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3. Introduction
Dear readers,
This will be a very short introduction of the 13th issue of the
ME Global Chronicle.
Again we lost several friends who died this period of the consequences and
complications of ME. There must be certainly more who parted from us, but we’re
including an In Memoriam of two patients whom we heard of.
The urgency of finding clues of and treatments for this terrible plague should
penetrate the hearts of all researchers, politicians, insurance-companies,
healthcare workers, in short everyone who has to do with persons suffering from
this disease, directly or indirectly.
Researchers and clinicians caring for PWME would do justice to the community to
contemplate at least a few minutes a day the devastating effects ME has on its
sufferers, and the unimaginable and indescribable suffering many of them are
going through, not just a fortnight or a month, but the rest of their lives, until
death takes pity on them. The decades of neglect are taking their toll.
Enough with words: this beautiful and impressive short documentary produced by
two Swedish patients to introduce the ME-conferences in Stockholm and Göteborg
at the end of this month speaks for itself, and on behalf of the entire community:
https://youtu.be/BoVvJzmmVWg
Take good care of yourselves and the ones you love.

Next issue will be published about the 20th December, its deadline being the 10th
December 2015. Contributions, preferably in Word, can be mailed to
contribute@let-me.be. However if you think something’s important enough to
bring to all our attention, it can be submitted earlier through
www.facebook.com/groups/TheMEGlobalChronicle/
or the mentioned emailaddress

The editors
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4. Preface
We are happy to submit the October issue of the ME Global Chronicle to you. Once
more, many of you have expressed their appreciation and even gratitude for this
initiative; your enthusiasm is the fuel that keeps our engine going.
The Autumn is upon us again, and the trees are shedding their leaves, and the
countryside is ablaze with Autumnal colours of yellow, orange, purple, brown and
fading green. The air is freshening, invigorating and cooling, the skies alternate
between intense light and dark, providing strong contrasts, and the harvest is
nearing completion. A new season is emerging.
The Autumn is a time of reflection and introspection. As ME and CFS patients, we
need to ask ourselves ‘Where are we at ?”, “What is there for us?”, “How is my
life as a patient?” “How do I feel?”, “What diagnostics are relevant for us and can
inform effective treatments, individually?”, “Are we as patients entitled to be
respected and to demand respect?”, “What has been achieved or not achieved?”,
“Are we obliged to wait for miracles and false hopes?”, “Should we believe the
lies, the dishonesty, the double talk, the hopelessness, and the lack of compassion
which has infected the patient community for over 30 years?” “Should we continue
to suffer stigma, hatred and prejudice or do we have a duty to inform the ignorant
masses?”
Who are you ? why are you here ? to be at the mercy of the corrupt, the ignorant,
the prejudiced, the self contented, the hypocritical, the cynical, the dishonest, the
selfish, and greedy who have largely defined and controlled our societies and
world? The biggest problem faced by ME patients is disbelief, mockery,
belittlement, insults, slanders, judgmental comments, stigma and prejudice,
denigration, harassment, threats, and nasty gossip by healthy people, doctors and
government officials who refuse to take ME seriously.
Many refuse to accept the medical and scientific findings and refuse to read them.
This occurs here in Europe, in North America and many other countries. Sadly this
lies at the high rate of suicides among ME patients, higher than those for
depression.
Are you tired of ‘Waiting for Godot’ ? who never comes, but promises to do so in
the far off future.
What can be done? We need to make better use of the scientific and medical data
which has emerged from ME conferences and seminars worldwide and ME
research. WE NEED IMPLEMENTATION NOT MORE TALK AND MORE CHAT.
Fortunately, there is a new and better way, one which integrates known scientific
and medical facts, including continuing findings of gamma retroviruses and other
retroviruses, and best international medical practises. The world famous surgeon
in Boston, Atul Gawande, has revolutionised medicine in recent years.
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He recommends Checklists in all medical settings, and he has written books on
the subject which are radically changing medicine: http://amzn.to/1FUJ5a2
Many hospitals and clinics are implementing his Checklist proposals, and they have
produced outstanding results throughout the world. There are many thousands of
reports of patients lives being saved, patients experiencing full recoveries from
complex illnesses and injuries, and doctors and surgeons reaching high levels of
excellence and job satisfaction.
There are lessons here for ME doctors and patients. The best way to deal with ME
in a clinical setting is to use Checklists and get to the root causes of the illness in
patients and subgroups. Based on Dr. Atul Gawande’s work, and the scientific
and medical findings about ME, I have proposed a Checklist for ME diagnostics
which if implemented would bring about great improvements all ME patients and
recoveries in some cases.
http://www.me-ireland.com/structure.htm#8
The ME Checklist is a rational and logical method of addressing the illness, it
prioritises highly accurate and effective tests for lymes disease, mycoplasma
infections, endocrine disorders, hepatitis, MS, etc. and other illnesses which are
similar to ME. It removes these people from the ME population. It then proceed to
test for well known ME biomarkers so as to identify genuine ME cases eg.
identifying NK cell abnormalities, Cytokine abnormalities, RnaseL abnormalities,
virus infections and bacteria infections of the nervous system and muscles,
mitochondria abnormalities, brain lesions, gaba and serotonin deficiency, OI and
POTS, etc..
This in turn would provide biological targets for treatment, and a gradual
improvement in patients and a path towards full recovery. Even identifying just 1
or 2 abnormalities would make a big difference to individual patients and their
lives, and the lives of their families. Of course, there is a minority of patients,
doctors, psychiatrists and government officials who would foolishly prefer to wait
another 10 years or 20 years or 30 years for poorly funded government research
or zero funded government research to deliver results which will be dismissed as
‘inconclusive’, ‘unproven’, ‘not definitive’ etc. leaving patients waiting and waiting
for many more years, and dying in the process.
Some good news has emerged from Columbia University in New York. Dr. Ian
Lipkin and his research team have identified a new test for viruses which can
rapidly identify 2 million of viruses in blood and other body fluids:
MBio. 2015 Sep 22;6(5). pii: e01491-15. doi: 10.1128/mBio.01491-15. Virome
Capture Sequencing Enables Sensitive Viral Diagnosis and Comprehensive Virome
Analysis. Briese T, Kapoor A, Mishra N, Jain K, Kumar A, Jabado OJ, Lipkin
WI.
This is an important new development which will have benefits for most ME
patients worldwide. We have integrated this test into our Irish ME clinic proposal,
http://me-ireland.com/diag/2.htm. There will be the usual sceptics and cynics in
European countries who will scoff at this test and deny its relevance and
importance, and refuse to use it in their medical practises, clinics and hospitals.
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Dr. Mady Hornig’s gut research project in Columbia University has produced
some exciting new results. It confirms that patients have altered gut bacteria
which are identical for autoimmune illnesses, suggesting autoimmune factors in
the illness.
And she found low levels of serotonin and high levels of kynurenine, this can cause
immune dysfunctions, altered sleep patterns, anxiety, poor resistance to stress,
and low mood. This imbalance has been found in other neurological illnesses.,
providing further evidence that ME is a neurological illness. This is another test
which will need to be integrated into all ME clinics worldwide.
The Rituximab trial by Fluge and Mella which was published last July shows again
that B cell depletion can greatly benefit most but not all ME patients, 64% in this
case. This correlates with prior research findings. The challenge here is to identify
why depleting B cells has such benefits, are they infected with pathogens or do
the cells have defective autoimmune markers or other defects which cause an
autoimmune response. And which patients will actually benefit from Rituximab
and which won’t ?
Simmaron’s latest research shows significant immune system dysfunction in the
nervous system. Highly significant differences were found in 4 cytokines between
ME patients and healthy controls and 8 cytokines between ME patients and MS
patients. Of particular importance were CCL11 and CXCL10, reduced CSF2,
increased levels of eotaxin (and decreased levels of IL1b) which show an allergic
reaction in the nervous system.
These findings suggest an infection of the nervous system and abnormal microglia
activation. A strong inflammatory TH2 cytokine response was found in ME
patients. Molecular Psychiatry. 2015 Mar 31. doi: 10.1038/mp.2015.29. [Epub
ahead of print] Cytokine network analysis of cerebrospinal fluid in myalgic
encephalomyelitis/chronic fatigue syndrome. Hornig M, Gottschalk G, Peterson
DL, Knox KK, Schultz AF, Eddy ML, Che X, Lipkin WI
This fits into the neuroinflammation findings consistently found in ME research.
Again, these findings need to be integrated into diagnostics and clinics.
We will be discussing these successes and more in this October edition. We hope
you enjoy our offering.

