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3. Introduction
Dear readers,
In this 14th issue of the MEGC you’ll find some of the ME-news
from the past two months, as the British PACE-trial from 2011, the follow-up study
this fall, its bright representation and the protests on it from all quarters.
We decided to publish shortened or short articles from now on, because the size
of the magazine started to get out of hand. Hopefully it is this way more
manageable for you all. We would like to hear your response. As usual you can
navigate to every article by clicking on the link in the table of contents.
There was some good skype-consultation between Jen Brea (#MEAction) and
the editors and we hope to start closely collaborating together. Therefore you’ll
find information by and about #MEAction in every following issue.
Attention is paid to Karina Hansen, who is unwanted admitted since February
2011, first in the Neurocentre in Hammel, and for some time now in a housing for
sufferers to brain damage. Because Karina is hermetically isolated from the
world, there is some time needed to come to a good and effective strategy trying
to get her home. However there was already donated by you to the fund
Save4Children, which will focus on her case for now. Please accept our sincerest
thanks, and continue to do so.
There is also an update on the Dutch Citizen Initiative. In our opinion there
cannot be paid enough attention to it, also in other parts of the world, because it
could become another crowbar in the recognition of ME.
Finally, we wish you an as calm as possible time with joyful moments, in what all
around the world are called feast-days, and a better 2016.
The next MEGC will appear around February 20th, 2016. Please sent contributions
before February 10th via contribute@let-me.be. You can always deliver copy via
our wall http://www.facebook.com/groups/TheMEGlobalChronicle/
It is your magazine.

The editors
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4. Grassroot
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Cartoon Djanko
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Forgotten Plague
It's Official. DVD Pre-Sales are now LIVE!
Ever since we started this journey, we've heard
from thousands of you. Every week we heard stories
from our community. There were patients who'd
been sidelined in life, of people who felt
misunderstood, forgotten.
And it's impossible to hear that message and not decide to give everything you
have to change that reality, to devote all of your skills and all of your soul toward
righting this injustice. We fought for you for two years, every single day, travelled
the nation, risked our livelihoods, to bring this piece of art into the world. And now
it's here.
You can have your very own DVD copy of Forgotten Plague
(http://bit.ly/1QAbuom), the film that tells the great under-reported medical story
of our time. Better yet, with the Advocate Pack you can have five. With the Super
Advocate Pack you can have ten. Ten copies of Forgotten Plague that you can
distribute to friends, family, physicians, and public policymakers.
The winds of change have been blowing mightily. The disease has appeared in
articles in The Huffington Post, The Atlantic, BBC, Fox News, Slate, Oprah, The
Washington Post, and many other publications in recent weeks. Investigative
journalism from crusaders like David Tuller has dealt a might blow to the hated
PACE Trial. The National Institutes of Health has unveiled a new positive direction
for ME/CFS research that acknowledges its severity as a neurological disease.
And now Forgotten Plague is here. We can keep the bold new momentum of our
community growing ever stronger. We're living at an unprecedented time in the
history of ME/CFS. We have the ability to truly change the conversation once and
for all.
Reserve Your FORGOTTEN PLAGUE DVD Today!
http://bit.ly/1RdQbul
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Some Flaws In The PACE Trial
“The PACE authors should have reduced the kind of blatant methodological lapses
that can impugn the credibility of the research, such as having overlapping
recovery and entry/disability criteria.”
Prof. Leonard Jason

The study included a bizarre paradox: participants’ baseline scores for the two
primary outcomes of physical function and fatigue could qualify them
simultaneously as disabled enough to get into the trial but already “recovered” on
those indicators–even before any treatment. In fact, 13 percent of the study
sample was already “recovered” on one of these two measures at the start of the
study.
David Tuller

“To let participants know that interventions have been selected by a government
committee ‘based on the best available evidence’ strikes me as the height of
clinical trial amateurism.”
Dr. Bruce Levin

In the middle of the study, the PACE team published a newsletter for participants
that.. also included an article informing participants that the two interventions
…..
graded exercise therapy and cognitive behavior therapy, had been
recommended as treatments by a U.K. government committee “based on the best
available evidence.” The newsletter article did not mention that a key PACE
investigator was also serving on the U.K. government committee that endorsed
the PACE therapies.
David Tuller

Taken from TRIAL BY ERROR:
The Troubling Case of the PACE Chronic Fatigue Syndrome Study
by David Tuller,
DrPH, http://www.virology.ws/2015/10/23/trial-by-error-iii/
As published on http://www.cfstreatmentguide.com/blog
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First See, Then Believe
The myalgic encephalomyelitis/chronic fatigue syndrome
(ME/CFS) community has welcomed and applauded the
National Institutes of Health (NIH) News Release
(http://1.usa.gov/1XDDo5j) announcing a strengthening of
efforts by the NIH to advance research for the disease.
The overwhelming feeling is that the promises outlined in
the announcement ushers a new era of hope for the long
suffering ME/CFS patients. NIH Director Francis S. Collins,
M.D., PhD. assures: “I am hopeful that renewed research focus will lead us
toward identifying the cause of this perplexing and debilitating disease so that
new prevention and treatment strategies can be developed.” Collins says about
CFS “it’s a very heterogeneous collection of individuals”. “They can’t get out of
bed...exertion makes it worse.” He promises to bring new technology to study
this mysterious disease.
This announcement has prompted patient groups and advocates to sign a letter
(http://bit.ly/1XJ52kF) of thanks and a show of eagerness to work along with the
Director of NIH. We believe that applauding this announcement is premature. It
is important to remember the history and context in which this promissory note
presents itself.
For the past 30 years HHS/NIH has given us many empty promises. HHS spent
decades trying to bury the disease of Myalgic Encephalomyelitis (ME) [for recent
examples: read the original blog on http://www.meadvocacy.org/blog ed.].
All this dismissal, malfeasance and neglect of the patient/advocate community has
eroded whatever little trust advocates and patients had for HHS and those
employees who up until now have been responsible for creating policy for the
health and welfare of the ME/CFS patients.
[Note of the editors: next in the blog a number of very poignant questions are
being asked]
The most important question remaining is: Which disease is the government
talking about? Is it Chronic Fatigue Syndrome or Myalgic Encephalomyelitis?
The IOM report makes a distinction between CFS and ME. They state that
they are not the same. Dr. Francis Collins as well, talks about ME being
different. Yet, none of them have defined it nor selected criteria for it.
The new US ICD-10 CM medical coding has separate coding for CFS and ME.
Myalgic Encephalomyelitis is coded under Neurological diseases.
CFSAC,
at
their
August
2015
meeting,
recommended
(http://1.usa.gov/1KvOwfJ) the use of the ME ICD code along with the IOM
criteria that includes CFSAC updates. It is 4 months since that meeting and
we have not received any response from HHS to this recommendation as
well as the other 14 CFSAC recommendations.
10 Back to Table Of Contents

We at http://MEadvocacy.org have made our mission known from the start. We
represent patients suffering from Myalgic Encephalomyelitis using ME
criteria - CCC or ICC. We withhold our applause until the above questions get
resolved and we see real concrete action by HHS.

Gaby Klein
Source: http://www.meadvocacy.org/blog
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A Bit Of An Arse
Hello! My name’s Barnaby Eaton-Jones, but that’s my problem.
I’ve had M.E. since 1991, so that means I’ve been unwell for longer than I’ve been
well. This, as you may imagine, is described by me as ‘a bit of an arse’. Which is
somewhat of an understatement.
So, picture the scene – a young, lithe, handsome man, with
the intellect of a Greek philosopher and the physique of a
Greek God. Then, look just behind him and there’s me pulling
faces behind his back. Yes, I don’t think I took anything
seriously until this nasty illness grabbed me by the lapels and
pinned me up against a wall, like a school bully. I had just
finished my GCSE’s and was excited at the prospect of Sixth
Form (no uniform, woo-hoo!) and A-levels. By 1992, when I
sat my exams, I was lethargic, suffering from severe anxiety
brought on by not knowing why I was so run down, and had
gone from being an energetic Tigger to a shuffling Eeyore. It
was all a big Pooh. If you’ll pardon the analogy.
My Mum remembers the moment when she realised quite how unwell I was, when
she argued that my 17-year old self should pull myself together a bit and get to
the bus-stop and catch my morning bus to my Saturday job. Half an hour later,
my Dad drove off to do some work and he saw me fast asleep in the bus-stop.
Some people might have called that ‘lazy’ but luckily I had parents who were
incredibly supportive, as well as a sister who took time off school and then work
to regularly be with me back when I struggled to do more than lie in a bed or on
a sofa.
But, you know, I paint this picture with the full knowledge that there are many
who are so much worse off than I am. I regained some sort of normality and,
though I have never recovered, I’ve managed to push myself to my limits to do
things that ‘normal’ people would take for granted. So, I’m always aware how
‘lucky’ I am.
I would often channel any spare energy I had into creative outputs, two of which
I’d just like to boast about now. I mean ‘boast’ in the most modest of terms as
both of them have evolved into something that – if you fancy buying one or the
other – benefits the charity Invest In ME. The first is the most recent. It’s a book
of black humour/horror, in the style of the adult Roald Dahl, which many authors
have kindly contributed to for free. If your brain is wired towards the darker side
of life, then ‘Tales Of The Female Perspective’ might be the perfect anthology for
you. You can grab a copy from http://www.chinbeardbooks.com.
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Whereas the second thing I’d just like to cheekily advertise (and I used the word
‘advertise’ in the Invest In ME sense, as I don’t make a penny off either of these
– all the money goes to the charity) is the musical play I wrote way back when I
was trying to fathom out why this illness was so misunderstood and
misrepresented, ‘Running To Stand Still’. It’s a sort of compressed morality tale
with a bit of humour and a lot of original songs. I wanted to show how this illness
affected those around the sufferer as much as it affected (and often changed) the
sufferer.
It toured schools and colleges, to try and raise awareness, before being the very
first play ever to be broadcast on BBC Radio Gloucestershire and won Best Original
Play in a county Theatre Festival. On the twentieth anniversary of the first
performance, I released a new adaptation on CD, with a new and professional
cast, which is something you can still buy and is – again – in aid of Invest In ME.
You can grab a copy from the Shop section of
http://www.barnabyeatonjones.com.
So, there we go. That’s where I am. Not recovered but coping as best as I can.
I’ve made friends with sufferers who are worse than me and better than I am. It’s
been a long, arduous road and I’m still walking it as best I can. The recent
advancements in research and the sloooow realisation by governments, scientists
and doctors that this is a real illness is encouraging, though the media are always
quick to label us all as lazy layabouts that can’t pull ourselves together or offer
some miracle story of a person curing themselves by running marathons or
bungee jumping or the power of prayer.
Sadly, this is where the grey area in the illness takes hold, as those people surely
never had this in the first place. There’s a difference between post-viral fatigue
and the horrific array of symptoms that go far behind that with M.E. – so, their
struggle was just as real and horrific but their bodies have managed to recover.
Sadly, M.E. patients rarely get that release and it’s a life sentence.
So, do your bit. Fight the cause. Raise awareness. Donate to research. Those that
are too unwell to be heard use their energy to be heard, which is a horrible irony
but – in this day and age – is the only way to stand up and be counted. We’re all
together. We are legion. We are the foot soldiers and, in the future, we’ll be
respected for the fight we fought and, hopefully, the war will be won. One day.

Barnaby Eaton-Jones
Aged 42
A Walking Chinbeard
Source: Let’s do it for ME http://bit.ly/1R7qXxQ
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Because It’s Time We Became
The Strength Of Our True
Numbers.
Join an international network of
Myalgic Encephalomyelitis patients and
advocates empowering each other to
fight for health equality.
I wanted to share news about a new
platform currently under development,
one with a set of tools that will make it
easier for advocates from around the
world to meet, collaborate, and join
campaigns to promote equal access to
healthcare, science, and basic human
dignity for patients living with ME.
It's called The #MEAction Network. We're not an advocacy organization. Rather,
we aim to empower a grassroots movement with tools and resources that help
advocates do what they are already doing, better.
Sign up here: http://meactionnetwork.org/
Follow us on Twitter: https://twitter.com/MEActNet
Like us on Facebook: http://facebook.com/MEActNet
We're in a moment of highest attention
and media coverage of ME/CFS since
XMRV and despite the content of the
IOM report, old, destructive and wholly
inaccurate media images of our disease
continue to circulate widely.
Let's make it easy for journalists to find more accurate images. Let's have a central
place to point editors and producers to when they make a mistake either selecting
subjects for a news segment or use an unfortunate stock photo in a written piece,
so they can do better next time.
Submit to your photos and video to this new photo pool:
https://www.flickr.com/groups/meaction/pool/
#MEAction

Jen
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What could happen if we
aggregated all of our
knowledge?
When I first got sick in 2011, my primary care doctor and specialists had no idea
what was wrong with me. The internet was my salvation, as it has been for so
many of us. There was a huge learning curve, especially since the traditional
sources of information are often inaccurate, misleading, and sometimes
dangerous.
What if we could take all of the information we have
consumed and create one massive, interlinked, and
structured knowledge base?

My salvation was websites like Phoenix Rising, Health Rising and the
Hummingbirds’ Foundation for ME and countless blogs. And later, Heal Click (now
AnyTreatment).
What if we could take all of the information we have consumed from all of those
years of hundreds of people reading and writing about thousands of news and
research articles across all of our forums and blogs and Facebook pages, and
create one massive, interlinked, and structured knowledge base?
What if from now on all of us, every time we read or learn something new, could
contribute that new piece of knowledge, one sentence at a time, to a central space
that could remember and relate it to other knowledge?
We don’t really need to imagine; this is what thousands of Wikipedians around the
world have been doing for over a decade. It’s my dream to use these same tools
to harness the logics and intelligence of crowdsourcing for our tiny sliver of
knowledge, going deep on the topics and ideas that matter to us.
Announcing MEpedia
To that end, we have launched ME-pedia.org, a wiki encyclopedia for the ME and
CFS community.
If you would like to contribute, we also recommend you also join our group of
MEpedia authors on #MEAction. Members there can also help you get started.
(See also: How to Contribute.)
Core principles
We are still writing our editorial policies, developing the site’s tools, and working
out technical kinks.
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That said, here are some of the principles that I think are crucial for making this
project a success:
A commitment to evidence: That means letting go of
certainty
and
grappling
with
complexity
and
contradiction, reporting negative and null results, not
simply those that support a given theory.
A commitment to transparency: Transparency means
citing every fact – whether a fact is one that has existed
in high school biology textbooks dating back to 1930s or
is an observation made by “some patients,” it can and
should be cited.
It also means contextualizing it so that it is easy for a reader to discern the quality
of the information. There are differences in the quality of information gleaned from
a small study versus a large one; a study that used subjective versus objective
measures; a study that used the Oxford Criteria or the Canadian Consensus
Criteria; a finding that was found only once or is supported by several studies.
That our evidence base is weak after decades of underinvestment in research does
not mean that we can’t use it – simply that the limitations must be made
abundantly clear.
A broad view: Fortunately, we know a lot more about the immune system, the
brain, the gut, the microbiome, the mitochondria, our cell membranes and the
role that all of these play in other inflammatory or autoimmune diseases, at least
compared to ME or CFS. We can assemble that information and relate it to the
studies about ME and CFS we do have.
Room for debate and speculation: That said, so much of what we observe in our
own bodies has not been scientifically proven or explained, not in small part
because there has been so little research.
We need to find ways – on pages distinct from the general knowledge base – to
collate our observations and hypotheses, allow a little more room for speculation,
while summarizing the literature that both supports and contradicts those same
observations and hypotheses. Anecdote has gotten a bad name but an anecdote
is a single observation and observations are how we generate testable hypotheses.
We are at the very beginning of this field and have more access to ourselves (the
test subjects) than anyone.
So to allow us to discuss what has not been proven in a way that is difficult to do
in a traditional Wikipedia article, we’ve created a category of pages called Medical
hypotheses.
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Balancing the technical with the basics: While the dream is to have a literature
review so accurate, comprehensive, and technical that it can serve as a launching
point for new scientists entering the field, those pages on basic science should live
alongside pages that any patient at any level of exposure to science can find useful
and accessible. (We haven’t figured out how to balance those two goals yet but
would love your help figuring it out!)
A multilingual future: Most of the scientific and medical information about this
disease is in English. This is a huge barrier for patients in countries where English
is not widely spoken.
Once the ME-pedia.org project has reached a certain maturity in terms of regular
contributors and quality and quantity of content, we hope to open it up to other
languages, to allow patients to translate content from English ME-pedia and write
content in their own languages. MediaWiki, the software that powers Wikipedia,
makes this easy. Wikipedia has already done this brilliantly.
Jump in!
We’re at the very beginning – we’d welcome your feedback, your support, and
your contributions. Let’s see what we can build together!

