Again, | had no real
distance from the pain experience to get perspective on

Are you ‘wallowing’ in pain?

it because the pain was unmanaged and the depression
wasn'’t treated.

When pain is moderate...

When our pain is moderate, or baseline average for
ourselves, we engage in a lot more coping strategies.
Such as distraction. Put your mind on something else so
you do not focus so intently on the pain.

And | think of this experience: There were times when
| would be in a support group for people who also had
fiboromyalgia or chronic migraine where it was detrimental
for me. People, like me and so many others, have difficult
times with pain management and treatment. We can be
discouraged. We can be hopeless. And when | spent
a lot of time with people who were as frustrated, as
hopeless, as me it was difficult to distance myself from
my own suffering. So | do limit that now.

However, do we ‘wallow’ in pain on a more
everyday level?

When pain is more managed for portions of the day
we have our ways of coping. And this includes proper
self-care and rest to manage the intensity of the pain.
Distraction so we do not get too immersed in the pain.
Because thinking about it always seems to make it
darker and deeper.

But, man, well, pain is demanding. It is constantly
insisting you pay attention to it. and we are constantly
finding ways to cope with it insisting we focus on it.
Not to mention the problems it creates with focus and
concentration. And the mental and emotional suffering it
causes. | can ruminate on this. | can catastrophize this. |
have a difficult time thinking about even the future with
chronic pain. The present is hard enough to cope with
without thinking about endless pain.

Maybe we give to much time for it. Maybe if we talk
about it a lot we focus on the reality of it more.

However, | do complain when it is severe. | can't help
it. | feel like | need it to be acknowledged. | need others
to understand that day is a real struggle. And there is
nothing wrong about that. Saying ‘Hey, this is a bad day.
| cannot function.’

And in this, we have the idea of how much of our
attention and focus is allocated to discussing or thinking
or complaining about the pain experience.

But | have found it is healthy to only give a certain
amount of time to think about illness and chronic pain.
To not give it too much space in your head. To not
consume too much of our thoughts.
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There is a distinction between coping and
wallowing

When | ruminate about pain | can really sink into the
horrific reality of it. About how hard it is to function. About
how hard it is to do anything. How it is just endless.
And my worries over the future. And sometimes pain
swallows us whole and we are incapable of thinking
about anything else. It can consume. And even when it
is our baseline pain it is extremely hard to think through
and function. Thinking about it happens. Like just thinking
about how hard it is going to be getting through that day
of work. Or the next day of work when you are in too
much pain to sleep.

When | cope with chronic pain | acknowledge the pain.
It is there. And | have to deal with that reality. | have
to adjust accordingly. Severe high pain is complete
rest mode. And every other day is based on intensity.
| consciously pace my activities. | am careful with my
time and energy. | rest when | need to | respond to every
migraine with a strategy (Ice, migraine balm, meditation,
maybe medication that day, or maybe it is a non-triptan
day).

And my level of functionality adjusts to the level of pain.
| do try to engage in things that | use for distractions;
writing, blogging or reading. All sorts of things.

Fact is, we are aware of pain all the time

We are aware of it. And that is how we
adjust to it.

| do not honestly know if verbalizing our experience
frequently causes that distance we try to keep from the
experience to be narrower. If it makes us dwell on it. Or
ruminate more. Maybe it does. And maybe that does
mean we need some sort of journal to just complain in
once a day. To get those frustrations out that we always
have. | don't know. But | don'’t think complaining about it
when it is severe is a problem. | am stuck in a four-day
migraine right now. Today the intensity has gone down.
But day one was severe. Day two was epic pain levels.
| was laid flat out by it. | made the entire house as dark
and quiet as humanly possible. | did everything | could
to manage the pain. Nothing touched it. | just lay on the
couch all day, enduring it. Telling my spouse about it
makes him understand | am not functioning. It enables
him to understand what | am doing to get through it as
necessary. No light. Quiet. When pain is that high up
there my management of it alters to ‘just get through it’
mode. And making others aware of that mode means
they are less inclined to turn on a light or make a lot
of noise. And they know activities just are not going to
happen. Plans not achieved. No accomplishments or
productivity possible.