David Egan
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5. Grassroot
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Cartoon Djanko
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Forgotten Plague
A note from Ryan Prior, Director of Forgotten
Plague
We’re proud to announce that our new partnership
with Tugg is now LIVE! Tugg is a “theatrical-ondemand” platform that gives documentary fanbases
like ours access to 90% of the movie theaters in the
United States. Tugg helps you book a movie theater
near your home, advertise, sell tickets, and stage a high-caliber screening to build
education, advocacy, support, and awareness in your area.
You simply won’t believe how easy it is. And it is unbelievably cool. And for those
outside the US or who would like to do Community Screenings of Forgotten Plague,
Tugg enables screenings of the film at churches, hospitals, universities, schools,
or any other community center. It’s not just movie theaters. It’s anywhere.
So check out our video above. And roll with us as we present a series of posts this
week to help you learn about Tugg and get pumped about staging your screening
to show this amazing film to your awesome friends, family, colleagues, and
community at large.
Get ready to turbo-charge ME/CFS advocacy across the world with us. Things are
about to switch into a very high gear!
http://bit.ly/1LMtA5b

In case you missed it, here is our fist trailer for
Forgotten Plague:
Forgotten Plague is the story of an afflicted
journalist who embarks on a journey to find
out why the CDC and medical system have
neglected his disease, leaving millions
sidelined from life.
The film tells the great under-reported medical story of our times. With threads
detailing the politics, science, history, and deep human suffering associated with
the disease, the film strives to give a panoramic picture of ME/CFS.
https://m.youtube.com/watch?feature=youtu.be&v=VsQcmKT3zSo
http://mecfsdocumentary.com/fundraising/
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It's time to change the world.
We are so pleased to announce the theatrical release of Forgotten Plague. We've
partnered with a revolutionary new company called Tugg, which plugs into all of
the major movie theater chains in the
U.S., and which enables community
screenings of films worldwide. Tugg
makes it easy and simple to bring
Forgotten Plague to your city, and our
phenomenal team of volunteers will work
with you every step of the way.
The possibilities are endless.
We've designed the campaign with all of us in mind. Screenings of the film can
bolster any initiative, aid any cause. Perhaps you want to raise money for your
favored organization, such as Stanford, Columbia, the Open Medicine Foundation,
Solve ME/CFS, ME Association, or the Blue Ribbon Foundation. Perhaps you want
to tell the story to increase petition signatures via #ME Action for increased
funding. Perhaps you want to educate doctors in the hospital system in your area.
Or maybe you want to use a Forgotten Plague screening to raise money for
medical bills for a loved one. Fundraising. Awareness. Advocacy. Education. Most
of all, Action. We're here for you.
This is our story. This is our time.
We are living in an unprecedented time in the history of this disease, at a time
when we are all at the cusp of breaking out into the mainstream. This forgotten
plague has been buried for decades, but we now have a phenomenal opportunity
to showcase all of the progress made in science, politics, and education. Even
more important, vitally important, is this opportunity to tell the unparalleled
human struggle that takes all sufferers to the edge.
Our mission is as clear today as it was on day one. As we said when we announced
this film on June 10, 2013 in an op-ed for USA Today, this film will: "explore the
history of the illness. It will go into the future to show how researchers at places
like the Open Medicine Institute will lead advances that will eventually discover its
cause, cure and prevention. The film will tell of the long struggle of activists, many
too sick to leave their beds, but desperate for answers. It will expose the history
of indifferent government attitudes that got us to this point. Most of all, this film
will tell the story of what it’s like to have life stolen from someone in his or her
best years and to wonder why the most advanced societies on earth have nothing
to offer, even as new people fall ill every day across the globe."
This is your story.
Think about the last time you visited a doctor and he or she had nothing to offer
you. Think of the last time a friend or a family member made a comment that
they doubted you were sick. Think of all the people who are bedridden with a
disease that's not even taught in medical schools. This is your chance to fight
back. In life, we get very few chances to make history. We get very few chances
to say we were there when something big was about to be born. But this could be
that chance. Join the fight today.
http://bit.ly/1VmBdFw
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Quotes

.

“Hopefully one day, my dream is that our medical community will produce a formal
apology to the patients that—not having believed them all these years—they are
facing a real illness.”—

Dr. Jose Montoya, CFS researcher and clinician, Stanford University
(during a lecture on Chronic Fatigue Syndrome at Stanford University on March 3,
2011)