Jennifer Brea
http://bit.ly/1RPCAZC
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Countess Of Mar
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In Memoriam: Vale Dianne Little
Russell Island, Australia
It is with much regret that I advise that Dianne Little, a fellow ME/CFSer of some
20 years, passed away peacefully on Tuesday morning.
Dianne, for those who may not know, took on the insurer, National Mutual Life of
Australasia, over the failure to pay her income protection.
Dianne was diagnosed with Adenocarcinoma (non-smokers lung cancer) in
August 2013 after lumps in her lymph nodes were found. She has endured many
issues across the past 2 or so years as the condition and treatment took its toll.
I first met Dianne in 1999 after she had taken on the insurer and after visiting
her website. I had privy to the internal documents from the insurer via a friend
and they treated her with utter contempt, asserting no wrong doing. Being the
fighter she is, she began a website and took to media to expose them.
With the assistance of Maurice Blackburn lawyers, she knocked the insurer on
their posterior and forced them to settle. Since 2004 the insurer left her be a
continued to pay her for the condition they strongly asserted she did not have and
was not disabled from.
Dianne helped me and I helped her in return.
Dianne's interests in life were diverse. She was a talented IT guru in the early
days of the Internet and well sought after until she could no longer persist. I
admired her fighting spirit and her persistence in winning her case and her
advocacy and help to others.
Once again we have another lost to cancer in a disease that the powers that be
assert does not cause cancer/is unrelated to cancer.
My experience is very different. Vale Dianne Little - she was one of the good
guys and will be sadly missed by those who knew her.
She was aged just 58 years young.

www.facebook.com/groups/MEMemorial/
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Canary in a Coalmine
Canary in a Coal Mine at Good Pitch New York
This Tuesday, Canary was one of seven film teams to present
at Good Pitch New York. Even though we had been preparing for four months now,
it's one of those things you can't quite understand until you live it. It was
incredible!
First we showed our trailer and gave a four-minute pitch. We honed our
presentation over an intense two-day workshop. The time limit really forces you
to distill the story into its most essential elements and I came away from this with
a much better sense of how to talk about my experience and this disease to a
wide audience.
Our Good Pitch Table
Nancy Klimas from Nova Southeastern University powerfully framed this disease
as a social justice issue. Linda Tannenbaum from the Open Medicine Foundation
talked about the funding constraints the scientific community faces.
Tabitha Jackson from the Sundance Institute talked about how important it is
for stories to be told by the people living them. Isaac Zablocki from Reelabilities
had creative ideas for helping to make screenings accessible for home bound
patients and across different disabilities.
We are starting a conversation with Shantha Rau Barriga of Human Rights
Watch about forced institutionalization. Monica Mallampalli from the Society of
Women's Health Research had ideas for engaging new scientists around this
disease and Brian Byrd from the New York State Health Foundation, ideas for
reaching the medical profession and getting some of our content into New York
hospitals.
Tom Rielly from TED committed to helping me leverage their amazing community
for the film.
Lastly, AIDS activist Peter Staley offered his friendship and support and the
wealth of his incredible experience. Yes, I have the biggest activist crush.
New funding and a virtual reality experience
And then there was the audience! So many amazing new connections and
collaborations are emerging from this.
Diana Barrett of the Fledgling Fund announced a round of seed funding for our
social impact campaign, specifically to help us create a virtual reality experience
to give users (and in particular doctors) a visceral experience of what it is to have
this illness.
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We received new support from our co-producer, the Harnisch Foundation and a
commitment of in-kind post-production support from New York Women in Film
and Television. And help getting the word out and driving audiences to this film
from the American Association of University Women and Goodwill.
And so many more conversations to follow!

This was without a doubt one
of the best days of my life

It was a particularly emotional moment for me because it was not long ago that I
was alone in bed, sick, scared, unable to find any care, without a name for my
experience, disconnected. And then I went online and found thousands of patients
all around the world living my experience.
It is really them who have carried me this far and will carry the film into the world
where I hope it will bring much needed change to medicine and offer hope and
inspiration for people living with ME, all autoimmune conditions and other
disabilities. This is only the beginning. I cannot begin to express my gratitude to
BRITDOC, Jess Search, Beadie Finzi, Sandi DuBowski and the entire Good
Pitch team for their incredible vision and humanity.
I also want to thank the Sundance Institute and Chicken and Egg Pictures for their
support and mentorship, Donna Fairman Wilson, Kevin Frick and Michelle
Thies, and many generous anonymous donors.
Thank you to my tireless producers, Lindsey Dryden and Trish Gillespie, and
my husband, Omar Wasow, who makes everything possible. And to the table
and the room for showing up and being so incredibly loving. I hope that everyone
reading this can feel just a sliver of that love today.

Jen

21 Back to Table Of Contents

Trust, But Verify
“Trust, but Verify”:
A Fitting Approach for the New ME/CFS Era?
“Trust, but verify” was a favorite adage of President Ronald
Reagan which defined, at least in part, the policy doctrine of
a sensitive, tumultuous Cold War era. That simple, yet
poignant, phrase continues to inspire variations like “Distrust and verify” or “Verify
and verify,” which we often hear from officials on complex issues.
So I asked myself—in light of the increased pressure on government entities to
study and fund ME/CFS in 2016—are any of these adages useful in our government
relations? Do we need to pivot to a new approach following this year’s Institute of
Medicine report and unprecedented statements from National Institutes of Health
leadership describing ME/CFS as one of the most challenging illnesses of our time?
As I mulled this over, I realized that, while a healthier relationship with federal
agencies is long overdue, trust is an inconsequential factor and should not be part
of our mindset in the first place. After all, skepticism is what hones scientific
advances in creative industries and keeps us honest. And in the pursuit of
knowledge, we must doubt, analyze, track and scrutinize any stakeholder, large
or small. Productivity and focus—not trust—must shape our engagement going
forward. Trust is an utterly personal exercise that is ostensibly transient as it shifts
with time and other variables. We are better served as a research community
shedding those factors enmeshed in personal characteristics, focusing instead on
durable alliances built on objective metrics and true deliverables.
Not relying on trust in this new era must not be confounded, however, with any
negativity or restraint. To the contrary, establishing credibility in both directions
is both a key requisite for any productive engagement serving a common goal and
an objective of our organization. It follows, then, that government officials who
understand the magnitude of the ME/CFS problem must commit the necessary
resources toward solving it and articulate a clear vision for the future. They are
by default our collaborators as we build stronger public/private partnerships and
forge a new path forward.
In short, I am not adopting the good old “Trust, but verify” adage for ME/CFS, but
embracing instead the “Fund and multiply” doctrine. We need our counterparts in
government to fund good work with transparency and vigor and multiply their
efforts considerably. Only then can we begin to make up for decades of research
deficit and a severe knowledge gap. It is the responsibility of the government to
find a cure for diseases afflicting millions of its citizens, not the other way around.

Zaher Nahle, PhD,
MPA, Vice President for Research and Scientific Programs,
Solve ME/CFS Initiative
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Mike’s EU Marathons: Raising
Myalgic Encephalomyelitis
Awareness across Europe
October Update
I'm done for my first year of the challenge!
3 of the 28 marathons completed and it's time for a
couple of months rest before starting over again in
January 2016.
As I write I'm nearly recovered from Dublin Marathon
(Oct 26th), one that I'll never forget as I managed to
beat my PB and creep under 4 hours for the first time.
I also got to meet Michael & Carmel O'Reilly from the
Irish ME Trust and talk about the treatments and real
needs of Irish ME sufferers -click here for more info
(http://bit.ly/1Y1uGBr).
How did Dublin Marathon
(http://bit.ly/1NRHCPd)

go?

Click

here

for

my

race

report!

The only disappointment from the trip was the promised features from the Irish
Independent and Irish Daily Mirror. I've followed/chased all of these and so far
I'm getting a bit of a wall of silence -something that I'm sure my ME followers can
relate to in regard to being heard by
doctors, government and the media.
Earlier on in the month I had some great
runs along the towpath towards
Portishead and out towards Nailsea.
Training through August and September
was a little tough due to the heat but I
think that it made a big difference come
race day, along with the greater
emphasis upon hill and interval training.
I had the odd knee niggles but nothing
serious, more of a problem was a very
heavy cold which caused me to miss my
last two runs of training but I got well
just in time.
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What made the difference in Dublin?
Well, I reckon: Hill and interval training on the midweek runs, Training at a higher
temp than race day, Uniterrupted training schedule, Better recovery emphasis
(foam rolling, ice, stretching, calf sleeves), Greater intensity and focus on race
day (plus morning race start)
What next?
Well I'll still be running twice a week to keep the legs strong and hopefully ensure
that it's not such a long road back to fitness when I start up again in January. In
truth I'm not sure what time to be aiming for in the next one, I'm not sure I'm
really capable of much better than 3.59 hrs but we'll see.
Whilst I certainly expect to be able to run the next 24 in less than 4.5 hrs
(providing I train well), I'm not sure that beating a time is the greatest motivation
now I've dipped under 4 hours. I know there'll be some tough courses/conditions
coming up and I have got an extra race in 2016 for my body to cope with, so
taking it steady might be the way to go.
2016 races
#5 - April 3rd - Alexander The Great Marathon - Thessaloniki (Greece)
#6 - June 4th - Stockholm Marathon - (Sweden)
#7 - Aug - possibly Solidarnosci Marathon (Gdansk, Poland)
#8 - Oct - possibly Toulouse Marathon (France)
I'm going to be powering down over the next two months so things will go quiet
for a bit on Facebook, Twitter and there'll be a joint Nov/Dec blog here.
Thanks so much to everyone who has helped me kick this challenge off in 2015.
It's come a long way already with nearly £2500 raised, 500 Twitter followers and
200 on Facebook. I've learnt a lot about running this year and even more about
ME from meeting some incredible people in Ireland, Finland and the Czech Rep.
Hopefully I've helped Invest In ME a little in their mission to unite research across
Europe so far.

It's been an amazing experience so far and I can't wait for the 2016 races. Catch
up soon everyone.

Donate to Mike's EU Marathons: http://bit.ly/1BdhrD6

Follow along:
Mike’s EU Marathons Website: http://bit.ly/1GEZ0HO
Facebook: http://on.fb.me/1cUJITg
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We Want to Hear Your Story
Humans of ME/CFS: We Want to Hear Your Story

The Solve ME/CFS Initiative has launched a campaign to help increase awareness
of—and ultimately research funding for—ME/CFS. The campaign, “Humans of
ME/CFS” is a takeoff of the popular “Humans of New York” photoblog and
Facebook page and is housed on our website:
http://www.HOMECFS.SolveCFS.org .
On the website, we share the personal stories of ME/CFS sufferers so that those
in charge of allocating research funds cannot deny the widespread devastation
this disease has inflicted on so many for so long.
The site is intended to be a community-wide resource that patients, family
members and advocates worldwide can use as they seek to increase awareness
and understanding of the disease among family, friends, co-workers, medical
professionals, politicians and anyone else in their sphere of influence.
In just a short period of time, we have already received more than 100 entries
from patients internationally. Given that there are up to 2.5 million ME/CFS
patients in the United States and an estimated 20 million worldwide, we have no
shortage of stories to tell as a community. We would love to include your journey
with ME/CFS on the website.

To share your own story or read those of others, go to:
http://www.HOMECFS.SolveCFS.org

25 Back to Table Of Contents

FDA Progress On Measuring
Outcomes
I have an update on the progress of the ME/CFS
Outcomes Measures Working Group working with FDA.
As I reported in March 2015, the FDA helped convene a
Working Group comprised of representatives from FDA,
NIH, CDC, and academia in order to create and qualify a
clinical outcomes assessment tool for ME/CFS. This is
critically important in the drug development process. If FDA officially qualified an
assessment tool, then it could encourage drug developers to get into the ME/CFSarea. Such a tool does two things for drug developers:
a) it saves the money of creating and qualifying the tool and
b) they know that FDA will accept use of that tool in clinical trials.
I am happy to report that our effort to create the tool has officially been accepted
into FDA’s Clinical Outcome Assessment Qualification Program. This means that
FDA has reviewed and provided guidance on the design of a study to create the
tool. The Working Group plans to test whether items from NIH’s PROMIS question
bank are applicable in ME/CFS.
The Working Group understands that this is not simply a matter of measuring
fatigue. In fact, figuring out how to measure post-exertional malaise is one of the
puzzles we are tackling. It may turn out that PROMIS-items don’t work for the
ME/CFS population, but we need to test that. Starting from scratch to create a
new measure takes much longer and is more expensive.
Right now, we are actively seeking funding for the study. I’ll keep you posted as
things develop.

Jennie Spotila
http://bit.ly/1QJzllP
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There Is No Excuse
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It’s Time For Doctors To
Apologize To Their ME Patients
For too long the medical community has dismissed 'Chronic Fatigue Syndrome' as
a mental illness which can be cured with therapy and exercise
By Dr. Charles Shepherd, abstracted from an
article in The Telegraph of December 8, 2015.
Back in 1955, a mysterious polio-like illness affected
262 doctors and nurses at London’s Royal Free
Hospital. The hospital had to close for just over three
months.
The outbreak was written up in The Lancet and a
new neurological disease entered medical language:
myalgic encephalomyelitis, or ME
(http://bit.ly/1Hn1aJh), as it still remains in the WHO Classification of Diseases.
"Myalgic" referred to the muscle symptoms; "encephalomyelitis" referred to the
various neurological symptoms.
Others were not convinced that ME was a neurological disease, and two decades
later two psychiatrists, without interviewing any of the patients, wrote a paper for
the British Medical Journal where they concluded that the Royal Free outbreak was
due to mass hysteria. The mud from the BMJ stuck. Like most doctors at the time,
I left medical school believing that ME was not a real disease and I would probably
never see a case. I was wrong.
Ignored or dismissed by doctors, people with ME went undiagnosed or
misdiagnosed for long periods of time, often combined with harmful management
advice – as is still the case. I can confirm this after developing classic ME following
chickenpox, caught from one of my hospital patients. Some developed severe ME
(http://bit.ly/1iiFHeb), becoming housebound or bed-bound with no medical help.
Some never recovered.
During the 1980s, ME was redefined and given a dreadful new name: chronic
fatigue syndrome (CFS). The term CFS trivialized a serious medical condition –
the equivalent of trivializing dementia by calling it a chronic forgetfulness
syndrome – and shifted the focus from a "disease" to a single symptom, "chronic
fatigue".
CFS also brought in a much wider group of people suffering from chronic
undiagnosed fatigue. A powerful body of psychiatric opinion convinced the medical
profession that CFS was basically a mental health problem whereby people
became trapped in a vicious circle of abnormal illness beliefs and behaviors,
inactivity and deconditioning. In other words, there was no "disease" present.
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The CFS model of causation resulted in two controversial forms of behavioral
management – cognitive behavior therapy (CBT) and graded exercise therapy
(GET) (http://bit.ly/1OQkoMT) – being recommended by NICE as the main form
of treatment.
Now we have the PACE trial – the largest and most recent assessment of CBT and
GET, which has cost the taxpayer almost £5 million. At long term follow-up, and
contrary to what was reported in the press, the PACE trial found no significant
difference between CBT, GET, adaptive pacing and specialized medical care.
The argument is with a simplistic and seriously flawed model of causation that
patients know is wrong and which has seriously delayed progress in understanding
the underlying cause of ME and developing effective forms of treatment.
Opening the 2015 research collaborative section of neuropathology, Jose
Montoya, professor of medicine at the University of Stanford, said: “I have a wish
and a dream that medical and scientific societies will apologize to their ME
patients." I agree – the time has come for doctors and scientists to apologize for
the very neglectful way in which ME has been researched and treated over the
past 60 years.