So maybe informing is a good idea. Maybe not
complaining, or wallowing as the article suggests, but
informing. My psychologist had told me my stoic nature
didn’t help my spouse understand where my limits were
that day. And that | had to communicate more. | am very
into suffering silently apparently. There is still a part of
us that wants people to comprehend the depth of the
experience. | like the idea of a complaint journal, for like
mid-day, and then my gratitude journal in the evening.
So yeah, | don't want to wallow in it. But the reality
is that sometimes it does consume us due to its very
nature.

Check out my blog
https://brainlessblogger.net

Are you interested in
contributing to research into
fibromyalgia?

Zoe Gotts and Morag Ritchie, Clinical Psychology
Doctorate students at Newcastle University
would welcome your participation. There is
some understanding in psychology of the factors
that can influence peoples’ experience of pain
in fiboromyalgia, but we think our understanding
could be much better. This study is for anyone
over the age of 18, and if you have a partner,
they can also participate.

We are looking at how relationship styles affect
the pain associated with fibromyalgia, the
emotional impact of fibromyalgia, and some of
the earlier life experiences that may be more
common in those with fibromyalgia. This is an
online questionnaire based study that should
take no more than 30 minutes to complete.
There is the option to enter a prize draw to win
a £25 Amazon voucher on completion.

For more information and to take part, please
click on the link: http://nclpsych.eu.qualtrics.

com/jfe/form/SV_08GMGkeThb4C8PkN
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surviving the Christmas Holidays

By Karen Lee Richards

Does the thought of another holiday season fill you with
joyful anticipation or overwhelm you with fear and dread?
The average person considers the holidays at least
somewhat stressful. For people with fibromyalgia, who
are already struggling to cope with daily life in general,
the added demands and stresses of the holidays can
trigger a flare of fibromyalgia symptoms. While you may
not be able to totally avoid all stress, you can reduce
your stress level significantly by giving yourself a G.LFT.

G - Guilt Must Go

Guilt is born when you fail to live up to your own
expectations for yourself. Year after year you are
bombarded with a “magical mythical model” of the idyllic
holiday scene - complete with family, friends, food and
festivities, encompassed in a spirit of peace and goodwill
for all. If this is the holiday image you are trying to
achieve, it is time for a reality check. The fact is, you have
a chronic pain illness, which limits what and how much
you can do. It's time to stop blaming yourself because
you can't provide the elaborate holiday festivities you
once did or because you can't do everything you think
your family expects you to do. It's time to remember
what the holidays are really about - expressing your love
and thankfulness for family and friends. There are many
ways to express those feelings without damaging your
body in the process.

Decide right now that you will refuse to accept any
feelings of guilt because of what you cannot do. Instead,
focus your attention on what you can do. Then gather
that old guilt up into a big ball, kick it out, and lock the
door behind it!

| - Importance Rules

Do not let the holiday season descend upon you like
a heavy weight. Decide which aspects of the holidays
are most important to you and your immediate family.
Focus on accomplishing the most important things and
let everything else go. (If spending quality time together
visiting is more important than a huge home-cooked
meal, have your holiday dinner at a restaurant so you
can relax and enjoy each other's company.)

Once you have decided what is most important to you
for the holidays, share this with your immediate family.
Then ask each family member what is most important
to them (an elaborately decorated house, lots of baked
goodies on hand, a big home-cooked dinner, visiting
with other relatives, etc.). Family traditions are important
but, just as families grow and change, some traditions
may have to change as well. Hold on to the traditions
and rituals that are most important to your family, but
understand that it may be time for some traditions to

change. Work together to come up with a compromise
that everyone can live with. Ask each person in the
family to take responsibility for some part of the holiday
plans. Knowing ahead of time what the priorities and
plans are will avoid disappointment and hurt feelings
later.