Jeannette Burmeister
Taken from Thoughts about ME,
http://thoughtsaboutme.com/quotes/
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Patients Battle For Justice
Is it possible that a disease as impairing as Type II diabetes mellitus, congestive
heart failure, multiple sclerosis, and end-stage renal disease could be repeatedly
belittled and delegitimized by scientists and health care professionals? Tragically,
this is the case for a devastating illness affecting over one million Americans, and
these patients have been deprived of their basic rights to respect, appropriate
diagnosis, and humane treatment.
In the beginning, patients with this illness had a credible name, myalgic
encephalomyelitis (ME), and diagnostic criteria that had been developed by the
distinguished British physician, Dr. Melvin Ramsay. Yet, in 1988, the Centers for
Disease Control (CDC) renamed this illness chronic fatigue syndrome (CFS).
Patients were unanimous in their disdain for this trivializing term, but they were
no match for the supreme power and authority of the CDC. The new name placed
patients around the world in a compromised position, as they were now forced to
use a degrading and stigmatizing term in explaining their illness to family
members, friends, work associates and medical personnel.
Patients were next characterized as having a relatively rare “Yuppie Flu” disease,
and flawed epidemiology was responsible for these inaccurate and biased
characterizations. If this were not enough, the CDC in 1994 developed a case
definition that did not require the cardinal symptoms of this illness (such as postexertional malaise and neurocognitive impairments).
When this porous case definition was used to select patients, the resultant
heterogeneity increased the risk of failing to consistently identify biomarkers,
which contributed once again to dismissing those affected as having a psychiatric
illness. Misguided psychiatrists then developed treatment approaches focusing on
increasing exercise, even though the patients’ chief complaints were muscle
weakness and exercise-induced fatigue.
Rarely in the annals of recorded medicine has there been such a David and
Goliath-like
battle,
with
impaired and sick patients
trying to defeat an entrenched
medical
and
scientific
establishment. Their story of
resistance is not one of an epic
skirmish, but rather a veritable
war
with
health
care
professionals and scientists that
has endured for decades, as has
been so well documented by
Hillary Johnson.
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This past year, in an effort to rectify these tragic abuses, the Institute of Medicine
(IOM) released a report that not only clearly emphasized the debilitating nature
of this illness, but also strikingly rejected the stigmatizing name CFS and the
defective case definition.
Unfortunately, particularly in light of
decades of past disastrous scientific
blunders, the IOM once again
imposed an inappropriate name (i.e.,
systemic
exertion
intolerance
disease) on the patient community,
but patients valiantly challenged this
recommendation by collecting data
that exposed the spuriousness of
this foolish name change effort.
Even a federal panel called the Chronic Fatigue Syndrome Advisory Committee at
its recent meeting in August has rejected this new name.
The IOM also released a new case definition to replace CFS, and our published
work now suggests that these new criteria would almost triple the prior CFS
prevalence rate, and this is in part due to the inclusion of individuals who formerly
had been excluded.
Unwittingly, this inadvertent action accomplished much of what Bill Reeves and
the CDC had attempted to do a decade ago when they proposed an ill-fated
expansion of the case definition.
Is there any way to salvage the damage inflicted on the larger patient community
by well-intentioned scientists from the IOM? Perhaps we might consider reactivating the brilliant scholarship of Dr. Melvin Ramsay and the term Myalgic
Encephalomyelitis, which would identify a smaller more homogenous group of
patients as having ME.
In contrast, those meeting the broader IOM criteria, which we might call
neuroendocrine dysfunction syndrome (which had been recommended by the
patient inspired Name Change workgroup over a decade ago) could replace CFS
and this category would represent a larger group captured by the key IOM
symptoms.
Those that do not meet the ME criteria or the broader IOM criteria could be
classified as having chronic fatigue, which is the most general category, and
represents those with 6 or more months of fatigue. Such a tripartite classification
system would eliminate the detested term CFS, validate the original respected
name ME, differentiate ME from the IOM criteria, and provide a new
nonstigmatizing term for those not meeting the more restrictive ME criteria.
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In addition, the broader IOM criteria could be used for clinical purposes, whereas
the more restrictive ME criteria could be used for research purposes.
Some scientists might prefer to consider this tripartite grouping a matter of
severity rather than categorical differences, but all agree that differentiations of
this type occur with many diseases, and such a classification system has the
potential to clarify discrepant findings from epidemiologic, etiologic, and treatment
studies.
Ultimately, whatever decisions are made on the names and criteria, the vetting
process needs criteria to be open, inclusive and transparent, with patients playing
a prominent, decisive, and leadership role in these deliberations.

Prof Leonard Jason, September 28, 2015

Leonard A. Jason is a professor of clinical and community psychology at DePaul
University, director of the Center for Community Research,
and the author of Principles of Social Change (http://bit.ly/1KJ89Qz)
and co-editor of the soon to be published Handbook of Methodological
Approaches to Community-Based Research: Qualitative, Quantitative,
and Mixed Methods (http://bit.ly/1KPxl4M).
Read his previous blog posts on the OUPblog.
See more at: http://bit.ly/1FBepLl
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An Open Letter From
Researchers To Senator Mikulski
An Open Letter from Researchers to Senator Mikulski: Patients suffering from
ME/CFS deserve funding http://bit.ly/1Wwa006
The woeful state of funding for ME/CFS is so dire that two HHS-funded initiatives,
the IOM and the P2P, have taken pains to point it out.
The IOM committee stated that “Remarkably little funding has been made
available” to study this disease, and “More research is essential.” The P2P, a report
sponsored by the NIH, came to the same conclusion.
P2P Report: http://1.usa.gov/1IJyVEf
Limited knowledge and research funding creates an additional burden for patients
and health care providers.
Overall, there has been a failure to implement what we already know for ME/CFS
patients while the disease steals their health and well-being. Scientifically rigorous
research is needed to improve this situation... Innovative biomedical research is
urgently needed to identify risk and therapeutic targets.
In spite of this urgent need - stated in unequivocal terms by reports sponsored by
HHS - the NIH has repeatedly denied funding to researchers who have a solid
track record.
Yet, at the most recent CFSAC meeting Cheryl Kitt, Deputy Director of the Center
for Scientific Review at NIH, claimed that there aren’t many people
interested in researching ME/CFS and that the NIH hasn’t received
applications of sufficient quality.
In answer to that specious claim, some of the top researchers in the field have
written an open letter to Senator Mikulski (D- Maryland).
Mikulski is chair of the Senate Appropriations Committee.
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August 17, 2015
Dear Senator Mikulski*,
We the undersigned scientists are writing to express our interest and enthusiasm
for researching myalgic encephalomyelitis/chronic fatigue syndrome (ME/CFS), a
common and disabling illness long ignored by our nation’s health agencies.
Many of us have had a very difficult time securing adequate funding. Others have
been unable to determine even how to apply for funding, as no institute within the
NIH has responsibility for researching ME/CFS. The NIH has responded to requests
for increased funding by stating that few researchers are interested in studying
the illness.
On the contrary there are Nobel Laureates, several members of the National
Academy of Sciences, biochemists, biophysicists, geneticists, immunologists,
neuroscientists, experts in public health and infectious disease, epidemiologists,
and physicians eager and ready to study this disease, were adequate funding
made available. The undersigned are just some of those researchers.
We have so much to learn and large studies are needed to understand how to help
patients regain their health. With societal costs in the tens of billions of dollars
each year, an infusion of government funding could quickly repay that investment.
Currently, ME/CFS is massively underfunded compared to other diseases of similar
severity and number of patients. The NIH allocates just $5 million per year to
study this illness, which affects between 836,000 and 2.5 million Americans.
Patients suffering from ME/CFS deserve funding proportional to and
commensurate with other diseases with similar patient populations. The Institute
of Medicine, a special HHS advisory committee, and a recent NIH¬-appointed
expert panel all agree: It is imperative to increase research funding for ME/CFS.
If invited to apply for NIH funding via a new Request for Applications (RFA), we
would eagerly submit grant proposals.
Sincerely,