Dr. Charles Shepherd is medical adviser to the ME Association
Source: http://bit.ly/1OQkoMT
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Announcing #MEAction Groups
Connect with activists near you
Take action on the issues you care about
We are thrilled to announce the formal launch of #MEAction Groups
(http://bit.ly/226VD6f).
This tool allows patients, caretakers, families, activists and allies to join together
to fight for equal treatment of Myalgic Encephalomyelitis and Chronic Fatigue
Syndrome.
These are not a formal organizations or chapters – think of them as hubs, a way
to share information, brainstorm and take action around our common challenges,
for our common future.
Groups are organized into three categories: local groups, issue groups, and social
groups. (Scroll to the end of this email to see our featured groups.)
Groups function as:
a discussion forum
an email list
a place to launch petitions and organize events
Groups are how we envision #MEAction’s activists will meet
one another, collaborate and work. They become
particularly powerful as collaboration tools when combined
with events, petitions, Google Hangouts and Google Docs.
(See also our tips for getting the most out of groups http://bit.ly/1NplBu4).
Find your local group http://bit.ly/1k28nc9
Join an issue group http://bit.ly/1NSWMIs
Start a social group http://bit.ly/1QM6jlx
Thank you for joining this community. Together, we can become the true strength
of our numbers.

Jen Brea and Beth Mazur
(co-founders, #MEAction)
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Karina Hansen
Karina Hansen is a 26 year old Danish Severe
Myalgic Encephalomyelitis (ME) patient.
Letter Of Gratefulness From Karina’s Family
From all our heart: thank you so much for all these
beautiful birthday cards we have received for
Karina's birthday, and so much thanks to all of
you who have sent birthday cards straight to
Karina. It is so amazing, all these sweet greetings
from so many people, both from abroad and from
Denmark.
On November 13th one of Karina's brothers
handed over the postcards to the institution where Karina lives. He had the hope
of seeing his sister, and to personally give the birthday cards to her, but - as
expected - he was not allowed to do so. One of the staff members promised
Karina would get the cards – which we hope will be true.
Some of the birthday cards have been on their way for a long time, and they did
not arrive in time to be delivered to Karina on that day, but we will give them to
Karina another day soon.

With love from
Per and Ketty and Karina's siblings.

Unfortunately, it is very difficult to find out details about the current condition of
Karina, because she is hermetically sheltered by the treating physicians.
We ask you all to continue with the occasionally sending of cards to Karina and/or
her parents, in order to express to both, them and Karina’s ‘clinicians’, there is
thought about them.
On February 12, 2016 it is exactly three years ago that she was taken from home
by force.
Ketty and Per Hansen
Kløvermarken 8
7500 Holstebro, Denmark
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Karina Hansen
p/o Tagdækkervej 10
8450 Hammel, Denmark

As mentioned in previous issues of the MEGC, she was transferred from the
Neurocentre in Hammel, Denmark, to a housing for patients with brain damages
a few months ago.
In the case of Joanne, there was contact via two German ME-patients with the
mother of Joanne, who was allowed to visit her. But as is known, neither the
parents, nor family nor others are admitted to Karina, because she would not
want it.
To try our utmost to get Karina free, the editors of the MEGC are in close contact
with Danish ME-patient Bente Stenfalk and with Erik Lang, Administrator of the
Civil Rights Movement in Denmark. On the 17th December the following message
from Erik has been received. Speaks for itself we’ll keep you informed, if needs
must be even with another extra edition of the MEGC.
“In the case of Karina Hansen, the Civil Rights Movement up till now has
participated in meetings with three lawyers. None of these wanted to take the
case. Partly for reasons of time and we also believe that they turned down our
request because the case is politically controversial.
The difficulty in selecting the attorney in Karina Hansen's case, consists in that
most lawyers at the same time conduct cases for the government. This to our
opinion disqualifies the lawyer because of a conflict of interest.
The case has been minutely investigated and according to the Civil Rights
Movement it is possible to win it. It just requires a lawyer who is willing to accept
the case, and dares to fight against the system.
On 16th December I have been in contact with four lawyers who can be classified
as high profiled. One of them refused, because the case did not fit his natural
competence, but the three others will receive the file.
We therefore hope that before the new year, we can produce a name of one who
is willing to take upon himself Karina’s case.”
Like Karina's parents we are deeply honored by the interest Save4Children has
shown for the case and will do everything we can to see that the donated funds
are used correctly.
We wish the editors of the ME-Global and everyone who has supported the case a
Merry Christmas and a Happy New Year.
With best greetings

Erik Lang, Administrator of the Civil Rights Movement in Denmark
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Misleading PACE claims should
be retracted
Sign this petition: http://bit.ly/1NBoXbe
Misleading PACE claims should be retracted
In October 2015 a follow-up study on the PACE-trial of 2011
(http://bit.ly/1PUEyHm) was released. But just days before the new study was
released, on Oct. 21, the San Francisco journalist David Tuller published a major
investigation (http://bit.ly/1NBp079) exposing deep methodological flaws in the
entire PACE trial that put its validity in serious doubt.
Just two days after the follow-up PACE study was released, the NIH made the
stunning announcement that it is starting a program to study CFS (which is also
referred to as myalgic encephalomyelitis or ME/CFS) at the NIH Clinical Center in
Bethesda, Maryland. Francis Collins, the director of the NIH, has also promised
increased funding for universities to research the illness. “It will be substantially
greater than the current $5 [million] or $6 million a year,” he told NPR
(http://n.pr/1NBp3Qi). “We are going to ramp this up.”
October 29, 2015 James Coyne, a psychologist at the University Medical Center
Groningen in the Netherlands, who was previously uninvolved in ME/CFS research,
wrote a blog post (http://bit.ly/1ZfAOmM) for the Public Library of Science calling
the researchers’ interpretation of their new study “unsubstantiated spin in favor
of the investigators’ preferred intervention.”
Prof. Coyne continues to shed light on the flaws of the PACE trial:
•
29 October: Uninterpretable: Fatal flaws in PACE Chronic Fatigue Syndrome
follow-up study (http://bit.ly/1ZfAOmM)
•
11 November: Why the scientific community needs the PACE trial data to be
released (http://bit.ly/1QR7rnZ)
•
17 November: Data sharing policies: Do the Dutch do it better?
(http://bit.ly/1TTLNP2)
•
22 November: A “moral equivalent of war” and the PACE chronic fatigue trial
(http://bit.ly/1IYkHpv)
•
29 November: No Dissing! NHS Choices Behind the Headlines needs to
repair relationship with its readers (http://bit.ly/1ZfB19C)
•
2 December: What it takes for Queen Mary to declare a request for
scientific data “vexatious” (http://bit.ly/1OcuXNe)
•
4 December: Update on his formal request for release of the PACE trial data
(http://bit.ly/1MkUfRP)
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On 13 November 2015 Julie Rehmeyer wrote an extensive article on the the
controversion re. the PACE-trial in The Medical Examiner: Hope for Chronic Fatigue
Syndrome, subtitled The debate over this mysterious disease is suddenly shifting.
http://slate.me/1k6fCzK
Julie Rehmeyer is a contributing editor to Discover who is writing a memoir on
the science and politics of chronic fatigue syndrome and other poorly understood
illnesses. She herself suffers from ME/CFS.
Also on 13 November 2015 Prof. Coyne sent a request to King’s College London
to release the data of the PACE-follow up study of 2012, reporting the relative
cost-effectiveness of these treatments in terms of quality adjusted life years
(QALYs)
and
improvements
in
fatigue
and
physical
function
(http://www.ncbi.nlm.nih.gov/pubmed/22870204):
“I have read with interest your 2012 article in PLOS One, "Adaptive Pacing,
Cognitive Behaviour Therapy, Graded Exercise, and Specialist Medical Care for
Chronic Fatigue Syndrome..."
I am interested in reproducing your empirical results, as well as conducting some
additional exploratory sensitivity analyses. Accordingly, and consistent with PLOS
journals' data sharing policies, I ask you to kindly provide me with a copy of the
dataset in order to allow me to verify the substantive claims of your article through
reanalysis.”
Again on 13 November 2015 Ron Davis, Jonathan Edwards, Leonard Jason,
Bruce Levin, Vincent Racaniello and Arthur Reingold, sent an open letter to
Dr. Richard Horton and The Lancet (http://bit.ly/1IYl3N5)
The letter concludes with: “We therefore urge The Lancet to seek an independent
re-analysis of the individual-level PACE trial data, with appropriate sensitivity
analyses, from highly respected reviewers with extensive expertise in statistics
and study design. The reviewers should be from outside the U.K. and outside the
domains of psychiatry and psychological medicine. They should also be completely
independent of, and have no conflicts of interests involving, the PACE investigators
and the funders of the trial.”
Up till now -18 December 2015 – no reaction has been received from The Lancet
On 11 December 2015 Prof. Coyne received a refusal of King’s College London
to share the data on the PACE-trial he requested with the following words:
http://bit.ly/1TTMkkd qualifying it as having ‘a lack of value or serious purpose’
and ‘an improper motive’, observing that ‘it has caused and could further cause
harassment and distress to staff’ and being ‘vexatious’
The same day Prof. Coyne left a comment at PubMed Commons about PACE
investigators' refusal to release data: “I believe this response is a blatant rejection
of the authors' responsibility to share data when requested. The paper should be
provisionally retracted until the data are shared. “
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A storm of protest came from the scientific world:

On 15 December 2015 the staff of PLoS ONE reacted – much faster than KCL:
“Several readers have raised concerns regarding the analyses reported in this
article. We are also aware that there have been requests for the data from this
study.
The article was published in 2012; the PLOS data policy that applies to the article
is that for submissions prior to March 3, 2014, which is outlined here:
http://bit.ly/22evnXH The policy expects authors ‘to make freely available any
materials and information described in their publication that may be reasonably
requested by others for the purpose of academic, non-commercial research’. The
policy also notes that access to the data should not compromise confidentiality in
the context of human-subject research.
PLOS ONE takes seriously concerns raised about publications in the journal as well
as concerns about compliance with the journal’s editorial policies. PLOS staff are
following up on the different concerns raised about this article as per our internal
processes. As part of our follow up we are seeking further expert advice on the
analyses reported in the article, and we will evaluate how the request for the data
from this study relates to the policy that applies to the publication. These
evaluations will inform our next steps as we look to address the concerns that
have been noted.”
On 17 December 2015 the researchers which sent an open letter to Richard
Horton, director of The Lancet on 13th November, together with David Tuller sent
a request for data from the PACE trial to the Queen Mary University of London:
http://bit.ly/1NXXCUf
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The last news regarding this subject has been posted on December 18, 2015 by
investigators of the PACE trial, reads amongst others:
“The scientists who have already received data have all signed a formal
confidentiality agreement, approved by the independent PACE Trial Steering
Committee, which required that they respect the confidential nature of the data,
and keep them secure, as agreed with trial participants when they consented to
take part. We stand by our decisions to decline two recent applications for trial
data as we believe that they did not meet these requirements.
We are currently seeking further ethical and scientific advice, as well as the advice
of patients, on how best to provide independent decisions about appropriate
access to relevant data in a way that balances the rights of trial participants, and
future progress of the trial analysis and follow up, with the public interest in
releasing trial data."
Full text: http://bit.ly/1md0JNv

And this is how it should be:
Royal Society Open Science Launches Registered Reports
https://blogs.royalsociety.org/publishing/registered-reports/

36 Back to Table Of Contents

$5.4 million funding for ME/CFS
by CDC has been restored
We are thrilled to share with you that we learned
this morning that the $5.4 million in Centers for
Disease Control funding for ME/CFS has been
restored in its entirety! This is a huge win for the
entire ME/CFS community and one that has taken
many months of dedicated effort to achieve.
When the Solve ME/CFS Initiative learned last fall that the ME/CFS CDC funding
had been zeroed out in the Senate’s version of the Appropriations budget, we
asked our community to contact the congressional staffers involved in the
Appropriations process. The staff members received hundreds of emails, which
prompted one of the staff members to call us the very next day to learn more
about our community’s concerns. We continued discussions with the staff member
via phone and email over the following weeks and on Oct. 5, we met with him and
his colleagues in Washington, D.C. to underscore the need to preserve and
augment CDC’s funding for ME/CFS research.
Had the funding not been restored, the CDC’s multi-year multi-site study on
ME/CFS would not have been completed. Given the state of the budget
discussions, this was a very real possibility that fortunately did not come to pass.
Additionally, a potentially very significant development has occurred with the
National Institutes of Health, which received a $2 billion increase in funding in the
new budget. The entire budget package will be formally voted on by Congress this
Friday and is expected to pass. This additional NIH funding bodes well for ME/CFS,
given that we have heard from our contacts in the past that they are unable to
take research funds already dedicated to diseases and reappropriate them to
ME/CFS. This substantial additional funding opens a wealth of possibilities for
funding our disease.
Thanks to all of you who responded to our request this fall to contact congressional
staff and express your concern that CDC monies had been zeroed out. Together,
we made a huge impact!
The Solve ME/CFS Initiative will continue its aggressive advocacy efforts to
advance ME/CFS research funding in the new year. To help support our work on
your behalf, please go to SolveCFS.org/donate.
Gratefully,

Carol Head
President
Solve ME/CFS Initiative
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Holidays: The Pain In With The
Glitter
We all know about the dark side of the holidays: the pain of
the lovelorn; the stress for the recovering alcoholic; the
torment of parents who cannot provide gifts, even homes,
for their children. Then there are those who bear loss: loss
of employment, loss of a parent, loss of a partner and, most
sad, loss of a child. And there are those who are shut-in,
alone, and possibly hungry; others are in pain, physical pain that defies
amelioration.
In the holiday season, my thoughts are about those who suffer from Myalgic
Encephalomyelitis (ME), also known as Chronic Fatigue Syndrome (CFS). Its
sufferers are walled off in plain sight, jailed by a disease that has no known cure
and promises only suffering -- by the day, the month, the year, the decade.
The government estimates that as many as 1 million Americans and another 17
million people worldwide are imprisoned by ME. Little is known about it, and
nothing about the causes. It is understood to be a disease of the immune system,
but there are those who want to believe, and have convinced some governments,
that it is a psychiatric affliction. It is easier for government institutions, like
Britain’s National Health Service, to believe in psychiatric nostrums than to treat
and research the terrible suffering of the sick, the physically sick.
ME patients can be bedridden for years, unable to tolerate light or sound, and
must rely on families or friends for basic needs. Sometimes they may seem a little
better, but they cannot do the things of normal life. They are vulnerable to collapse
after exercise or just normal activity.
Patients tell me that they know too well what my friend, colleague and ME sufferer
Deborah Waroff says is the excruciating loneliness that comes with the induced
isolation. It is the kind of loneliness that moved the 17th-century English poet
John Milton to say, “Loneliness is the first thing which God’s eye named, not
good.” How often can a caregiver ask, “How are you feeling?” when the answer is
known; was known yesterday, last year, and the year before, going back decades.
One sufferer told me she thought, in the height of her suffering, that she was
already dead and was in limbo. Many sufferers have written to me saying they
pray that they will not wake in the morning.
Suicide rates are high. Surely, suicide must be preceded by a loneliness that
cannot be imagined? ME victims – and I have interviewed or had correspondence
with hundreds -- feel that not only do they suffer from symptoms which vary from
pain in the joints, a sense that their limbs are exploding, headaches and mental
fog, but they also have debilitating fatigue.
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Deborah Waroff, who has suffered since 1989, says it is like being a car that has
no gas: You press the accelerator and nothing happens.
She, like other victims, has to ration her social life: a dinner with friends will result
in collapse, and two or more days in bed. Likewise, going to a movie or a family
gathering. Sometimes just making a simple meal is too much, and results in a
return to one’s lonely bed.
Doctors, once they have decided that a patient has the disease, and if they have
any knowledge of it, prescribe a variety of drugs from antivirals to large doses of
vitamins. Some help with some symptoms, some do not. Ryan Prior, a young
man who has made a documentary movie about ME, “Forgotten Plague,” takes as
many as 19 pills a day. He was a star athlete in high school before being stricken.
Now he manages his activities with stringent care. He is one of the lucky ones.
My correspondents from around the globe write to me about many things, but the
most constant is their loneliness, exacerbated by the holidays. Marriages fail, love
affairs go by default, and one is terribly, awfully alone.
There is aching aloneness for them each day, while others laugh and love. Mother
Teresa said, “Loneliness is the most terrible poverty.”
That poverty is part of this disease.