F - Family Matters

During the holiday season, extended families come
together, often travelling great distances. While it may
be wonderful to visit with relatives not often seen, you
need to plan ahead to avoid being physically drained
by what should be an enjoyable experience. Whether
they come to your home or you go to theirs, talk to
them ahead of time and explain that you have a chronic
illness, which limits your activity and requires you to rest
at regular intervals. Then, when you decline an invitation
to go sightseeing or politely excuse yourself to go take a
nap, you do not have to explain or feel guilty.

Keep in mind that your first responsibility is to yourself
and your immediate family. If you are not feeling up to
a large family gathering this year, simply explain that, as
much as you would love to see everyone, your health
will not allow you to participate this year.

Good communication with your family is a key to a
happy holiday season. However, sometimes when we
are not feeling well our attempts at communication may
sound more like whining or complaining. Try to speak
in a calm, logical, factual manner as you make plans or
explain your limitations to family and friends. Be aware
that some people may not understand at first but, if you
calmly stand your ground, most will eventually come
around.
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T - Think ahead

A large portion of holiday stress comes from the last-
minute rush to get everything done. Begin to plan your
holiday season at least two months in advance. Put
your plans on paper so that they are not lost in an
unexpected attack of “fibro-fog.” Make a gift list, write
out menus and formulate a “to do” agenda. The next
step is to simplify and delegate. Look at each item on
your list and ask yourself, “Is this really important to me
and/or my family?” If not, take it off the list. If it meets
the importance criteria, ask, “Can someone else do this
for me?” If so, delegate it. If not, your final question
should be, “What is the easiest way to accomplish this?”
Sometimes we make things harder on ourselves than
they have to be simply because we don't take time to
figure out whether there is an easier way.

Once you have fine-tuned your list, look at the remaining
items and try to accomplish at least a portion of your
plan each week. Accept the fact that you will have some
bad days. Allow yourself extra time in your schedule
so that one or two bad days will not ruin your entire
holiday season. By not waiting until the last minute to
do everything, you might just have enough energy left
over to actually enjoy the holidays.

Give yourself a G.LET. this year and have a happier,
healthier holiday season!

Six Tips to reduce holiday stress

1) Avoid the stress and exhaustion of holiday shopping
by ordering your gifts from catalogues and online. An
added benefit is that out-of-town gifts can be sent
directly to the recipients, saving you the hassle of finding
a box, packaging the gifts and waiting in line at the post
office.

2) Use gift bags instead of traditional wrapping. (Dollar-
type stores, catalogues and TV shopping channels often
offer low-cost assortments of gift bags.)

3) Each year, between busy schedules and increased
postage costs, fewer and fewer people send holiday
cards. If you still feel you must send some cards, be
selective. Only send them to close friends and family
whom you seldom see.

4) When everyone is coming to your house for dinner,
ask each one to bring one or two dishes, leaving yourself
only one or two simple items to prepare.

5) If you are going out of town to visit relatives for the
holidays, consider staying at a hotel for at least part of
the time. Having a separate haven will reduce your
stress by giving you a sense of control over your own
space and activities for at least a portion of each day.

6) If the demands of your extended family are more than
you can handle each year, consider making an annual
holiday vacation a new family tradition. (Try a chalet in
the mountains, or a warm beach.) This can be a special
bonding time for you and your immediate family. You will
not feel compelled to cook, and you will probably reduce
the size of your gift list because everything will have to
fit in a car or on a plane.

At the time of writing Karen Lee Richards was Vice
President of the National Fibromyalgia Association
and Executive Editor of its magazine, Fibromyalgia
AWARE.

I SEE YOU'RE STOCKING UP ON
MEDICATION TOO, IN CASE THERE
ARE ANY PROBLEMS WITH THE
BREXIT DEAL.

NO, T USUALLY HAVE
TO GET THIS MUCH
EVERY MONTH.