Linda Tannenbaum, Executive Director, Open Medicine Foundation
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Scientific Advisory Board:
Ronald W. Davis, Professor of Biochemistry and Genetics, Stanford University
School of Medicine, Member of the National Academy of Sciences
Paul Berg, Nobel Laureate in Chemistry, Professor emeritus of Stanford
University
Mario R. Capecchi, Nobel Laureate in the Physiology or Medicine category,
Professor of Human Genetics at University of Utah School of Medicine, Member of
the National Academy of Sciences
Mark M. Davis, Professor of Microbiology and Immunology at Stanford University
School of Medicine, Director of Stanford Institute for Immunity, Transplantation
and Infection, Member of the National Academy of Sciences
H. Craig Heller, Professor of Biology at Stanford University
Andreas M. Kogelnik, Physician¬, Scientist, Founder and Director of the Open
Medicine Institute
Baldomero M. Olivera, Biology Professor at the University of Utah, Member of
the National Academy of Sciences
Ronald G. Tompkins, Professor of Surgery at the Harvard Medical School, Chief
of Trauma, Burns and Surgical Care Service at the Massachusetts General
Hospital, Chief of Staff at the Shriners Hospitals for Children in Boston
James D. Watson, Nobel Laureate in Physiology or Medicine, Chancellor of Cold
Spring Harbor Laboratories, Member of the National Academy of Sciences
Wenzhong Xiao, Assistant Professor of Bioinformatics at Harvard Medical School,
Director of the Inflammation & Metabolism Computational Center at
Massachusetts General Hospital
Susan Levine, MD Researcher and Clinician, Private Practice New York, New York
Visiting Fellow, Cornell University Ithaca, New York
Peter C. Rowe, MD, Professor of Pediatrics, Director, Pediatric Chronic Fatigue
Clinic, Johns Hopkins Children’s Center, Maryland
Alan R. Light, PhD, Professor, Department of Anesthesiology and Department of
Neurobiology and Anatomy, University of Utah, Salt Lake City, Utah
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Kathleen C. Light, PhD, Researcher, Professor, Department of Anesthesiology,
University of Utah School of Medicine, Salt Lake City, Utah
Zaher Nahle, Phd, MPA, Vice President for Research and Scientific Programs,
Solve ME/CFS Initiative, California
Leonard A. Jason, PhD Professor of Psychology DePaul University Chicago,
Illinois
Derek Enlander, MD, MRCS, LRCP Attending Physician Mount Sinai Medical
Center, New York ME CFS Center, Mount Sinai School of Medicine New York, New
York
David L. Kaufman, MD, Medical Director, Open Medicine Institute, California
Staci Stevens, MA, Exercise Physiologist, Founder of Workwell Foundation,
California
Jared Stevens, BS, Clinical Coordinator, Workwell Foundation, California
Dorothy Hudig, PhD, Professor of Immunology, Department of Microbiology and
Immunology, University of Nevada School of Medicine Reno, NV
Patrick O. McGowan, PhD, Assistant Professor, University of Toronto
Scarborough Centre for Environmental Epigenetics and Development (CEED)
Department of Biological Sciences Cell and Systems Biology, Psychology,
Physiology Toronto ON
Marcie Zinn, PhD, Neuroscientist, DePaul University Chicago, Illinois
Mark Zinn, Co Founder, NeuroCognitive Research Institute, Dublin, CA
Jarred Younger, PhD, Associate Professor, Departments of Psychology,
Anesthesiology, and Rheumatology, University of Alabama at Birmingham
David Maughan, PhD, Professor of Molecular Physiology & Biophysics, Emeritus,
University of Vermont School of Medicine Burlington, VT
*chair of the Senate Appropriations Committee

Source: http://www.cfstreatmentguide.com/blog
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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
Jennifer Brea
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Did Darwin Have ME?
Charles Darwin lived in miserable health and debilitating
fatigue until his death at the age of 73. It is quite ironic
that one of the most recognizable names in the history of
science, famed for his theory on “the origin of species,”
was baffled by the origin of his own affliction. Darwin’s
physical dysfunction was at times so incapacitating that it
caused him extreme depression as well as a dying
sensation.
In his 50s, Darwin also experienced transient, yet
immobilizing, paralysis with exertion in addition to
frequent memory loss and difficulties in verbal
expression—not unlike what is referred to as postexertional malaise and “brain fog” in ME vernacular.
He often shunned company during severe episodes, at times for days on end, as
many in our community are forced to do. Not even Darwin’s access to his elite
network of fellow scientists or the best medicine of his time could explain the
underpinnings of his symptoms or provide him relief. An English psychiatrist, Dr.
John Bowldy, concluded that Darwin’s illness must be psychosomatic! Bowldy
argued that Charles was still grieving the loss of his mother, who passed away
when he was 8. Yet historians never described a grief-stricken Darwin, nor did
he in his own autobiography.
Instead, what was verifiably documented is a slew of physiological and biochemical
abnormalities like dysotonomia, visual disturbance, gastric dismotility, abdominal
pain, muscle wasting, lactic acidosis, peripheral neuropathy, tachycardia,
dizziness, seasickness, nausea and severe headaches. All clinical manifestations
that bear striking resemblance to the spectrum of ME symptoms and associated
morbidities including Postural Orthostatic Tachycardia Syndrome (POTS).
An article in the journal Genetics by John Hayman suggests that Darwin’s
disease could be mitochondrial in nature. Mitochodria are small but vital selfcontained structures in every cell. They transform the power in nutritious
sustenance into energy to fuel all human functions, physiological or cognitive.
Hayman argued that Darwin’s illness was due to inherited mytochonrial
mutations, that is, it was genetic, not psychological. The medical history of
Darwin’s family, particularly on his mother’s side through which mitochnodria are
inherited, gives credence to this argument. His brother was chronically ill and
lethargic, his mother suffered from chronically ill health as did her
brother/Darwin’s uncle.
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Myopathies of mitochondrial nature have been implicated in
ME for quite some time and some studies have even
suggested a correlation between the level of mitochondrial
inefficiencies and the degree of ME severity. That said,
considerable research work, in the context of investigating
cellular bioenergetics, is needed to comprehend the full role
and contribution of mitochondria to the pathophysiology of
ME, especially since mitochondrial myopathies can be both
inherited and noninherited.
Watching the live feed of the Chronic Fatigue Syndrome
Advisory Committee (CFSAC) in Washintgon, D.C., in August,
I wondered what Darwin would do if he were living amongst us? Would he have
attended the CFSAC meeting and testified on behalf of ME patients or would he be
making remarks as a scientist?

Zaher Nahle, PhD, MPA
Vice President of Research and Scientific Programs, Solve ME/CFS Initiative
Submitted by Jeryldine Saville

23 Back to Table Of Contents

In Memoriam: Lili
Terribly Sad News
It is with great sadness that we announce the death of a very special young
woman with Very Severe ME, the founder of Severe Myalgic Encephalomyelitis
Understanding and Remembrance Day. We knew her as Lili. She was a deeply
private person.
The suffering she endured is beyond description and the sweetness of knowing
her equally so. It is, we have to say, beyond heartbreaking, to know of even a
hint of the agony Lili endured. Paralysis and extreme pain were only a part of the
severe experience she had to bear every day: paralysis not just triggered by noise,
but also by any effort at all, whether eating or speaking and often accompanied
by unconsciousness.
We all, with Severe ME, owe a huge debt to her; it was her unique idea to propose
the special day that we all now share on August 8th; it was also her suggestion
that the day be recognised on Sophia Mirza's birthday, to remember those who
have died with Severe ME and those that still living with it.
On that day, we hold them all in our hearts and light a candle in their
remembrance, hoping that the light shining with radiance, brings awareness of
the true nature of the neurological disease Myalgic Encephalomyelitis.
No one can truly know the depth of torment that such profound suffering without
relief brings, yet Lili bore it all with dignity, gentleness and a focus on love and
spirit.
We are touched beyond words that she would consider us her friends, despite the
impossibility of communication in most moments.
We have our own candle alight, in her memory and hope that her life will always
be remembered with kindness and thanksgiving. We are certain that her sweet
presence has blessed the world in untold ways.
We hold her Mum also in our hearts at this time of great sadness and loss.
Remember us, remember them, remember Lili.