Llewellyn King

Llewellyn King is executive producer and host of “White House Chronicle” on
PBS. His e-mail is lking@kingpublishing.com
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Rich’ Reviews: “Brain
Fog” Due Alzheimer’s Can
Be Reduced By A Special
Diet
“Brain Fog” Due Alzheimer’s Can Be Reduced By A Special Diet: Would
This Also Help The Brain Fog Due To ME/CFS And Fibromyalgia?
The short answer is we don’t know, because research on “brain fog” has been
limited--to say the least. (1)
Therefore, I hope our readers will be encouraged to learn that a relatively simple
diet change is probably effective for reducing or delaying another currently
“untreatable” form of brain fog—that due to Alzheimer’s Disease.
Diet fads versus Diet Science
For many decades we’ve faced an army of dietary fads. Each has claimed the
ability to improve health. But, almost all claims are based mainly on anecdotes.
Scientific studies have largely been absent. Fortunately, that’s changing.
Controlled studies of the effects of different diets have started to be done.
The best research has focused on the “Mediterranean Diet” as a preventive
treatment for heart disease and stroke. (2)
Researchers recruited more than 7000 Spanish men and women who were
at high risk for heart disease or stroke. Using a random decision tree, each
person was assigned to follow either a treatment diet or a control diet. The
treatment diet was the “Mediterranean Diet” plan (high in unsaturated fats
such as olive oil and/or nuts, high in fruits, vegetables and whole grains,
but low in saturated fat). The control diet was a standard low fat diet, such
as the American Heart Association might advise.
After 5 years, those on the Mediterranean Diet had 30% fewer
cardiovascular events (heart attacks, strokes) compared to those on a low
fat diet. Statistically, the advantage of the Mediterranean Diet was highly
significant.
Two points are especially encouraging. The Mediterranean Diet was practical.
People stayed on it not just for awhile, but for more than 5 years. As importantly,
five years was long enough to reduce the incidence cardiovascular events by 30%.
The Mediterranean Diet might also delay or prevent the onset of
Alzheimer’s dementia.
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About six years after beginning the cardiovascular disease study the
Mediterranean Diet researchers selected 522 persons from within the main study
and put them through neuro-cognitive testing. (3) Since initially these persons
had been assigned to each diet at random, if cognitive testing had been done at
the beginning of the study (which was not done), likely the initial scores for the
two groups should have been roughly equal.
What we do know is that after six years the group on the Mediterranean
Diet scored significantly higher cognitive testing compared to those in the
low fat arm of the study.
The differences favoring the Mediterranean Diet group remained after adjusting
for other risk factors including age, sex, education, ApoE genotype, family history
of dementia, smoking, physical activity, body mass index, high blood pressure,
high cholesterol, and diabetes.
This suggests that the Mediterranean Diet, not only prevents heart attacks and
stroke, but also helps maintain cognitive skills. But, since baseline cognitive scores
were not measured, a true controlled study was still needed.
In 2015 Valls-Pedret and the Mediterranean Diet study group reported the results
of a small controlled study. This also supports the ability of the Mediterranean Diet
to reduce cognitive decline. (4)
The study was done on about four hundred 60+ year old Spanish volunteers who
were randomized to follow either a Mediterranean-style Diet or a low fat diet.
Cognitive tests took place at the start of the study and again 4.1 years later. After
4.1 years in the study cognitive test and memory scores were higher for the
Mediterranean Diet group compared to the low fat diet control group subjects.
Conclusion: Evidence is increasing that the Mediterranean Diet not only prevents
heart attacks and stroke, but likely also helps maintain cognitive skills. Would the
Mediterranean Diet also help patients with ME/CFS or FM? Maybe yes; maybe no.
But, either way, we can probably reject the long-held “main stream” view that the
reported benefits from improving diet is mainly a placebo. That view now seems
to be badly outdated.
Further work on diet and Alzheimer’s comes from Martha Morris, Ph.D. and her
researchteam at Chicago’s Rush University Medical Center. (5) Dr. Morris’ team
may be the world’s leading experts on the effects of nutrition on cognitive decline
due to aging.
Dr. Morris modified the Mediterranean diet to take into account other research on
dementia. She named this the MIND DIET. (See table 1 below for the specifics
of this diet.) While there are differences between the MIND and Mediterranean
Diets, their basic these are fairly similar.
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Dr. Morris and her colleagues enrolled
923 Chicago men and women, age 58 to
98. None had Alzheimer’s at the start of
the study. At baseline dieticians
analyzed each person’s current eating
pattern to compare it with the key
principles of the MIND DIET. These
principles are shown below on table 1.
Over the next 4.5 years 144 of 923
(16%) of those in Dr. Morris’ study
were diagnosed with Alzheimer’s.
Participants whose Mind DIET scores were initially in the top third were only 47%
as likely to develop Alzheimer’s compared to those in the bottom third. This
difference was highly significant statistically (P=.0006). Those in the middle third
did better than those in the lowest third, but not as well as those in the upper
third.
Dr. Morris also calculated a score measuring how closely each person adhered to
a Mediterranean Diet style. Using Morris’ score, the Mediterranean Diet pattern
also predicted a low Alzheimer’s rate but not quite as well as did high scores for
the MIND DIET.
A strength of Dr. Morris’ study was that the statistical analysis controlled for life
style behaviors, illnesses and genetic risks for Alzheimer’s. The study’s main
limitation is that researchers did not actively assign subjects to each diet.
They simply scored how closely each subject’s self-chosen diet compared to the
MIND DIET ideal. So, we can’t be sure whether high adherence to the MIND diet
caused the lower rate of Alzheimer’s or whether other factors might have been at
work.
In a separate paper Dr. Morris’ group calculated that better adherence to a MIND
DIET style of eating was associated with slower decline in global cognitive score
(P < .0001).
The difference in cognitive skills between the top third on the MIND DIET and
those in the bottom third were equivalent to the top third being “7.5 years younger
in age” compared to the bottom third”—although chronologically in fact their
average age was the same. (6)
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The MIND diet contains 15 separate elements. These are listed in the table below:
Table 1—MIND DIET SCORING (15=perfect adherence to MIND DIET
principles. 0=no adherence at all. Average Score for top third of patients=9.6
(range:8.5-12.5); middle third=7.5 (range: 7-8) bottom third=5.6 (range
2.5-6.5)
MIND DIET COMPONENTS

One Point scored for each component

Eat Whole Grain foods 3 times a day
1 point
Eat Green leafy vegetables 6 times 1 point
each week
Eat an additional vegetable once a day 1 point
Eat berries twice a week
1 point
Eat red meat products less than 4 1 point
times a week
Eat Fish at least once a week
1 point
Eat poultry twice a week
1 point
Eat beans 3 times a week
1 point
Eat nuts 5 times a week
1 point
Eat fried foods less than once a week 1 point
Eat butter or margarine less than once 1 point
a day
Eat cheese less than once a week
1 point
Eat Pastries, or sweets less than 5 1 point
times a week
Drink alcohol or wine one serving per 1 point
day
The Bottom Line: This study adds to the growing evidence that relatively
simple changes in diet such as eating lots of green leafy vegetables and
reducing saturated fat have a substantial effect on reducing the risk of
cognitive decline due to Alzheimer’s Disease.
So, which diet should one follow if we have brain fog due to Fibromyalgia or
Chronic Fatigue Syndrome? At this time, we have no easy answer. Ideally,
someone would fund a study where patients with CFS or Fibromyalgia would take
a cognitive test, then go on either the MIND DIET (or Mediterranean Diet) or their
usual way of eating.
But, things being as they are, that kind of funding isn’t likely to appear. Next best:
if people who adopt the MIND DIET or the Mediterranean on their own report this
to their doctors and/or to health support websites such as Prohealth.com
Enough favorable self-reports might be create enough wind to shake a money tree
somewhere.
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For those interested in applying the MIND DIET it might be best to aim for a score
of 12 on the MIND DIET index. (See table 1.) For those interested in the
Mediterranean Diet, consider a book by Nick Nigro and Bay Ewald, Living the
Mediterranean Diet: Proven Principles and Modern Recipes for Staying Healthy.
It’s $12.99 in hardcover at Amazon. All reviews are 5 star or 4 star.
Enjoy.

Richard N. Podell, M.D., MPH
Clinical Professor
Department of Family Medicine
Rutgers-Robert Wood Johnson Medical School
Podell2@gmail.com
(1) Ocon, Anthony, Caught in the thickness of brain fog: exploring the cognitive
symptoms of Chronic Fatigue Syndrome, Front Physiol. 2013; 4: 63. Published
online 2013 Apr 5. doi: http://bit.ly/1XJeHI6
Link to the article at http://1.usa.gov/1TKRSOs
Correspond with Dr. Ocon at: anthony_ocon@nymc.edu
Comment: I was not familiar with this journal-- Frontiers in Integrative Physiology,
a specialty of Frontiers in Physiology. It’s edited by Julian Stewart, M.D., a
dedicated researcher on chronic fatigue syndrome and neurogenic hypotension.
Both Dr. Ocon and Dr. Stewart are at New York Medical College, Valhalla, New
York
(2) Ramón Estruch, M.D. et. al. for the PREDIMED Study Investigators, Primary
Prevention of Cardiovascular Disease with a Mediterranean Diet N Engl J Med
2013; 368:1279-1290 April 4, 2013DOI: 10.1056/NEJMoa1200303
Link to this article at: http://bit.ly/1tZaP2Z
(3) Martinez-Lapiseina, et al. Mediterranean diet improves cognition: the
PREMIDED_NAVARRA randomized trial.
J Neurol Neurosurg Psychiatry 2013:84: 1318-25
Link to abstract: http://1.usa.gov/1TKU3Bu
(4) Valls-Pedret, C et al. Mediterranean Diet and Age-Related Cognitive Decline:
A Randomized Clinical Trial, JAMA Intern Med 2015;175(7): 1094-1-3
Link to Abstract: http://www.ncbi.nlm.nih.gov/pubmed/25961184
(5) Morris, M, et. al MIND diet slows cognitive decline with aging. Alzheimer’s
&Dementia,
2015
Jun
15.
pii:
S1552-5260(15)00194-6.
doi:
10.1016/j.jalz.2015.04.011. [Epub ahead of print]
Link to abstract: http://www.ncbi.nlm.nih.gov/pubmed/26086182
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(6) Morris, M et. al. MIND diet associated with reduced incidence of Alzheimer’s
disease, Alzheimer’s & Dementia, (2015) 2015 Feb 11. pii: S15525260(15)00017-5. doi: 10.1016/j.jalz.2014.11.009.
[Epub ahead of print] PMID: 25681666
Link to abstract: http://www.ncbi.nlm.nih.gov/pubmed/25681666
http://1.usa.gov/1TKU3Bu
Link to Abstract: http://www.ncbi.nlm.nih.gov/pubmed/25961184
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The Role Of Mitochondrial
Function In ME/CFS-Part 1
From an interview with Dr. Sarah Myhill conducted by
Niki Gratrix at the Abundant Energy Summit (August 2431, 2015). The full interview, as well as presentations by
28 other experts, can be purchased at Abundant Energy.
[Note of the MEGC editors: as this is a most interesting
interview on a basic topic but way too long to publish in its
entirety, we did abstract it and will publish in two parts]
Dr. Myhill worked with the NHS for 20 years before
entering into private practice. She was the Honorary Secretary for the British
Society for Allergy and Nutritional Medicine for 17 years, and has worked with
over 5,000 patients with fatigue. She believes the central mechanism is
mitochondrial dysfunction.
Dr. Myhill: The body is just another machine, like a car. Like any machine it
needs the right fuel in the tank. That fuel has everything to do with diet and gut
function.
How do we burn our fuel to create energy? Mitochondria are essential for creating
energy from fuel. They are the little engines that exist in every cell in the body,
and in every cell in every living organism. Without mitochondria we wouldn’t have
life as we know it.
Mitochondria take fuel from the bloodstream derived from carbohydrates, fats,
and proteins (in the form of acetate groups) and burn them in the presence of
oxygen to produce ATP. Think of ATP as a molecule with which you can do any
function in the body.
The thyroid gland is also terribly important. It determines howfast those
mitochondria go, like an accelerator pedal in a car. We have to be careful about
how we spend our energy. Spend it too fast and we wouldn’t have survived a
harsh winter.
What allows us to gear up energy spending is the adrenal gland, which I think of
as the gear box in a car. Adrenaline is the short-term immediate hormone for
energy delivery; cortisol is the intermediary and DHEA is for long-term energy
delivery. Those hormones allow us to adjust energy demand to energy delivery
very closely.
Of course, all cars have to be serviced regularly. We service our bodies during
sleep. Every single living thing, even bacteria, need a time in which metabolic
processes shut down to allow healing and repair to take place.
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Those are the central, important aspects.
Q: Would you please expand on the production of ATP?
Myhill: When ATP is being efficiently recycled, ATP forms ADP. Then it goes back
into the mitochondria where it again forms ATP. That is an extraordinary efficient
cycle. In fact, when we are functioning at our maximum potential, a molecule of
ATP can be recycled back through our mitochondria every ten seconds. If there
was no such recycling, then we would burn more than our body’s weight of ATP
every day.
We run into problems when energy demand exceeds energy delivery. The body
has some emergency mechanisms. Let’s say I have to run for my life, all these
energy systems would be employed. One of them is to switch into anaerobic
metabolism that produces lactic acid. We all know about that. It’s the lactic acid
burn that slows athletes down and stops them, and stops ME patients as well.
Another mechanism is when two molecules of ADP combine to form one molecule
of ATP and one of AMP. The ATP can be quickly recycled, but the AMP is recycled
very slowly. So suddenly, you’re pulling the plug on your supply of ATP. It’s all
draining out of your system. That is what I suspect causes the delayed fatigue in
ME.
Q: What are some of the causes of mitochondrial underfunction?
Myhill: Broadly speaking, there are two important causes. The mitochondria can
be deficient in raw materials – magnesium, CoQ10, acetyl-l-carnitine, vitamin B3,
and D-ribose. Those are the 5 things we see that mean the mitochondrial are
deficient. We measure these things when we do mitochondrial tests.
Or, mitochondria can be going slow because they are blocked by something.
Blocking factors can include environmental toxins, energy delivery blockers, heavy
metals, and fermenting gut products.
You can find out more about Dr. Myhill at http://DrMyhill.co.uk