BRENDAN KEELEY
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Immune System May Play Role in Fibromyalgia,

Study Suggests

https://fiboromyalgianewstoday.com/

Through a new genetic analysis, researchers have found
evidence suggesting the involvement of the immune
system in fibromyalgia (FM), a study reports.

Inherited mutations in genes that provide instructions
for the production of three immune molecules — called
CCL11, CCL4 and MEFV — impact the immune system
and may be associated with the risk of fibromyalgia,
according to the researchers.

The study, “SNPs in inflammatory genes CCL11, CCL4 and
MEFV in a fibromyalgia family study,” was published in
the journal Plos One.

https://journals.plos.org/plosone/article?id=10.1371/
journal.pone.0198625

Previous family studies have suggested a genetic
component linked to fibromyalgia, with several pieces
of evidence pointing to a role for genes involved in
inflammatory pathways.

In another study, researchers found that the levels of
several inflammatory chemokines - proteins secreted by
cells - were elevated in fibromyalgia.

Among these were the chemokines CCL11 and CCL4,
located in a chemokine gene cluster in chromosome
17 which is associated with immune-related disorders,
including atopic dermatitis and inflammatory bowel
disease (IBD).

Researchersinthis study performed a sequencing analysis
of the chemokine gene cluster identified in chromosome
17 in 100 fibromyalgia patients. Their DNA was extracted
from blood immune cells, called lymphocytes, or saliva.
The same analysis was performed in the DNA from
unrelated, gender and age- matched individuals used
as controls.

Researchers focused their analysis on single nucleotide
polymorphisms, or SNPs, which are variations of single
nucleotides - the building blocks of the DNA sequence.

The analysis first revealed a total of 4,332 SNPs, but to
shorten this list, the researchers proceeded to analyse
those occurring in at least 10% of the 100 fibromyalgia
patients. A total of 413 SNPs met this criteria.

“Based on the hypothesis that FM has an immune
component, we further selected only those SNPs found
in the chromosome 17 cluster of 18 chemokine genes,”
the researchers wrote.

They identified only four SNPs in four chemokine genes
- CCL11, CCL8, CCL23 and CCL4 - which were further
studied.

They analysed the transmission of the four SNPs from
parents to fibromyalgia patients, and only one of them
in the CCL11 gene, called rs1129844, was significant,
meaning it was associated with a risk of the disease.
Among a group of 220 fibromyalgia patients, researchers
identified 36.8% who had at least one copy of this SNP.

Researchers performed further analysis to understand
the effects of this variant, and found it affected the
normal production of the CCL11 protein. They noted,
however, that the levels of CCL11 protein are statistically
higher in most of fibromyalgia patients.

“While the elevated expression of CCL11 is a common
event, the inability to generate a robust CCL11 response
predisposes up to 36% of patients with a higher
likelihood of FM,” they wrote.

They currently have no explanation for this phenomenon
but argue that although further studies are necessary
to validate these findings, this SNP may be used as a
marker of fibromyalgia risk.

“This study provides evidence that rs1129844 in CCL11
may be a useful marker for FM and that the high
frequency of this SNP in FM patients (36.8%) argues for
an underlying immune connection,” they said.

The levels of another chemokine, CCL4, were also
decreased in the SNP variant of CCL1 compared with
controls, suggesting a possible relationship between
the two chemokines and their variants, and that both
chemokines are involved in fibromyalgia.

Moreover, researchers found several variants in the
MEFV gene, which provides instructions for a protein
called pyrin, with a significant transmission bias. This
protein’s function is still not fully understood, but
research suggests it is likely to help keep inflammation
under control, which provides another link supporting
the role of the immune system in fibromyalgia.

“Considering that activation of the immune system is
often associated with neurological systems such as
pain, the involvement of the immune system in FM
does not rule out the prevailing hypothesis that FM is
predominantly a pain syndrome,” the researchers wrote.

“With this in mind, further studies on larger number of
patients may help to validate the link between pain and
the immune system in FM,” the study concluded.

https://fibromyalgianewstoday.com/
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