Linda Crowhurst
www.facebook.com/groups/MEMemorial/
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In Memoriam: Ingeborg Geuijen
Ingeborg was one of the most severe ME-patients of the Netherlands and fell ill
at an early age. For years on end she was laying in a darkened room, unable to
move, completely dependent on care from others. Yet she managed to give
interviews to journalists and even cooperated with a TV-program. Thus she gave
severe ME a face and tried to make the world conscious about how severe ME can
be. Her death certificate mentions ME as the cause of her death. Thus she’s the
first patient in Holland to have officially died of ME: her legacy to the Dutch ME
community.
Following is a large part of a speech held during her last ceremonies:
In the depth of your hopes and desires lies your silent knowledge of the beyond;
And like seeds dreaming beneath the snow your heart dreams of spring.
Trust the dreams, for in them is hidden the gate to eternity.
For what is it to die but to stand naked in the wind and to melt into the sun?
And what is it to cease breathing, but to free the breath from its restless tides,
that it may rise and expand and seek God unencumbered?
Only when you drink from the river of silence shall you indeed sing.
And when you have reached the mountain top, then you shall begin to climb.
And when the earth shall claim your limbs, then shall you truly dance.
Kahlil Gibran; The Prophet on Death
Ingeborg really wanted to sing, play and dance. And note how intensely she –
forcibly- drank from the river of silence. Laying in bed in the dark for years, all
alone. Whom of us can claim he really knows what took place in that space and in
the space of her head. And yet she had a network of very nice friends, whom –
out of all - she comforted and gave advice. Because clear as crystal was her spirit,
until her very last moment.
Ingeborg’s life with ME was a life in a double cage. One cage being her body, the
other one her room, regardless how beautiful, being a cage where she wore out
all those years.
And yet she felt quite satisfied and had a happy and contented and fulfilled feeling
about her life. Because it brought her so many most special contacts. She truly
felt it had made sense. And in the end there was the sweet victory of getting ME
as the cause of her death on her death certificate, being the first one in the
Netherlands. While at an earlier stage there was a big fight against psychiatric
stigmatization.
Ingeborg died with a smile on her face, also because she was surrounded by
those whom she knew already her entire life: her two sisters with their husbands,
and her dad and mum who took care of her all those days into the minutest details,
also physically. In spite of their own oft serious physical complaints.
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They also respected her last wish to be allowed to leave this body of hers and left
no stone unturned to help and effectuate that wish. They will miss her sorely. As
all of us will, who were connected with her with invisible networks.
But what a beautiful memory she’s leaving behind. Finishing her life carefully,
thanking those who sent her a postcard or some small gift-parcel. Into detail she
directed her own departure and yet with a very harmonious joint effort with her
dear dad and mom. Till even a farewell-mail, which they posted on her facebook
wall on the day after her demise.

Ingeborg… not just a name. An ineradicable, impressive memory. An empty
space in the hearts of many.
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In Memoriam: Dr. A. M. Lerner
Dr. A. Martin Lerner, 86, of Birmingham, Michigan,
died on 05 October 2015.
A Funeral was held at The Davidson/Hermelin Chapel
at Clover Hill Park on Wednesday, 07 October 2015 at
3:30 PM.
Rabbi Harold Loss and
Michaels will officiate.

Cantorial

Soloist

Neil

All info on his last ceremonies: http://bit.ly/1VF20b2
Arriving in Detroit in 1963 as the Head of Infectious Diseases at Wayne State
University and Detroit Receiving Hospital, Dr. Lerner led training programs and
laboratories for virus studies.
He published several ground-breaking papers
pneumonia, cardiomyopathy, and immunology.

on

Herpes

Encephalitics,

Dr. Lerner's brilliance in research and medicine has been recognized by many,
including the Royal Northern Hospital in London, England; as a recipient of the
Fifth Annual Award for Academic Achievement by the Probus Club of Detroit; as a
recipient of the Phi Lambda Medical Fraternity, Omicron Chapter, for Outstanding
Contribution to Research, Teaching and academic Medicine; the State of Israel's
Maimonides Award; as Governor of the American College of Physicians, Michigan
Chapter; recipient of the Alumni Achievement Award from Washington State
University School of Medicine; recipient of the Laureate Award from the American
College of Physicians; recipient of the Heart Award by Mothers Against Myalgic
Encepohaomyelities.
Dr. Lerner earned the respect and admiration of colleagues and patients
throughout his life and will be greatly missed.
It is suggested that those who wish to further honor the memory of Dr. A. Martin
Lerner may do so by making a contribution to:
A Charity of Your Choice
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Canary in a Coalmine
Dear Canary Community,
Want to host a screen of Canary in a Coal Mine in the UK?
We won't premiere until 2017 but we would love to gauge interest in the UK for
grassroots screenings. Your participation will help us better to communicate to UK
funders the demand for a documentary film about ME (Myalgic Encephalomyelitis)
and why they should support the film and its outreach campaign.
If you want to host a screening, fill out this form here:
http://www.canaryinacoalminefilm.com/host-a-screening/
***
We survived Independent Film Week. We've just concluded four days of meetings
with production companies, broadcasters, film institutes, distributors, and film
festival programmers. 38 Meetings in total!
One of the most exciting things about presenting the project to new people is
learning how they connect to it (or not). And what was clear to us was that in
many of our meetings, people related personally.
Several had loved ones who had multiple sclerosis when it was still a hard to
diagnose and "controversial" disease; or loved ones with other life-changing
autoimmune conditions; or loved ones who were still fighting for a diagnosis not
in a context of respect and openness for the patient's experience and witness of
their own bodies, but in the face of skepticism and doubt.
We are thrilled about the potential of this film not only to help bring ME out of the
shadows and the margins, but also for the even larger conversation about
medicine and science we might help create

Jen
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This Is How It Is....

.. and that's the exact situation. Not only in the UK, but also everywhere else....
thanks to Michael Evison for the compilation of the poster
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Mike’s EU Marathons: Raising
Myalgic Encephalomyelitis
Awareness across Europe
August Update:
This month I successfully ran my 3rd marathon of the 28 marathon challenge,
Helsinki in Finland!
It was a hot and hilly one, the hardest yet but the race and trip itself felt like a
big success in helping to raise awareness and money for ME research projects via
Invest In ME. I completed the race in 4hrs 30 mins and despite not finishing with
a great time it was a fantastic day (click here for race report).
I met with Christel Rimaila,
Paula
Aarnio
and
Mintti
Raassina from the Finnish
CFS/ME Association, all were
very welcoming and gave me a
good insight into what it's like
there for ME patients (click here
for info). Thanks too to Nadja
and her friend for making signs
and coming to support me! We
had some great donations and
messages from the Finnish
supporters, things do look like
they're starting to improve
slowly there although I know the
government's current stance on ME is frustratingly backwards and misguided (like
in many countries I'll visit).

Helsinki has some fantastic lakes and islands with a lively city centre and very
friendly people -I'd definitely recommend a summer city break there! (click here
for pics of my trip!)
Sponsorship Update
As I type we've just ticked over £2K raised for Invest In ME so they can fund their
research projects! That's really great given the challenge is less than 1 year
old. The idea from here is to try and reach as many new people as possible so
there'll be a big drive on Twitter and Facebook to spread the word in time for the
next race in Dublin.
I've come up with a basic flyer to help reach corporate sponsors to help me try to
cover some of the logistical costs (below).
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I'm offering a spot on the front page of my website as well as logos, regular posts
and mentions on all social media and any press/media that I'm offered. Just £100
a year from a handful of sponsors could be the difference to me getting the
challenge finished quicker. As the challenge progresses I'm expecting greater
coverage from local TV, media and the running world so there could be some
decent exposure for anyone who'd like to be a part of it.
If you know of any company that would be interested please ask them to drop me
a message through my contact page -I have a letter drafted outlining the
challenge, sponsorship benefits etc, if you would like a copy to send on to your
MD or HR contact please drop me an email.
Just booked another race. I'll be running the Alexander The Great Marathon in
Thessaloniki, Greece on April 3rd 2016!
It's Greece's second largest city and by the sea with a fascinating course. Funnily
enough, staying in the Bristol Hotel.