Source: ProHealth,
http://www.prohealth.com/library/showarticle.cfm?libid=21203
Part 2 to be published in the MEGC of February, 2016
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Science To Patients
On December 1st the last lecture with Dr. Bateman
from
Salt
Lake
City
was
broadcast
https://youtu.be/QuXO8RCjyWQ in which she answered several questions
frequently asked in her clinical practice.
On December 18th the last Q&A session with her took place.
At the moment transcripts and translations for Dutch subtitles are being made
from seven webinars with Dr. Neil Harrison, British neuropsychiatrist, and from
seven webinars with the Canadian physician and ME-expert Dr. Byron Hyde
which were recorded on September 26th, 2015.
There is estimated these will be broadcast since March 2016. It is intended to also
plan Q&A sessions with these two speakers. All information can be found on the
English page from the ME/cvs Association, the Netherlands:
http://www.me-cvsvereniging.nl/english-page
All webinars together have already been viewed for nearly 250.000 times. Since
December 2012, lectures have been broadcast with:
Prof. K. De Meirleir http://bit.ly/1RXjEIC
Prof. Frans Visser http://bit.ly/1M3hHDO
Dr. M. Vollema http://bit.ly/1NBTQML
Dr. Nigel Speight http://bit.ly/1Vp8y2D
Dr. Charles Shepherd http://bit.ly/1MlEEBA
Prof. Julia Newton http://bit.ly/1mcW26i
Prof. Leonard Jason http://bit.ly/1OB5s2D
Prof. Alan Light http://bit.ly/1KS0oog
Dr. Lucinda Bateman http://bit.ly/1Y7q6wc
As well as three webinars from Dutch patients’ perspective http://bit.ly/1TUC8rD
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The IOM-Criteria, CPET &
Disease Stages
Following the webinars of Dr. Lucinda Bateman in the Science to Patientsproject http://bit.ly/1Y7q6wc on four occasions she answered questions.
Here are some Q&A’s from the sessions of 18th Sept. and 9th October 2015.
Q: In your first webinar (http://bit.ly/1IZo1eI) you tell about the current
diagnostic criteria and your opinion is that those are not ideal. Do you mean that
the criteria, as recently proposed by the IOM committee are not ideal?
A: I feel like the new clinical diagnostic criteria (SEID) are better than what we
had previously, and they are intended for use in a clinic by primary care physicians
and other specialists. The name, SEID, was just a proposal, but the criteria in the
report are the most important aspect of the report
Q: Good diagnostic criteria have to be sensitive as well as specific. Are the SEID
criteria sensitive and specific enough in your opinion?
A: Time will tell. If clinicians do their job of evaluating the patient for other
illnesses, as they should, then the criteria should be very good. All new proposed
criteria should be studied and applied. The report states that everything presented
in the report should be re-evaluated before 5 years have passed.
Q: If the results of the research of for example Mady Hornig about possible stages
during the illness had come earlier, would those have changed the results and
recommendations of the IOM report?
A: I am part of the research group with Mady Hornig and was an investigator on
that paper. As clinicians we all recognize there are clinical differences in early
disease and late disease. The IOM report was required to rely on large published
high quality studies, and unfortunately there aren't any out there clearly showing
stage of illness data. Mady's study is just one study with a small signal....we need
much more.
Q: Shouldn’t the double cardiopulmonary exercise test become obliged in
diagnosing the disease?
A: The two day CPET is a gruelling test that could seriously relapse many patients.
I do not advocate for it as a diagnostic test because of that, unless there is a
critical need to prove the diagnosis. I see the 2 day CPET as a research tool to
demonstrate the pathology, but wouldn't subject every patient to it to prove the
diagnosis.
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Q: But in the IOM-criteria in a research-setting it is being advised, isn't it?
A: It is not advised in the IOM criteria. It is used to support the concept of PEM in
the report. As part of the CDC multi-site study we conducted CPET testing in about
20 of our patients. Many didn't recover for weeks.
Q: Enough patients could be found however who would be willing to take the risk
of a relapse due to it for the sake of a clearer view on ME.
A: Yes, I agree that many patients are interested and willing to undergo the CPET.
I have patients who need to prove to the government that they are disabled. It
would be helpful in this instance, in order to secure financial support. CPET needs
to be performed by experienced technicians and interpreted with knowledge of
the typical findings in ME/CFS.
Q: You talked about disease-stages in ME. Could you please elaborate? What are
their features?
A: As a clinician I certainly see stages of illness. I have had patients in my practice
for 15-20 years. Unfortunately, there is almost no longitudinal research to
demonstrate what we see in clinic.
Q: Not longitudinal, but didn't Alan Light show it in gene-expression markers,
the difference in illness-stages? And how did Mady distinguish between them?
A: Even though ME is defined as sudden dramatic onset, I believe [as a clinician]
that there are probably earlier warning signs and stages of illness that are never
diagnosed. We should study that. I also have patients who have much milder
disease for many years, then seem to worsen for various reasons. I also have
severely ill patients who have improved to a more functional state. The gene
expression markers are obtained at a slice in time. Cross sectional. We don't know
if they represent stages of disease or subsets of disease or different diseases.
Q: You mean in youth. Almost all patients had signs of a predisposition.
A: The cytokine study (Mady) simply compared the cytokine data of the <3 years
and >3 years patients. This was the same data set used to disprove XMRV, so it
was designed specifically to include some patients with early onset disease. The
early and later stage cytokine data are a small signal. It needs much more
extensive exploration with additional markers. This same group is embarking on
a microbiome study. We are hoping to enrol a substantial number of early stage
patients. It is challenging because these patients often don't get to specialist care
for many years.
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Hacking the Nervous System
Kevin Tracey, a neurosurgeon based in New York, is a man
haunted by personal events – a man with a mission. In the
late 1990s, Tracey was experimenting with a rat’s brain.
“We’d injected an anti-inflammatory drug into the brain
because we were studying the beneficial effect of blocking
inflammation during a stroke,” he recalls. “We were
surprised to find that when the drug was present in the
brain, it also blocked inflammation in the spleen and in
other organs in the rest of the body. Yet the amount of drug
we’d injected was far too small to have got into the
bloodstream and travelled to the rest of the body.”
After months puzzling over this, he finally hit upon the idea that the brain might
be using the nervous system – specifically the vagus nerve – to tell the spleen to
switch off inflammation everywhere.
It was an extraordinary idea – if Tracey was right, inflammation in body tissues
was being directly regulated by the brain. Communication between the immune
system’s specialist cells in our organs and bloodstream and the electrical
connections of the nervous system had been considered impossible. Now Tracey
was apparently discovering that the two systems were intricately linked.
Having found evidence of a role for the vagus in a range of chronic inflammatory
diseases, including rheumatoid arthritis, Tracey and his colleagues wanted to see
if it could become a possible route for treatment. The vagus nerve works as a twoway messenger, passing electrochemical signals between the organs and the
brain. In chronic inflammatory disease, Tracey figured, messages from the brain
telling the spleen to switch off production of a particular inflammatory protein,
tumour necrosis factor (TNF), weren’t being sent. Perhaps the signals could be
boosted?
Tracey had designed the trial with his collaborator, Paul-Peter Tak, professor of
rheumatology at the University of Amsterdam. Tak had long been searching for
an alternative to strong drugs that suppress the immune system to treat
rheumatoid arthritis. “The body’s immune response only becomes a problem when
it attacks your own body rather than alien cells, or when it is chronic,” he
reasoned. “So the question becomes: how can we enhance the body’s switch-off
mechanism? How can we drive resolution?”
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“We have shown very clear trends with
stimulation of three minutes a day [of the
vagal nerve ed.],” Tak says. “When we
discontinued stimulation, you could see
disease came back again and levels of
TNF in the blood went up. We restarted
stimulation, and it normalised again.”
Tak suspects that patients [with
Rheumatoid Arthritis, ed.] will continue to need vagal nerve stimulation for life.
But unlike the drugs, which work by preventing production of immune cells and
proteins such as TNF, vagal nerve stimulation seems to restore the body’s natural
balance. It reduces the over-production of TNF that causes chronic inflammation
but does not affect healthy immune function, so the body can respond normally
to infection.
Other researchers are now looking into using vagal nerve stimulation for a range
of other chronic debilitating conditions, including inflammatory bowel disease,
asthma, diabetes, chronic fatigue syndrome and obesity.
Gaya Vince,
The Huffington Post, May 29, 2015
Link to the complete article: http://huff.to/1Ja0Suv
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Reductions In Circulating Levels
Of IL-16, IL-7 And VEGF-A
Reductions In Circulating Levels Of IL-16, IL-7 And VEGF-A In Myalgic
Encephalomyelitis/Chronic Fatigue Syndrome
Recently, differences in the levels of various chemokines and cytokines were
reported in patients with myalgic encephalomyelitis/chronic fatigue syndrome
(ME/CFS) as compared with controls. Moreover, the analyte profile differed
between chronic ME/CFS patients of long duration versus patients with disease of
less than 3 years.
In the current study, we measured the plasma levels of 34 cytokines, chemokines
and growth factors in 100 chronic ME/CFS patients of long duration and in 79
gender and age-matched controls. We observed highly significant reductions in
the concentration of circulating interleukin (IL)-16, IL-7, and Vascular Endothelial
Growth Factor A (VEGF-A) in ME/CFS patients. All three biomarkers were
significantly correlated in a multivariate cluster analysis.
In addition, we identified significant reductions in the concentrations of fractalkine
(CX3CL1) and monokine-induced-by-IFN-γ (MIG; CXCL9) along with increases in
the concentrations of eotaxin 2 (CCL24) in ME/CFS patients. Our data
recapitulates previous data from another USA ME/CFS cohort in which circulating
levels of IL-7 were reduced. Also, a reduced level of VEGF-A was reported
previously in sera of patients with Gulf War Illness as well as in cerebral spinal
fluid samples from a different cohort of USA ME/CFS patients.
To our knowledge, we are the first to test for levels of IL-16 in ME/CFS patients.
In combination with previous data, our work suggests that the clustered reduction
of IL-7, IL-16 and VEGF-A may have physiological relevance to ME/CFS disease.
This profile is ME/CFS-specific since measurement of the same analytes present
in chronic infectious and autoimmune liver diseases, where persistent fatigue is
also a major symptom, failed to demonstrate the same changes. Further studies
of other ME/CFS and overlapping disease cohorts are warranted in future.

Abdolamir Landi, David Broadhurst, Suzanne D. Vernon, D. Lorne, J.
Tyrrell, Michael Houghton
Source: http://bit.ly/1PIfTHh
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The OMF End ME/CFS Project
OMF has raised over $107,000 from our Giving Tuesday Campaign!
OMF has received another $500,000 from an anonymous donor for the
Severely Ill Big Data study.
We have received $224,000 from another anonymous donor for the OMF
End ME/CFS project (with more pledged for next year!!)
OMF has raised over $1.8 million in 2015 so far!
We have officially started the Severely Ill Big Data Study with more details
to follow.

Things are happening in a big way because
of you!
THANK YOU for your support! We could
not do this without you.

With sincere gratitude,
Linda

Linda Tannenbaum
Executive Director
Open Medicine Foundation
http://www.openmedicinefoundation.org
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Visual Stress: A Symptom Of
ME/CFS
A University of Leicester research team has discovered
a vision-related abnormality that could help diagnose
ME/CFS.
The
abnormality,
called
"pattern
glare",
(http://1.usa.gov/1N2UiWc) produces distortions,
such as curving, wavering, and colors, when viewing
stripes. Pattern glare has been associated with
migraines and Irlen Syndrome (a visual processing
disorder). It can lead to headaches, photophobia, and eyestrain.
This is not the first study to find a correlation between visual disturbances and
ME/CFS. In May 2014, an Australian group found a greater occurrence of Irlen
Syndrome in ME/CFS patients (Loew et al. "Symptoms of Meares-Irlen/Visual
Stress Syndrome in subjects diagnosed with Chronic Fatigue Syndrome.")
A previous Australian study found significant variations in blood lipids as well as
urine amino and organic acids in ME/CFS patients with Irlen Syndrome. They
proposed that ocular symptoms might be caused by activation of the immune
system due to "some infective agent." (Robinson et al. "A biochemical analysis
of people with chronic fatigue who have Irlen Syndrome: Speculation concerning
immune system dysfunction" http://bit.ly/1m3rAeZ).
Coincidentally, I had an eye exam shortly before the University of Leicester study
was published. On viewing a cross-hatch pattern, I remarked that it had blue
horizontal stripes, and purple vertical stripes. "It's black and white," said the
technician.
Both of my children have pattern glare - one has migraines, and the other Irlen
Syndrome.
Here’s the link to the press release to the study:
http://www.eurekalert.org/pub_releases/2015-11/uol-vsc112415.php

Erica Verrillo
Source: http://bit.ly/1IvWRBj
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Simmaron Collaborate
Simmaron is continuing to collaborate on
the following studies with a select group
of collaborators:
Autoimmunity and Non-Hodgkins
Lymphoma in ME/CFS: This study
evaluates the family history of
autoimmunity and the increased
prevalence
of
Non-Hodgkins
Lymphoma
in
patients
with
ME/CFS. It is led by the University of New York Albany and collaborators
include Dr. Paul Levine and Dr. Daniel Peterson.
CDC Multi-Site Clinical Assessment of ME/CFS – Year Three: Sierra Internal
Medicine is collaborating in the CDC’s 7-site clinical assessment of chronic
fatigue syndrome (CFS) to characterize patients with CFS or myalgic
encephalomyelitis (ME) in clinical practices of clinicians with expertise in
ME/CFS. The data collected will be used by CDC to address the CFS case
definition and to improve how to measure illness domains and subsets.
Microbiome Study in ME/CFS: The Center for Infection and Immunity at
Columbia University is conducting a study of the gut microbiome in a subset
of patients from Lipkin and Hornig’s pathogen investigation in ME/CFS,
including patients from Sierra Internal Medicine.
Arthropod-Borne Disease in Post-Infectious Fatigue: Simmaron was
awarded samples from the NIH directed XMRV investigation to study the
presence of antibodies to vector-borne pathogens in highly characterized
CFS/ME patients and controls. This study recently got underway. It has the
potential to aid in subsetting and identifying a role of infection in
precipitating CFS/ME. Collaborators include Wisconsin Viral and Sierra
Internal Medicine.
Genomic and Functional Analysis of Immune Receptors in Chronic Fatigue
Syndrome – Part 1. Isabel Barao at University of Reno Nevada will
determine whether genetic variations in the genes coding for immune
receptors expressed by natural killer (NK) cells, macrophages and B cells,
play a role in chronic fatigue syndrome (CFS) risk and pathogenesis.
Collaborators include UNR, National Cancer Institute, and Sierra Internal
Medicine.
Data Analysis of Immune Measures in ME/CFS Patients: Simmaron is
extracting and analyzing data from patients at Sierra Internal Medicine to
correlate immune measures with treatments and outcome measures.
Nested Pathogen Study in Cancer Subset of ME/CFS: This investigation
parallels the Columbia University study described above, studying the
cerebral spinal fluid of a subset of ME/CFS patients who went on to develop
lymphoma or other cancers.