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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Swept into some dark corner
labelled "Beyond Help"
Sally K. Burch produced this great video about her experience during the first
few years she had ME:
https://youtu.be/DJBd5wEKcpU with lots of useful references.
Greg Crowhurst wrote an appreciative comment, which we were allowed to
publish:
My heart goes out to anyone newly diagnosed with "ME", Myalgic
Encephalomyelitis, for you are instantly thrown into a wilderness; a barren,
terrifying land populated by rogues, charlatans, scoundrels and tricksters, who
will do you enormous harm, if you let them.
Their clamoring nonsense, to exercise, to take brisk walks, to push yourself
through the illness and so on, or pay for their great "cure" are almost guaranteed
to make you much worse, they could even confine you to bed , with multiple
symptoms, for decades.
To save you from disaster, you need wise advice and quickly. I can think of no
better resource than Sally Burch's excellent video presentation; it could, literally
save your life.
As Sally explains, the advice that you need, right here, right now, is most likely
to come from fellow patients, rather than from the medical profession.
I have been caring for my wife with very Severe ME, for more than two decades.
I have to say that it took me at least eight years to even begin to unravel the
hostile situation we found ourselves in. If only we had had access to Sally's
presentation back then : but that was in the days before the internet existed.
It takes great discipline, maturity and enormous focus, not just to rant, but to
convey the reality of ME in a professional, balanced, intelligent way; one that will
speak as much to professionals as it will to patients; Sally's video achieves that
on all counts - it is extraordinarily clear and so easy to follow.
As she writes on her blog : it is as if people with ME "have been swept into some
dark corner labelled "Beyond Help"!! In a bold, innovative and confident way Sally
Burch has done a great deal in this video to highlight the role of patients as a
much needed resource.

Source: Stonebird http://bit.ly/1OaOs6g
Also have a look at Sally’s blogs on http://sallyjustme.blogspot.co.uk/
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Holding HHS Accountable For
Unrelenting And Unrepentant
Legal Violations
Many members of the community have called out HHS for legal
violations over the years, such as Dr. Mary Ann Fletcher and Ms.
Eileen Holderman confronting Dr. Nancy Lee, DFO of CFSAC, for
her attempted intimidation of CFSAC members by threatening to
evict them from the committee for voicing their opinion.
This was well documented by Jennie Spotila on her blog (http://bit.ly/1L4flED).
Ms. Spotila also uncovered other FACA violations. I successfully sued HHS and
NIH in federal court for violating FOIA and the Judge found the agencies’ conduct
to be unreasonable to a degree that led him to order both agencies to pay all of
my attorneys’ fees, more than $139,000. The award of attorneys’ fees is by no
means a given in FOIA cases; it requires a high level of unreasonableness on the
government’s part. I explained why HHS again violated FACA regarding CFSAC’s
January 2015 comments to the P2P
here (http://bit.ly/1jMcJ7H),
here (http://bit.ly/1WKk7i4)
and here (http://bit.ly/1WKkt8g).
Many advocates have protested these and other legal violations of HHS in formal
complaints and public testimony throughout decades. It’s almost too obvious to
make the point, but the government, in our case, HHS, has a mandate to follow
the law. The rules exist for important reasons, in the case of FACA, to protect the
integrity of the process through transparency and accountability. Similarly, FOIA
is meant to facilitate open government. Those are important constructs that,
together with other aspects of our legal system, build the foundation of a
principled society.
They are not just technicalities that can be shoved aside or overlooked whenever
it is convenient for the government. To the contrary, they represent rights of the
people that are enforceable in court. It seems what we are seeing is a
desensitization to legal violations due to the sheer numbers of times HHS has been
violating the law, all the while acting as if nothing was wrong. But it is the duty of
a citizen, especially an advocate, not to let that cloud one’s judgment and not to
let HHS get away with it. A violation is a violation regardless of how many times
it has been committed.
However, a few members of our community prefer to turn a blind eye when it
comes to HHS’s unlawful conduct. It is possibly understandable, though not
excusable, that HHS would downplay the seriousness of its actions or even
misstate the law to the public, as Dr. Lee, CFSAC’s DFO, did again just last month
at the latest CFSAC meeting in describing HHS’s disclosure obligations under FACA
(http://bit.ly/1WKk7i4). But why would patients do it?
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For a few, the answer seems to be that they are taken aback when they realize
that they participated in a process that was unlawful on the part of HHS, such as
a FACA violation. Instead of directing their dismay over these violations at HHS,
they turn it against those of us who are holding the agency accountable. When
somebody has been passionately invested in a project by volunteering a lot of
time and effort, it may be natural for the initial knee-jerk reaction to be pushing
back upon hearing of HHS’s misconduct.
Cognitive dissonance can be quite compelling. And, of course, HHS is relentless in
its denial of its violations, never mind that they are obvious. After decades of
neglect and abuse by HHS, wanting to believe that things are finally different—
that HHS turned over a new leaf and now has the best interest of ME patients in
mind—can become a desperate need reinforcing the narrative that nothing is
wrong with HHS’s actions.
It’s tough to admit to oneself and others that things were not above board when
one was led to believe by HHS that they were on sound legal footing and one
relied on that. I get that. However, it is asking a bit much of the community to
overlook these serious transgressions by HHS just to allow those who were part
of the tainted process to retain their comfort level and alleviate any potential guilt.
Once a well-reasoned and well-supported analysis of the law has been presented
outlining the legal violations by HHS, there is no longer any plausible deniability.
Nevertheless, a shooting of the messenger, which does occur at times when
accountability is demanded from HHS for the agency’s illegal actions, is crossing
a line. Not only do a few patients and/or advocates praise HHS despite all its
egregious violations, make excuses for the agency and presumptuously and
patronizingly apologize to the agency or its component agencies for other patients,
they also misstate the law publicly to the community thereby enabling HHS to
continue their unlawful pattern.
They even go as far as to, often publicly, accuse those who try to hold HHS
accountable of being conspiracy theorists, making unsupported assumptions,
creating unnecessary drama, reporting recklessly and manipulating the
community. They question the value of insisting on HHS’s adherence to the law
and instead stress the amount of work that went into an HHS project, as if that
somehow offsets the violations. They also deny established facts.
This hurts all patients. It is also a double whammy for the many in the community
for whom compliance with the law is not negotiable; they witness HHS break the
law time and time again and, when they confront the agency, they face
unsupportable accusations by others in the community who enabled, condoned,
or acquiesced in, the HHS violations and/or are either not familiar with the law or
choose to overlook legal violations, seemingly in the interest of a purported
greater good.
The greater-good argument is, of course, a slippery slope. To what degree are we
supposed to tolerate legal violations? When do they cross over to becoming
inexcusable?
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Who gets to decide? The law exists to remove those grey zones. In our society,
the duty to follow the law is not optional nor is it permissible to follow it selectively.
One person has even publicly suggested that it is improper for an advocate who
chooses not to participate in a particular process to later criticize such a process.
This is absurd. Usually, the reason the advocate chose not to participate in the
process (assuming he or she was given an opportunity to do so) is that the process
itself was flawed or tainted. Participating would be tantamount to endorsing the
flawed process, such as the farcical jury model of the P2P (http://bit.ly/1gc6Dph).
Only through the looking glass would this lack of participation force silent
acceptance on what ultimately turns out to be not only a tainted, but an unlawful
process.
It is important in this context that, once a legal violation has been explained in
painstaking detail and the facts are not at all in question and are, in actuality,
admitted or otherwise proven—as is the case with the FACA violations that
occurred with respect to the January 2015 CFSAC recommendation—the
accusation that he who uncovers HHS’s unlawful
conduct made
misrepresentations of the facts or the law can no longer be claimed to be a
negligent attack on that person’s reputation; it’s quite intentional.
This is one of those moments when the M.E. community defines itself. Does it
want to insist on HHS’s adherence to the law or condone the agency’s manifest
legal violations? Some advocates have been fighting, often at great personal cost,
to compel legal compliance by HHS. Others have enabled HHS, actively or
indirectly, to disregard the law.
Asserting that it is important to “work with” HHS or that legal infringements should
be overlooked so as to achieve a purported beneficial end result, they downplay
the seriousness of, or even defend, activities or processes that are tainted by
unlawful HHS conduct. They also, instead of taking issue with HHS’s unlawful
pattern, fault those who seek to hold HHS accountable for its legal violations.
It is crucial that those who stand for accountability of HHS under the law and
integrity of the governmental process continue to insist on HHS’s compliance with
the law. Pursuing legal violations by HHS gives the community unparalleled
leverage in its fight against the agency’s recalcitrance, abuse, contempt, neglect,
obstruction, distortions, misinformation and failure to fund. Let’s remain firm in
our conviction that going along with HHS’s unlawful methods in order to get along
is out of the question for our community.

Jeannette Burmeister
http://bit.ly/1JPQsea

35 Back to Table Of Contents

Dutch Citizens Initiative
‘Recognize ME as a Biomedical
Disease’
As reported in previous issues, a group of ten independent ME-patients, the Groep
ME Den Haag, collected 56,000 valid signatures and submitted them to the
parliament for recognition of the biomedical disease ME.
The Groep ME-Den Haag was together with two professors in the Lower House for
a meeting with the Commission VWS (cie. VWS) in May 2014. The meeting went
well. Following this, in January 2015 cie. VWS finally decided the Health Board
had to be requested for advice on ME.
The question from the Health Board to the Groep was if they could call (Dutch)
doctors with expertise. The Groep ME-Den Haag found it insufficient and limited
itself to the introduction of two Dutch professors. With in addition the Belgian
Dutch-speaking Prof. De Meirleir.
Not everyone wants to be announced right now without having been invited
officially. How much the Groep will continue to insist, it is the Health Board that
decides.
The following international doctors or ME-experts have pledged their cooperation
in writing to the Groep ME-Den Haag:
Prof. Alan Light, research professor of the neurological system. ICC
Dr. M. Lerner, internist and infectious disease specialist. CCD
Dr. A. Kogelnik, microbiologist, immunologist and infectious disease
specialist
Prof. Mady Hornig, epidemiologist, internist, infectious disease specialist
in special cytokines / cooperates with Ian Lipkin
Dr. Nigel Speight, paediatrician. ICC
Prof. Leonard A. Jason, psychologist
Dr. Powles, respiratory system and sleep disorders. CCD, ICC
Dr. Spurr, doctor specially focused on ME
Dr. Lucinda Bateman, internist. ICC, IOM
Dr. Byron Hyde, geophysicist, enterovirus researcher, fully dedicated to
ME
Dr. Ellie Stein, psychologist
Dr. Dan Peterson, internist, ME-doctor since outbreak in Lake Tahoe in the
seventies. CFIDS, CCD, OMI
Dr. Jon Chia, infectious disease specialist. OMI
Prof. Gordon Broderick, endocrinologist contributed to the ICC
Prof. Patrick McGowan, epigeneticist.
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The Health Board wanted to have formed a group of doctors at the beginning of
July. This is yet elusive. Also some questions were asked, including the opinion of
the Groep about the IOM report. Besides its opinion on the IOM report in a
separate letter, the Groep clearly gave its opinion about the P2P, the CCC and the
ICC .
The Group considers the ICC and the CCC to be better than the IOM proposals.
The Groep also wrote a large paper on SOLK (somatically inexplicable physical
complaints).
The Groep has also been approached internationally by patients who followed
their initiative and want to start the same in their own country and asked for
advices and guidance.
The submission of the advice by the Health Board is on their work program for
2016. On inquiring what has been done with the feedback, the Groep got the
response there was some delay and it still is considered.

Source: www.facebook.com/GroepMEDenHaag?fref=nf
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The New US Official Diagnostic
Codes
The New US Official Diagnostic Codes (ICD-10-CM)
Now Separate ME From CFS
The new US version of the International Classification of
Diseases, ICD-10-CM, used by the Centers for Medicare and
Medicaid Services (CMS) and compiled by the National Center for Health Statistics
(NCHS), a part of the CDC, is now official after October 1, 2015 for use by doctors
for billing and reporting purposes.
For the first time, myalgic encephalomyelitis (ME) is given its own diagnostic code,
G93.3, under “Diseases of the nervous system,” in the tabular list volume of US
ICD-10-CM. Previously, ME could only be found in the alphabetical index volume
of the US ICD-9-CM referenced to a broader term than myalgic encephalomyelitis
in the tabular list volume.
ME has been listed as “Benign myalgic encephalomyelitis” in the World Health
Organization (WHO) ICD since 1969 under “Diseases of the nervous system” with
the same code, G93.3.
The new official version of the various 2015 ICD-10-CM volumes can be
downloaded here: http://go.cms.gov/1L1SKIT
The volume "Code Descriptions in Tabular Order" has the codes. Only the
diagnostic terms and their codes are given in the tabular list volume. It is up to
the doctor to use appropriate diagnostic criteria and procedures to determine the
diagnosis and code. This is a more easily navigated version of the official coding
volume ICD-10-CM, “Tabular List of Diseases and Injuries,” available online,
without downloading. http://bit.ly/1OSWjac
There are commercial ICD-10-CM websites, such as http://ICD10Data.com/,
which add to code entries clinical information, gathered from the Internet, to
attract use by doctors and medical personnel. However, this added clinical
information is unofficial and needs to be confirmed by published diagnostic
guidelines from recognized sources such as the Myalgic Encephalomyelitis:
International Consensus Criteria published in the Journal of Internal Medicine in
2011, and the 2012 ME International Consensus Primer for Medical Practitioners
(IC Primer).
http://bit.ly/1M6Xtx8
http://bit.ly/1Vz3SHE
This is the entry for ME on page 271 of the tabular list volume of ICD-10-CM under
"Diseases of the nervous system (G00-G99)." ME (“Benign myalgic
encephalomyelitis”) is listed under Postviral fatigue syndrome and has the same
code, following the listing in the WHO ICD-10.
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G93.3 Postviral fatigue syndrome
Benign myalgic encephalomyelitis
Excludes1: chronic fatigue syndrome NOS (R53.82)
This is the entry for CFS on page 955 under "Symptoms, signs and abnormal
clinical and laboratory findings, not elsewhere classified (R00-R99)." CFS is listed
under Chronic fatigue, unspecified and has the same code.
R53.82 Chronic fatigue, unspecified
Chronic fatigue syndrome NOS
Excludes1: postviral fatigue syndrome (G93.3)
A type 1 Excludes note means the same patient cannot be given both diagnoses.
This exclusion is not given in the WHO ICD-10. This is the explanation of
“Excludes1” given in ICD-10-CM:
“Excludes1: A type 1 Excludes note is a pure excludes. It means 'NOT CODED
HERE!' An Excludes1 note indicates that the code excluded should never be used
at the same time as the code above the Excludes1 note. An Excludes1 is used
when two conditions cannot occur together, such as a congenital form versus an
acquired form of the same condition.”
Following the current US ICD-10-CM coding practices, a doctor now must rule out
ME G93.3 before giving a patient a CFS R53.82 diagnosis. Current ICD-9-CM
780.71 CFS patients should be re-evaluated using recognized ME diagnostic
guidelines before reassigning them to the R53.82 diagnostic code. If a patient is
determined to have ME, he or she cannot be additionally diagnosed with CFS. This
logical separation of the two diagnoses is consistent with the ME International
Consensus Criteria guidelines.
“The purpose of diagnosis is to provide clarity. The criterial symptoms, such as
the distinctive abnormal responses to exertion can differentiate ME patients from
those who are depressed or have other fatiguing conditions.
Not only is it common sense to extricate ME patients from the assortment of
conditions assembled under the CFS umbrella, it is compliant with the WHO
classification rule that a disease cannot be classified under more than one rubric.
The panel is not dismissing the broad components of fatiguing illnesses, but rather
the ICC are a refinement of patient stratification. As other identifiable patient sets
are identified and supported by research, they would then be removed from the
broad CFS/CF category.”