Source: http://bit.ly/1TYaLO1
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Mady Hornig's Research Made
Simple
Sudden Onset http://www.youtube.com/channel/UC7GNUcVaYEvm5zhYIZuBwyg
has produced another excellent video explaining the science of ME/CFS:
https://youtu.be/X2ZWLI6LrMk
In ME/CFS: The Scientific Evidence Episode 3 - "The SIGNATURE" Mady
Hornig's
research
on
immune
abnormalities is elegantly explained using
images and music. I would encourage
everyone to watch this 15-minute video,
as you will not find a more concise
explanation anywhere.
Mady Hornig's cytokine study, distinct
plasma immune signatures in ME/CFS are
present early in the course of illness, made headlines last February for a number
of reasons. First, it showed significant immune system alterations between
patients and healthy controls. Second, it revealed why many other studies have
not found similar abnormalities.
The answer turned out to be something fairly simple. The immune systems of
people who had ME/CFS for three years (or less) had a cytokine pattern (a
"signature") that was markedly different from controls as well as from patients
who had been ill more than three years.
Based on these findings, the researchers concluded that people with short-term
ME/CFS have upregulated immune systems indicative of a viral infection, and
patients with long-term ME/CFS suffer from "immune exhaustion."
What was remarkable about this study was that not just one, but ALL twenty-four
cytokines were altered in both long- and short-term patients compared to controls.
The early phase (blue bars) of ME/CFS showed elevations of nearly all the
interleukins (pro-inflammatory cytokines) which is typical of an immune system
fighting off an infection. Strikingly, patients who had been ill for less than a year
were 100 times more likely to have elevated interferon gamma, which is indicative
of a viral infection. Short-term patients were also 50% more likely to have
elevated IL-12 P40, which is a pro-inflammatory cytokine produced by microglial
cells (among others). The microglia are activated in the brain when there is an
infection in the central nervous system. Although an elevation of IL-12 P40 is not
definitive proof of neuroinflammation, it supports a study published in 2014 by
Nakatomi et al. which found evidence of microglial activation in the brains of
patients with ME/CFS.
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The chronic phase (red bars) showed elevations in eotaxin CCL11, GMCSF
(granulocyte macrophage colony-stimulating factor receptor), PDGF-BB (plateletderived growth factor-BB), and CD40L. Also of note was the depression of IL-17F
in both phases. (In 2008, Metgzer et al. found a similar depression of IL-17F.
The authors concluded that this cytokine may play a protective role against the
disease.)
Because they perform so many roles, it is impossible to make generalizations
about the function of individual cytokines. Nonetheless, three of the cytokines
related to the chronic phase of ME/CFS stand out.
Eotaxin CCL 11 recruits eosinophils, white blood cells which are elevated in
people with allergies. When administered to mice, eotaxin CCLL decreases
their neurogenesis and cognitive performance.
GMCSF is found in high levels in joints with rheumatoid arthritis, an
autoimmune disease.
CD40L leads to reactive oxygen species production, resulting in oxidative
stress.
Oxidative stress, atopy (allergy), and autoimmunity are three immune processes
implicated in long-term ME/CFS.
Source: http://www.cfstreatmentguide.com/blog

So much thanks to Erica Verrillo
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Solve ME/CFS Initiative BioBank
Supports Research
In the last few months, our Solve CFS BioBank and Patient Registry has supported
work on original ME/CFS research projects at the University of Vermont, the
University of Nevada and, now, laboratories at the National Institutes of Health.
By providing these readily-available blood samples, investigators are able to move
forward in their work, saving months or years in their research efforts. We have
built this capability as a service to qualified ME/CFS researchers across the country
and around the world.
Our Solve CFS BioBank and Patient Registry continues to grow with a current
collection of approximately 9,600 samples that are professionally stored, deidentified and catalogued. This includes Peripheral Blood Mononuclear Cells
(PBMCs), blood serum and blood-derived dry pellets; the rest of our registry is
made up of consented patients ready to provide samples for research purposes
when contacted.
Our samples are held in two facilities with the following attributes:
Facility 1:
Female: 167 (74%)
Male: 58 (26%) Total: 225
Age Range: 16 years - 80 years
Average Age: 55 years
Facility 2:
Female: 79 (76%)
Male: 24 (24%) Total: 103
Age Range: 18 years - 64 years
Average Age: 38 years
On-demand, consented participants (both patients—approximately 80%—and
controls—approximately 20%—that are not included in Facility 1 or 2, above):
Female: 799 (75%)
Male: 257 (25%)
Total: 1,056
Age Range: 15 years - 90 years
Average Age: 67 years
Researchers interested in acquiring samples should contact Dr. Zaher Nahle,
Vice President for Research and Scientific Programs, at znahle@solvecfs.org .
Patients and healthy controls who would like to
join the BioBank and Patient Registry should go
to http://SolveCFS.org/biobank, for more
information and to enroll.
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Study Shows That Certain
Herpes Viruses Can Infect
Human Neurons
.

For years, researchers have noted a
tantalizing link between some neurologic
conditions and certain species of the herpes
virus. In patients with Alzheimer's disease,
multiple sclerosis, and cerebellar ataxia,
among other neuropathies, the cerebrospinal fluid teems with Epstein-Barr virus
(EBV). Yet, the nature of that link has remained unclear, as it has been assumed
that EBV, as well as other viruses in the same sub-family, called
gammaherpesviruses, cannot infect neurons.
Now, thanks to investigators from the Perelman School of Medicine at the
University of Pennsylvania, researchers in this field know better. Erle S.
Robertson, PhD, a professor of Microbiology and Otorhinolaryngology and
Director of the Tumor Virology Training Program at the Abramson Cancer Center,
and colleagues published in mBio that EBV and a related virus, Kaposi's sarcomaassociated herpesvirus (KSHV), can infect and replicate in both cultured and
primary neurons (http://bit.ly/1OWJtWt).
Though by no means proving causality, those data do suggest viral infection could
underlie at least some of the symptoms of those brain disorders, as well as the
potential utility of antiviral drugs as a novel therapeutic strategy.
According to Robertson, several lines of evidence suggested the possibility that
gammaherpesviruses could infect brain tissue. First, the viruses are enriched in
the cerebrospinal fluid (http://bit.ly/21U2Pm6) and brain tissue of individuals with
such conditions as multiple sclerosis (MS) and Alzheimer's disease. In addition,
individuals with a history of infectious mononucleosis caused by EBV are more
likely to develop MS, while those who have never been infected with EBV are less
likely to do so. Particularly tellingly, the drug acyclovir, which can inhibit EBV and
related viruses, has been examined as a potential treatment for MS, with some
positive, albeit inconclusive, results.
Still, says Robertson, the ability of gammaherpesviruses to infect neurons has
been "controversial." Devan Mehta, a student in Robertson's lab, working with
postdoctoral fellow Hem C. Jha, PhD, and Dennis Kolson, MD, PhD, a professor
of Neurology, tested the link directly. Using genetically modified viruses that
express green fluorescent protein (GFP), Mehta infected human neuroblastoma
cells (http://bit.ly/1Y1iAIq) (neurons differentiated from cancer cells) and primary
human fetal neurons, monitoring the infection over time by microscopy and
protein expression.
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In both cell types, infection with either EBV or KSHV resulted in the appearance
of a fluorescent signal in the infected cells (http://bit.ly/1jSr0iI), as well as the
appearance of key viral proteins. The media in which infected cells were grown
also contained functional virus particles capable of infecting other cells, indicating
a mode of infection that tears open host cells. On the other hand, treatment of
infected cells with acyclovir reduced the production of virus particles
(http://bit.ly/1RI5V8v).
"I couldn't believe it," Robertson said. "After 50
years of studying EBV, nobody had ever seen the
virus in nerve cells (http://bit.ly/1meeNqr). But
maybe they just never looked."
According to Robertson, these data suggest that
viral infection of neurons could be associated with
neuropathology, though he emphasizes that it is
not the same as establishing causality. Such
proof, if it ever comes, could be years away.
"There's likely to be association of this virus with neurons," he stated. "But more
studies will be necessary to know whether it is actually associated with disease
pathology.
Why EBV and KSHV infection of neurons results in a specific destructive form of
infection will also be explored in future research. In contrast, when these viruses
infect other cell types, such as B cells, they enter a latent mode, in which virus
particles are relatively dormant. But, when they infect neurons, the particles
apparently
direct
the
cells
to
produce
large
amounts
of
virus
(http://bit.ly/1TEGza1), burst, and die, which explains why the growth media
bathing infected cells could be used to infect other cells. "That's an interesting
twist," Robertson said.
If nothing else, the ability of gammaherpesviruses to infect neurons provides a
new model system for studying viral life cycles. But these viruses ultimately may
also prove useful in studying disease etiology. "If you can infect nerve cells, that's
likely to have some sort of pathology," he said.
More information: Hem Chandra Jha et al. Gammaherpesvirus Infection of
Human Neuronal Cells, mBio (2015). DOI: 10.1128/mBio.01844-15

Provided by: University of Pennsylvania School of Medicine
Source: http://bit.ly/1NmbdB7
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How To Diagnose Chronic
Fatigue Syndrome
After 25 years living with chronic fatigue syndrome (also known as myalgic
encephalomyelitis, or CFS-ME), researcher Leonard Jason maintains a stalwart
professional focus on improving the diagnosis of the disease. That requires
doggedly analysing cases and symptoms to refine the criteria necessary for an
appropriate definition of what constitutes a case of CFS-ME. Yet ongoing
controversy over the criteria illustrates how much there is still to learn about it.
For example, in 2011 Jason and his colleagues showed that the most commonly
used criteria identified only 79% of patients with CFS-ME (http://bit.ly/1Y1naqd).
These findings underpin Jason’s repeated calls for government bodies to test any
proposed disease criteria using patient data – and his continued dismay that they
do not.
One problem is that people who also have other conditions, such as mood
disorders, should be omitted when trying to define diagnostic criteria for CFS-ME.
The goal is to hone the patient and disease criteria to their very essence: only
then will researchers be able to tease out the biological mechanisms specific to
this disease and find potentially effective treatments.
Jason and his colleagues are currently experimenting with machine learning
techniques to see if they can distinguish patients from controls and, eventually,
classify patients into distinct subtypes. Preliminary findings suggest that those
who are bedbound, and arguably suffer the most, experience some unique
symptoms such as orthostatic intolerance, which means their nervous systems
shut down when they stand upright.
Their most recent work found that only 67% of study participants reported
orthostatic intolerance, compared to 93% reporting cognitive impairment – yet in
criteria proposed by the Institute of Medicine in 2015 (http://bit.ly/1Q6sPqD),
having either of these symptoms meets its case definition. It could be, however,
that orthostatic intolerance is indicative of a distinct subtype.
But perhaps Jason’s most important contributions are yet to come. In 2013, he
started two studies that will monitor people over time to document risk factors
and how the disease unfolds. The first will follow college students who experience
infectious mononucleosis (also known as glandular fever), a commonly
acknowledged trigger, to identify those who eventually go on to be diagnosed with
CFS-ME. He is also overseeing a study that will document children with CFS-ME in
a community sample of 20,000 families.
His work is slow but prodding, securing the data needed to understand the
disease. And we all know it’s the tortoise that wins the race in the long run.
Virginia Gewin http://bit.ly/1lA7XeB
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Griffith/NCNED
Dear all supporters,
With the end of the year approaching, the team members of NCNED would like to
share a short message of thanks with you.

https://vimeo.com/149121779
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7. Events
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ME-Conference in Sweden
The Invisible Ones – A Conference on Severe ME/CFS in Sweden
A one day conference on severe ME/CFS was held in Stockholm, Sweden, on
Monday 19th October 2015, and thereafter on Thursday 22nd October 2015 in
Göteborg.
Speakers were Dr. Daniel Peterson (Simmaron Research Foundation, USA), Dr.
Mady Hornig (Columbia University, USA), Prof. Leonard Jason (DePaul
University, USA, via Skype) and Dr. Lena Nilsson (Stora Sköndal hospital,
Sweden), after which followed a plenary discussion with the above speakers. The
conference was opened by Henrik Fransson, chairman of the Swedish MEassociation’s local association in Stockholm (RME Stockholm).
Here are the links to the presentations:
https://youtu.be/JGD72CiUqq4

Henrik Fransson, introduction

https://youtu.be/uyutWiuwmwA
symptoms and research

Dr. Daniel Peterson

on background,

https://youtu.be/hy7bz8qwBqo Dr. Mady Hornig on plasma immune signatures
in ME/CFS
https://youtu.be/NGv9xbm0K7c
Prof. Leonard Jason on the definition of
essential features in ME and in CFS
https://youtu.be/PfrIjUspxjw
Dr. Lena Nilsson about the ME/CFS center at
Stora Sköndal hospital, Sweden
https://youtu.be/L6lUABUiQko

Plenary discussion

Submitted by Lisa Forstenius,
the Swedish ME Association (RME).
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An Evening of ME Research in
Norwich
We were very pleased to hold an evening of ME Research in Norwich Research
park on 23rd October. Speaking at the
meeting were Dr. Mady Hornig from
Columbia Univesity, New York, and Fane
Mensah who is performing IiME-funded
research with Dr. Jo Cambridge at UCL,
London.
It was a pleasant evening in a brand new
ecocentric building in the heart of the
university and we were very pleased to see
many students there as well as patients
and carers.
Source: Invest in ME Newsletter November 2015

IIMEC11 Events 2016 - 11 Years of Biomedical Research
The annual Biomedical Research into ME Colloquium has been arranged for 1st
and 2nd June 2016.Following the research colloquium the charity will host the
eleventh International ME Conference - IIMEC11 - on 3rd June.
All events are in London.
More details of the conference programme may always be found at this link:
http://bit.ly/1NbdhxQ
We have added the first details of our speakers - and we welcome Professor Ron
Davis of Stanford to the conference and the BRMEC6 Colloquium:
http://bit.ly/1XVHclO
The researchers from the EMERG group will be present as IiME will host another
EMERG meeting.

Source: Invest in ME Newsletter November 2015
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UK Research Collaborative
Scientific Conference
Fruitful and encouraging – that’s how we’d sum up the second
UK Research Collaborative (CMRC) conference held in Newcastle
from 13–14 October 2015.
The aim of the CMRC is to promote the highest quality of basic
and applied evidenced-based and peer reviewed research into
ME/CFS by bringing together national agencies, ME/CFS
charities, and working researchers.
In 2015, many of the main presentations were livestreamed, so people with ME
and their families could watch the proceedings from home. As well as a series of
keynote addresses, there were presentations from MRC-funded research project
leaders, followed by questions.
Conference numbers were impressive, with over 75 professional delegates
registered for the research conference, and around 30 Associate Member
delegates (mainly patients and families) registered for the workshop, which
included many of the researchers, on the first day.
ME Research UK was fortunate to meet up again with many old friends and allies,
and to have some of the researchers we have funded in attendance. Our report
with photos and links to filmed lectures can be found at http://bit.ly/1WvRh8D .

Submitted by Dr. Neil Abbott,
MERUK
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SCREENING Of FORGOTTEN
PLAGUE
DATE: February 28, 2016
TIME: 14.30 pm
LOCATION: Lab111, Arie Biemondstraat 111, Amsterdam
TICKETS & FURTHER DETAILS: coming soon.
Hereby I want to thank everyone for helping out to find a location for the screening
of Forgotten Plague.
I'm happy to announce that I'll be organizing the screening in cooperation with
the ME/cvs Vereniging (www.me-cvsvereniging.nl).
Be sure to mark your calendar for a trip to Amsterdam to support the screening.
The revenue from the tickets will go to the much needed biomedical research. So
come on and help us to fill those 120 seats.
This is not just a screening but hopefully a step into a new direction. Be sure to
be part of it.
Spread the word. Like & share if you care.
TRAILER: https://youtu.be/VsQcmKT3zSo

Submitted by Anil van der Zee
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IMEC 11

.

The eleventh Invest in ME-conference in
Westminster, London,UK will be on Friday,
June 3, 2016

will be on 1st & 2nd June 2016

The BRMEC Colloquium,
a two-day
research meeting prior to the conference,

Info and possible ways and means to help:
http://www.investinme.eu/IIMEC11-news-0801.shtml

The 4DVD conference-video of all presentations of the 10th international
conference on May 29, 2015 can be ordered here:
http://www.investinme.eu/IIMEC10-DVD-Order.shtml
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8. Severe ME
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Being Present through
Transforming Suffering
There is nothing romantic, you find, about witnessing your loved one’s suffering.
It is coarse, raw, sweaty, smashes into shards your fragile ego, strips naked that
which you would never expose, leaves you almost unable, after decades, to bear
another moment of it.
I am learning about limits. My website, Stonebird, is rarely updated now. I have
journeyed way beyond whatever ability I had to campaign. I survive here, far out
of reach, on a vicious distant edge, that few, if any, care to know about.
How?
Suffering reeks of despair. You must never
let it take you over. I am re-reading Victor
Frankl’s masterpiece on how to rise above
suffering, “Man’s Search for Meaning”. He
writes, out of Auschwitz, that a man has an
opportunity “to make use of or forgo the
opportunities of attaining the moral values
that a difficult situation may afford him.”
You can face your situation with dignity, you
can find meaning and purpose, you too can
attain spiritual freedom and insight, that is
Frankl’s burning message and challenge.
Or you can give up and die.
The choice, every moment, here, as I have said many times, is a stark one. To
take either the path of life or death.
Death, I tell you, feels like emotional numbness, screamingly awful. Life,
meanwhile, is creative, light, joyful. One way generates tears, division and anger,
the other contact, sensitivity, a smile.
Service or withdrawal.
Presence or irritation.
Interaction or game-playing.
You cannot give-in. It takes enormous discipline, I find, to resist the temptation
to sink into victimhood, completely overwhelmed by your situation. That way lies
self-destruction.
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It takes rugged determination to put on your cycling gear, or your coat and shoes,
or pick up your shovel, if you can and get yourself outside, feel the earth, the sky,
the wind biting your face, but you must do it! What is the alternative, apart from
self-obsession, trying to hide from your feelings and more dangerously yourself,
in an empty, terribly lonely, sad indulgence, going nowhere, except to the bottom?
It takes great self discipline to transform suffering, to discover, in the process how
liberated you become, how alive, how creative.
I find that I am bubbling with ideas, stories, songs. I sit down at my keyboard
with utter joy. I have invested in all kinds of creative software, recording, musiccreation, animation writing, web design applications that provide a rich outlet for
my crazy ideas, schemes and dreams.
Riddled with self-doubt, still I publish my books, put out my music, build the
websites. Each time it is a victory in boldness, a lesson in being real, and fun
unbounded!
Recently I published a boogie-woogie “Santa’s Twisting” animation. The deafening
horns, driving sax, thundering drums merry, animation and rockabilly piano stand
in vivid contrast to the still, silent, suffering reality that they were composed and
performed in, whispered behind closed doors, on the computer.
But with the blessing of song and the power of animation I
can have a ball in a swinging Christmas pub, or be a lean
cowboy in Arizona or a goldfish, which I found particularly
poignant: all these things I have done on my new website:
http://www.lonelyanimator.co.uk/
Paradoxically, the creative process frees me to be more truly myself, more able
to be real and present in the world, in order to hold, comfort, think of ways
forward, in impossible situations.
There is nothing romantic, as I said, about suffering. Love, on the other hand, is
eternal, the romance, I am here to tell you, never dies! The tiniest gesture, when
performed in love, is pregnant with hope and possibility.
That you come to learn, with a tear in your eye.

Greg Crowhurst
Greg is the author of: “Severe ME, Notes for Carers”
http://stonebird.co.uk/Notes/index.html
& “Severe ME, Featuring Justice for Karina Hansen
http://www.stonebird.co.uk/severemebook/severeme.html
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Help Karina – Donate To
Save4Children
The charity Save4Children has been created by the editors of the ME Global
Chronicle (http://www.let-me.be) and helps parents whose children have been
forced into psychiatric wards by
authorities, to try and set them free
by legal procedures, if the parents
have proven to be incapable of
affording needed legal assistance.
They helped in Joanne’s case – the
German teenager who has been held under psychiatric care for 18 months, and
Joanne has been allowed to go home last July. Now they would like to help Karina
Hansen.
Karina is a severely-ill ME patient who has been held in a hospital against her will
for 2 ½ years. Her parents are still not allowed to see her. Her condition is worse
now than when she was forcibly removed in 2013.
She can no longer speak in full sentences. She sits in a wheelchair and mumbles
to herself. She is allowed to wear her earplugs as she becomes very distressed
when they have tried to take them from her.
When she was first taken, she actively resisted treatment and was therefore given
the diagnosis of Pervasive Refusal Syndrome.
This is the same diagnosis as Joanne was given. Now Karina no longer resists
treatment and the psychiatrists claim that this is improvement. Karina has never
resisted eating, which is a core symptom of PRS, so of course this diagnosis is
completely ridiculous.
Also, Karina is a young adult and PRS is exclusively a pediatric diagnosis.
Although it does not look good for Karina at the moment, the fact that “Joanne”
has been released gives us hope.
If you would like to help, please donate to Save4Children at:
http://www.geef.nl/doel/save4children
The money that will be donated will be transferred in mutual deliberation to a
volunteer non-profit civil rights group called The Citizens Right’s Group
(Borgeretsbevægelse) that has taken up Karina’s case.
CRG fights for cases that are examples of principle human rights violations and
they are finding many violations in Karina’s case.
Donations
will
be
collected
at
the
S4C
site
here:
http://www.geef.nl/doel/save4children
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Information about the Karina and the case can be found in this and future issues
of the ME Global Chronicle and at these sites:
Justice for Karina Hansen - find info under notes.
https://www.facebook.com/JusticeForKarinaHansen
Two videos about Karina from 2013:
http://www.youtube.com/watch?v=Dk3e8IWj7M0
http://www.youtube.com/watch?v=JTkkcvlvYf8
The Citizen’s Rights Group – documents in the case in Danish
http://xn--borgerretsbevgelsen-xxb.dk/
New documents will be added as they become available.
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9. News from
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Australia

.

Queensland
On the 13th October, Rhonda [president of the ME/CFS/FM
Support Association Qld Inc, Ed.] and I attended the reception at
Parliament House to celebrate our association regaining our funding for the next
3 and a half years with the Health Minister and the Premier Annastacia
Palaszczuk. The Premier was a sheer delight and shed a tear when she asked us
what regaining our funding will mean to our support group and included in her
speech a special mention of us coming all the way from Toowoomba for the event.

Rhonda McInnes, Annastacia Palaszczuk and Lyn Wilson
On 16th October Rhonda, Theresa and I met with Anthony West from Funding
and Contract Management Unit of Queensland Health to see exactly what services
our association offers to sufferers of ME/CFS/FM and how we would like to continue
to run. This was a wonderful opportunity to meet face to face and for Queensland
Health to have a better understanding of exactly what our association is about.
I was lucky enough to have the opportunity to write an article of the Australian
Primary Health Care Nurses Association (APNA) to help educate nurses on
Fibromyalgia. I am also hopeful that I will be invited to give a talk at their next
National Conference.
On the 11th November I was asked to do an interview for WIN TV Wide Bay
Facebook page.

Lyn Wilson, vice-president & secretary to the
ME/CFS/FM Support Association Qld Inc
Source: The Queensland Communicator, December 2015/January 2016
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Australia Government questioned on ME
West Australian Senator and deputy leader of the Greens party, Scott Ludlam,
asked the Australian Government what they are doing for people with myalgic
encephalomyelitis. The answer is ‘not much’.
Senator Ludlam raised questions relating to diagnosis, cure, management plans
and treatment of myalgic encephalomyelitis, which as he said may be more
commonly known as ME or chronic fatigue syndrome. The questions were asked
at the triannual Budget Estimates hearings at Parliament House, Canberra. The
hearings provide an opportunity for non-government senators to ask questions of
public servants about the running of government and government spending. The
Senate is the upper house of Australia’s Parliament. A transcript of the Budget
Estimates session can be viewed via this link (http://bit.ly/1NID8KU).
In Senator Ludlam’s post “14 things we learned at Senate Estimates”, ME was
highlighted at number five:
Between 0.4 and 2.6 per cent of the population suffer Myalgic
Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS) but so little is
known.
Anywhere from 92,000 to 598,000 Australians suffer from this extraordinarily
complex and debilitating condition.
There is no collective diagnosis, there is no known cure and there is no consistent
management plan. The NHMRC has provided a little over $2 million in funding
between 2000 and 2013, which matches the slow pace of research worldwide. It
is time to step up our efforts to fund basic research and advocacy and provide real
hope for people with this ‘invisible disease’.
“I am struggling to think of a cohort of people in our community that
large, for whom there is so little”.
Emerge Australia President, Sally Missing is in regular contact with Senator
Ludlam, meeting with him in person again this week. We thank him for his
interest and support of the work of Emerge Australia and his commitment to
raising awareness and advocating for improved resourcing for ME/CFS research,
advocacy and service delivery.

Sasha Nimmo
Source: Newsletter Emerge Australia, December 2015
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Canada

.

Become a CIHR Institute Advisory Board member
If you are in Canada, perhaps you could help direct CIHR so we
get more funding. They sent this notice out on 13th December:
“CIHR (Canadian Instititues of Health Research) is launching a recruitment
campaign to fill up to 75 positions within the five new IABs. An open nominations
process is the most appropriate and transparent way to attract the ideal mix of
expertise for the new IABs.
Information on the selection criteria and composition of the new IABs is available
under the IABs Selection Criteria.
Online applications can be submitted, via ResearchNet, from December 11, 2015
to February 3, 2016. All information on: http://bit.ly/1NR4mDr
The clock backwards
Bad news about the CCDP (Chronic Complex Disease Program) Vancouver clinic.
Reportedly the clinic wants to hire an expert in somatization, Dr. Andrew
Howard. More details once confirmed. Here he is: "I hope you have specialists in
mental health ...... Otherwise you are colluding with the false belief many of these
patients have that they are ill and this will impede their recovery."
And: “I cringe when you say these patients are mistaken for patients with
somatoform disorders? You mean somatization is not even in the differential with
these patients?”
And: ” Patients accused of malingering report that the need to defend their
physical suffering delayed appropriate diagnosis for so long that it negatively
affected their functional outcomes….. They particularly want to hear that the
process has been largely involuntary and it is clear that they are suffering. They
have, understandably, misinterpreted the source of their suffering to be physical
rather than emotional (and, in fact, they have had mixed messages from wellintended but misinformed health care practitioners that their symptoms may in
fact represent disease) but our assessments can help them correct this
misinterpretation.”

Thanks to Leela Play for all info
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Ireland

.

Just after the publication of the follow-up study of the PACE-trial
October last, Irish well-known patient activist and severe ME-patient
Tom Kindlon was asked for a comment by the Irish Independent.
Tom: “This was written in a bit of a rush. They contacted me Wednesday
afternoon around 3pm and wanted it by lunchtime the next day. I was asked to
tell my story rather than write a long political or scientific piece. They also had to
edit down quite a lot of what I said to fit the space they had.”
http://bit.ly/1KKxN3Q published 30 October 2015 from the interview:
'No one chooses to have ME - everything changed when I became ill'
As a new study suggests that ME can be beaten through therapy and exercise,
long-term sufferer Tom Kindlon says it's not that simple.
“I have been annoyed that the illness has not got the
research I feel it deserves. I believe one reason for this has
been the attitude that all patients need to do is push
themselves to exercise more. One example is the PACE Trial
that hit the headlines this week. It found that patients who
did graded exercise therapy or cognitive behaviour therapy
(CBT) did a bit better than those who had no individualised
therapy when they were questioned after a year.
However, this difference disappeared when they were assessed at a later point.
More importantly, the improvements that have been found are almost exclusively
in questionnaire scores. The people who did CBT or graded exercise were no fitter
on an exercise test compared to the no therapy group. Perhaps most importantly,
all the groups had similar levels of absence from work and receipt of disability
payments actually increased across the groups. If graded exercise and CBT had
an effect, it was marginal.
I have read of many people like me who tried to exercise and instead of helping
them, their health deteriorated. Research progress has been slow in ME. I would
have hoped there would have been effective treatments for myself and others by
now. The most promising lead is possibly Rituximab, an anti-cancer drug that was
found to be useful by chance in patients with ME who developed cancer.
While we wait, I hope people will remember that ME isn't something people
choose, and those affected deserve all the support given to those with other
disabling conditions.
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Norway

.

132 ME parents responds to Legal Hearing on Carer’s
Allowance System!
The Norwegian government has held a legal hearing regarding the welfare-system
that grants parents of sick children benefits equaling their full salary, while they
have to stay at home to care for their children, carer’s allowance. Unfortunately,
this type of benefit has been difficult to get for parents of children with ME. Now
this may change.
The proposed new criterion is that the child due to illness, injury or defect
documented need for continuous care and attention and the carer therefore has
to be away from work. This is an important alteration of the existing criterion of
life-threatening or severe illness. Children with long-term illness is now suggested
to be included.
The proposed amendment may substantially improve the situation for many
children and adolescents with ME. 132 ME-parents therefore sent a common
response when the system of carer’s allowance was on hearing, with a deadline
12/15/2015. In essence, we support the Government’s proposal.
However, we see a number of challenges, including:
ME sufferers are often ill for more than five years, and will need supervision
and care beyond the limited period government now proposes.
It often takes a long time to come to see a paediatrician, but the child still
needs continuous care and attention while waiting. Who is to fill in the
application for care benefits during this period?
We therefore proposed a number of amendments.
We have also requested that the regulations is generally designed so that they
meet the needs of children and adolescents with ME, and not the contrary incur
additional charges that could make them worse.

Read the full text on the site of ME-foreldrene
http://bit.ly/1T6vgY6
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Spain

.

Sometimes we have good news.
Like some of you might know, most people with Central
Sensitivity Syndromes (CSS) which include Myalgic Encephalomyelitis/Chronic
Fatigue Syndrome (ME/CFS), Multiple Chemical Sensitivities (MCS), Fibromyalgia
(FM) and Electrohypersensitivity (EHS), in Catalonia, have lost, in the past few
years, their already limited access to their specialists in the public health care
system. And also many are seeing their pensions and being taken away. This is
leaving these 250.000 ill people in a situation of social exclusion.
The new plan (July 1st, 2015) that the Catalan Government has developed for
people with CSS consists of leaving them parked in Primary Health Care (where
doctors are not trained on these pathologies) and recommends as treatment
Cognitive Behavioural Therapy and exercise. None of this helps (and can be
harmful) to people with CSS who need relevant medical care and social and
economic help.
For this reason, a few months ago, our association, the Liga SFC/SSC, began
conversations with various Catalan municipal governments, because the situation
of these 250.000 Catalans is so extreme that a Rescue Plan is needed.
The first municipal government that has stepped forward to implement this plan,
is the City of Tarragona Municipal Government (Tarragona is a major city 100
kilometres south of Barcelona). In the plenary session held last November 30th,
the “Institutional Declaration of support for people with Central Sensitivity
Syndromes” was approved, which consists of a concrete programme of measures.
This is a historical step.
We are very happy that all the political parties in the Tarragona City Government
have voted this Plan which will come into action on July 1st, 2016. It is an
important moment for people living with CSS.
We would like to thank our collaborator of the Liga SFC/SSC, Jordi Gene from
Tarragona, for all the great work he has done of dialoguing with all the political
parties. We would also like to thank all the Tarragona city counsellors of all the
parties for their collaboration and for understanding that the urgent situation that
are living people with CSS in Catalonia is not a party issue, but a human issue.
We encourage other municipal governments in Catalonia and Spain to implement
this type of plan.
Source: http://bit.ly/1NTrG5l
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The Netherlands
The Dutch Citizen Initiative of the Groep ME Den Haag
an update
Given the recent developments concerning the PACE trial, via
blogs from David Tuller and James Coyne, which all of us will not have missed,
and the sharp criticism of them as well as other independent, prestigious scientists
on the methodology, analysis, interpretation and presentation of results from the
PACE trial, the call for release of the PACE data and for carrying out an
independent reanalysis, or even withdrawing of the study, we, as
Burgerinitiatief Erken ME (Citizen Initiative recognize ME)/Groep ME Den
Haag sent an extra letter to the Health Council early this week[at the start of
December, ed.]. This partly due to the, in our opinion, large influence that PACE
and other (Dutch) CGT/GET studies are having on the health care for ME patients
in the Netherlands, the content of clinical guidelines (CBO guideline is directly
derived from the NICE guideline from the UK) and the maintaining of an unwanted
stigma and outdated paradigm about this disease for decades.
The recent published IOM report clearly states this is a real complex severe chronic
multiple-system disease, for which yet no curative treatment exists. So an illness
that has nothing to do with deconditioning, fear for exercise or “false illness
beliefs” (as are the underlying theories of CGT/GET). The (unproven) theories that
underlie to treatments as CGT/GET contrast sharply with the abundance of
evidence related to the pathophysiology of ME and the proven existence of e.g.
one of the key characteristics of ME, post-exertional malaise, causing these
therapies to be even potentially dangerous for the patient. Frequently patient
associations (by diverse reports/surveys) and the Citizen Initiative have pointed
to the adverse effects that have been reported as a result of these therapies.
In the letter addressed to the Health Council, we informed them about above
mentioned developments and requested them to take note of this (we added an
extensive references list with links to several blogs/articles/reports). We have also
insisted the yet to be formed commission that will review the state of science with
respect to ME and will submit a recommendation report to the Parliament, to be
extra critical regarding this subject (CGT/GET), given the state of science, and
requested them to take published criticisms into account. In addition, we pointed
again to the importance of participation of international ME experts/doctors (we
delivered them a list of experts who are willing to participate or to advice this
summer, see our earlier updates) and to take care there will be listened to the ME
patients, in particular those who are severe ill (house bound/bedridden) because
this group is often lacking in research.
We will keep you informed about further developments.
Groep ME Den Haag
For more information about this initiative, see earlier issues of the MEGC, section
grassroot.
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United Kingdom
ME Research UK
“Breakthrough” magazine: Autumn 2015 edition
Our Autumn 2015 “Breakthrough” magazine has gone out free in the post to
friends and supporters. The electronic edition is now available, and can be
downloaded free, along with past issues, from http://bit.ly/1Ri75Fm .
The contents of this issue include ME Research UK-funded research on muscle cell
abnormalities and symptoms & definitions. There are also reports on the evidence
of immune dysfunction, the genetics of ME/CFS, and the promising effects of
Rituximab, as well as a ‘research bites’ round-up of recent studies from around
the world, including hyperbaric oxygen and the brain, post-polio syndrome,
handgrip weakness, misdiagnosis of multiple sclerosis and ME, and comparison
with breast cancer.
This magazine has had a comprehensive new design that includes a larger
typeface for easier reading. It is free to patients and their families, clinics,
academics and research groups, so please message or email us with your address
if you are not already on our mailing list and would like a hard copy.
Publications from funded studies
Six new research papers from studies funded by ME Research UK have appeared
in the scientific literature this year. This brings the total number of ME Research
UK-funded research papers to 69, and you can read their abstracts, often with
extended essays from our team, at our ‘completed research’ pages
http://bit.ly/1acrkxx, and read an essay on the potential impact of these
publications here http://bit.ly/1NPBQBA .

85 Back to Table Of Contents

10. Vote For…
Justice for Karina
Karina Hansen suffers with severe Myalgic
Encephalomyelitis meaning muscle pain with inflammation of the brain and spinal
cord.
ME is a neurological disease as noted with the World Health Organization (WHO)
G93.3. Every country who belongs to the United Nations must abide by the WHO
description of what is a physical disease as well as the United Nations Human
Rights.
Demark is holding Karina against her will and forcing her to take part in treatment
which can kill her. Denmark believes that ME is the same as Insanity which is not
how ME is described in WHO G93.3. Denmark is a member of the European Union,
United Nations, Human Rights and WHO.
https://secure.avaaz.org/en/petition/Justice_for_Karina/share/

Petition to the WHO
Off late I created a petition and I hope you will support it, it's called:
Governments must comply to WHO ICD10 G93.3
This issue is very important to us as a family but also concerns many people
around the world, and together we can do something about it: to speed up
scientific research and give hope.
Please read more about it and support this petition here:
http://bit.ly/1GnI3Am
Campaigns like this always start small, but they grow when people like us get
involved, please take a second right now to help out by supporting this petition
and passing it on.
Would you be so kind as to click the link to AVAAZ, filling in your e-mail address
on the site? With doing that, you support my petition to the World Health
Organisation in Geneva and all its 164 member states.
Thanks so much,
With Best Regards,
Frits de Bruyn and Family
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Misleading PACE claims should be retracted
http://bit.ly/1JgnDsx
Given the weak and flawed methodologies of the PACE trial, which claims that CBT
(cognitive behavioral therapy) and GET (graded exercise) led to the recovery of
ME/CFS patients, we, the undersigned patients, doctors, scientists, parents,
children, family, friends, caretakers and #MEAllies:
– call upon The Lancet to retract the claim made in its February 2011 editorial [1]
that 30% of patients, or indeed any patients at all, were said to have recovered
in the accompanying Lancet paper on the PACE trial [2]; and retract from that
paper all analyses and statements in relation to the absurd “normal ranges” for
fatigue and physical function;
http://www.meaction.net/whats-wrong-in-the-lancet
– call upon Psychological Medicine to retract the claims in this paper [3] that 22%
of patients in the CBT and GET groups recovered, based on recovery criteria that
were weakened so far from their original form in the study protocol that they no
longer represent recovery by any rational standard;
http://www.meaction.net/whats-wrong-in-psychological-medicine
– call upon the study authors to publish the recovery outcomes according to the
analyses specified in the trial’s protocol [4] and to give independent researchers
full access to the raw data (anonymised by removing trial identifiers and all other
data superfluous to the calculation, such as age, sex or location). #MEAction
undertakes to meet any reasonable cost of analysis or data preparation;
http://bit.ly/1ZfDfWy
- call upon all parties to reject the view that being as disabled as patients with
congestive heart failure is a good recovery of physical function in CFS.
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11. Major Fundraising
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LLEWELLYN KING IS RAISING FUNDS
To be able to continue his 100% free and very important and useful
interviews with well known scientists researching ME/cfs
Raised: $ 8,757, Goal: $20,000.00
Info: http://www.gofundme.com/5yhjdo
Donate to his YouTube channel here: http://www.gofundme.com/MECFSAlert
By donating to his GoFundMe page, you can fund future episodes of ME/CFS Alert
and aid him in his goal of comforting the sick, educating the doctors, and shaming
the government.

Donate to Mike's EU Marathons: http://bit.ly/1BdhrD6
See article on Mike’s Marathon elsewhere in this issue

https://chillimechallenge.wordpress.com/donate-here/
with several (research)objectives to donate to

Donate today to the OMI’s Severely Ill Big Data
Study:
http://bit.ly/1MYUhUd
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The fund called Save4Children has been initiated in March 2014 by the editors
of the ME Global Chronicle.
We would very much appreciate your financial help with this project to give
financial support to parents whose children are forcibly taken from home and
‘treated’ in psychiatric wards, like Sophia Mirza once was, and the German 14
year old Joanne. She´s been released thanks to legal procedures, partially
financed by the Save4Children Fund.
The Fund will now direct its arrows to try and set free Danish severe ME-patient
Karina Hansen, about whom you can read in this and earlier issues of the ME
Global Chronicle (http://www.let-me.be).

You can donate any amount through: http://www.geef.nl/doel/save4children
Since last issue € 966,42 has been donated. We are immensely grateful to those
of you who contributed to this amount, which will be spent to try and get free
Karina Hansen, in cooperation with Danish patients and organizations. So
continue to donate, and let’s make this into a global project to try and set her free
in 2016!
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12. Worth Noticing, Watching,
Hearing & Reading

91 Back to Table Of Contents

James Coyne: A skeptical look at the PACE chronic fatigue trial
Edinburgh-talk, 16 November 2015
https://youtu.be/KSGtZgzkoRQ
https://youtu.be/bJFQDdXDrk0
https://youtu.be/k1OOjDcKDjA

How To Live Well with Chronic Pain and Illness is Toni Bernhard's latest book. A
review by Jennie Spotila can be found here:
http://www.occupycfs.com/2015/12/04/saying-no/
Greg Crowhurst of the UK enjoys creating music on different sorts of instruments
and has created a site to post his music with self-created animations. Needless to
say much of his art breathes his life and experiences as a 24/7 caregiver to his
wife Linda.
“ I just love the process of song writing, illustration and animation- the creative
joy, the ability to soar free, to journey through time and space, the challenge of
learning how to play the instruments, draw, animate, mix-down, film-making,
these things are a delight and a huge source of satisfaction to me. I am really only
beginning !
I
have
just
built
myself
http://www.lonelyanimator.co.uk/

a

website

to

share

the

process.”

The Invisible Ones
This most impressive compilation of severely ill patients has been made by two
Swedish patients. Try and watch this without tears
https://youtu.be/BoVvJzmmVWg

https://youtu.be/9_HwOUiImvw
This mini documentary reveals 3 stories of people (including the son of Prof. Ron
Davis) who have been impacted by ME. They share emotions of treating loved
ones with the disease, their frustrations of being ignoring by members of society
and the healthcare industry and express hopes of treatment and research.
http://www.youtube.com/watch?v=Q2Z_5M0gEbo&feature=youtu.be
ME is not an Invisible Disease, , this is what we look like when you don’t see us.
Norwegian production, with very moving music, 'Release Me' of Martin Halla
(Google Play (http://bit.ly/1RtwI6p) • iTunes (http://bit.ly/1Lj9sTs))
ME/cfs: The Scientific Evidence - Episode 3 - "The SIGNATURE" - Myalgic
Encephalomyelitis - Mady Hornig's Research Made Simple (http://bit.ly/1IYzVeb)
in images and sound
https://youtu.be/X2ZWLI6LrMk
source: Sudden Onset http://bit.ly/1k6kghc
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https://youtu.be/kthcrNFJx4A
This broadcast by Leonard Jason on ME and CFS is from the 2015 Abundant
Energy Summit which is located at http://www.abundantenergysummit.com
Prof. Jason: “We are conducting a study of fatigue in people with different
conditions. We want to learn how fatigue is the same and how it is different in
different conditions. We are looking for volunteers to complete an online
questionnaire, which takes about 45 minutes to complete.
We are looking for people who:
• Are at least 18 years of age
• Can read or speak English
• Have a diagnosis of Multiple Sclerosis, Lupus Erythematosus, Cancer, Myalgic
Encephalomyelitis, or Chronic Fatigue Syndrome
If you are interested in learning more, follow this link to access the survey:
http://bit.ly/1OAERmb“
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13. Poem – On Hold

The cure you would like to have
is currently unavailable.
Please try again later.
The life you are trying to reach
knows you are waiting.
Please hold.
Your hopes are important to us –
we will be with you shortly.
Please hang on.

Victoria Flute
From ‘Young Hearts’
Source: http://www.tymestrust.org/pdfs/yhreview.pd f
Young Hearts is available for £7.95 (inc. P&P)
from The Young ME Sufferers Trust,
POBox 4347, Stock, Ingatestone, CM4 9TE.
Tel: 01245 401080.
Further information at http://www.tymestrust.org
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14. Column – Addition,
Subtraction, Division
Numbers retired from my life many years ago and
I began living from blocks of energy instead of
blocks of the clock.
The strange thing about such retirement is that I'm
often alone in my perception of time and so
statements such as "I can't attend your gathering
this evening because I'm going for lunch tomorrow"
and "I'm meeting a friend on Wednesday, so I won't
be able to visit you on Saturday" are met with odd shaped brows.
How is it possible to explain to someone whose full use of the clock, means they
sleep at most eight hours a night and use the other sixteen hours proactively, or
should I say, actively. In my world there are the addition of good days and the
subtraction of bad days, all of them divided between weeks.
Good days are when I wake from my twelve to fourteen-hour sleep knowing I can
work within my limitations, knowing I can cope with activities such as making
meals, washing dishes, checking on the fauna and flora within my garden, doing
an odd bit of weeding and light gardening or taking to my laptop to write
(gardening and writing never occur in the one day. Gardening wins on a good
body day and writing on a good brain day) and every once in a while I add in a
visit to a friend, or have a visit from a friend.
That's my energy clock.
Each activity broken up into segments, allowing me periods of rest in between.
Rest where I sit outside or by a window, rest where I meditate or sit in complete
silence.
On the bad days, I shuffle about. I survive. There are the bad body days when I
drag myself to the kitchen for meals and back to my couch and then there are the
bad brain days, when thinking is an effort and I struggle with logic on stop.
Until those within my entire world share my good and bad days first hand, I'm left
smiling at those strange brows, facing their strange clock, telling people "Sorry, I
must decline your invite today because I have a planned meeting in three days
time!" (The sadistic part of me enjoying their reaction and bewilderment).

Marie H. Curran
http://www.mariehcurran.com
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15. Connecting You To M.E.
Leonard A. Jason, Ph.D. DePaul University - Chicago, USA
“The future of the field is in connecting the many patient and
scientific groups into one larger body that is united for change.
Any events that bring people together across countries and
organizations should be promoted.

The message is simple, we have more impact with numbers, and when we
flex our collective muscles, then we become a movement like the civil
rights, women’s and disability revolutions of the 60s, 70s and 80s.

The HIV/AIDS groups changed policy throughout the world, but they did it by
keeping their focus on critical issues and demanding change, and although the
voices in that movement were also divided, for a few things like increased funding
and provision of services, they were all together.”
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