Jerrold Spinhirne
In case you might want to react, please do so to info@let-me.be
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New Developments in Medical
Diagnostics and Treatments
New Developments in Medical Diagnostics and Treatments - The use of Checklists
and Important lessons for ME and CFS doctors
‘Creating Order out of Chaos’
The old saying ‘doctors differ and patients die’ is
very true and relevant to all ME patients. One
finds a wide diversity of opinion among doctors
concerning ME, ranging from disbelief in the
illness
to
erroneous
beliefs
concerning
psychiatry, CBT and GET to cynical beliefs that
ME cannot be diagnosed and therefore cannot be
treated. They refuse to accept the Canadian
criteria and ICC criteria, and dismiss, belittle and
mock these criteria and the scientific and
medical research and evidence, in an arrogant,
self righteous manner.
This certainly does against the Hippocratic oath
and the ethics and principles of the medical
profession. The ultimate result is that patients
are left in a limbo, and given no diagnostics, no
effective treatments, and are forced to suffer for
many years and decades, lose jobs, careers, self esteem, respect, relationships,
families and friends, become destitute and lonely, and die early from complications
of the illness.
The long list of dead patients http://www.ncf-net.org/memorial.htm is a disgrace
to the medical profession and community. This sad state of affairs does not worry
or trouble the doctors, most of whom enjoy luxury designer lifestyles, and have
happy fulfilling lives.
There is a great contrast and great divide between seriously ill, dying and
neglected patients on one side and healthy, wealthy, contented, indifferent, and
dismissive doctors on the other side. Ironically, these people believe themselves
to be good at their jobs and to be good people, many of them believe themselves
to be religious.
The saying ‘create order out of chaos’ is also particularly relevant to the ME
community. Fortunately, there is a small minority of doctors who are good at their
jobs and treat ME patients with respect and dignity, and provide professional
medical treatment for them.
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They are open minded enough to accept and use the Canadian criteria and ICC
criteria, and to integrate the known biomarkers and results of scientific research
findings into their diagnostics ; most of these doctors are listed in this link
http://me-ireland.com/diag-treat.htm.
It is they who are creating order out of the chaos, the terrible chaos created by
unscrupulous and corrupt (and criminally guilty) psychiatrists, doctors, health
body administrators, health insurance bodies, and civil servants who dismissed
the scientific and medical evidence, covered up vital facts, fed lies and deception
to the press and media, and belittled, mocked, blamed and neglected the large
number of ME patients for over 25 years.
This chaos still infects and confuses the medical profession, creating differences
of opinion within it, and deep polarities in the profession. One hopes that the
continued medical successes of the small minority of doctors treating ME patients,
using Canadian and ICC criteria and known biomarkers from research, will serve
as a beacon of hope, an inspiring example, for other doctors to follow.
Radical new developments in medicine will play an important role here. The great
doctor and surgeon, Dr. Atul Gawande of Harvard recommends the use of
Checklists for complex illnesses and complex medical procedures. Checklists have
become medicine’s answer to high level complexity. And ME is a complex illness,
it is very complex and mult-faceted.
It is complicated by the fact that several other illnesses and diseases have identical
symptoms, yet remain undiagnosed in the ME population. Thus it is important to
identify these using highly accurate tests, not with poor, inaccurate or substandard tests which provide false negatives. And furthermore, ME has subgroups
which differ from each other, and new research has shown that length of time with
the illness directly affects the biomarkers present and the subgroup designation.
The biomarkers vary from subgroup to subgroup, and involve time consuming
biological tests, looking at complex biological organisms which have only recently
been fully understood eg. the mitochondria, the genes and mutations of these,
the immunological subsets and their markers, the neurological infections, etc..
According to Dr. Atul Gawande and other leading doctors and surgeons
worldwide, checklists have produced outstanding results in hospitals, medical
clinics and medical practises throughout the world.
For ME and CFS, the best way to approach this in a clinical or hospital setting is
through the use of detailed Checklists using Canadian criteria and ICC criteria and
use of the biomarkers established through rigorous scientific research over many
years, and the best medical practises and tests used in the top ME clinics http://me-ireland.com/diag-treat.htm. An ME Checklist based on these factors
has been proposed at http://www.me-ireland.com/structure.htm#8.
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This Checklist seeks to eliminate lymes disease, mycoplasma infections, endocrine
disorders, glandular abnormalities, hepatitis and other viral illnesses, narcolepsy,
rare illnesses, MS, etc. first and then proceed to genuine ME cases, identifying NK
cell abnormalities, Cytokine abnormalities, RnaseL abnormalities, virus infections
and bacteria infections of the nervous system and muscles, mitochondria
abnormalities, etc..
Each biological abnormality would have a Checklist of it’s own to test for specific
biological markers, eg.
Infections present http://www.me-ireland.com/diag/2.htm,
Immune system http://www.me-ireland.com/diag/3.htm.
This would eliminate all guesswork, and all presumptions and assumptions, and
provide a clear and consistent approach for picking up specific biological
abnormalities.
This in turn would lead to ME subgroup designation. These biological findings
would provide biological targets for treatment, and a gradual improvement in
patients and a path towards full recovery.
The treatment itself would also make use of Checklists eg. Immune system
http://www.me-ireland.com/treat/3.htm. This would provide a clear direction for
treatment and for monitoring and adjusting treatment over time. This is the most
logical and rational course of action for treating ME and CFS. As new research
findings occur over time, they could be integrated into the diagnostic criteria and
tests, and serve as biological targets for treatments. For example, in mid 2015,
some good news emerged from Columbia University in New York. Dr. Ian Lipkin
and his research team have identified a new test for viruses which can rapidly
identify 2 million of viruses in blood and other body fluids.
MBio. 2015 Sep 22;6(5). pii: e01491-15. doi: 10.1128/mBio.01491-15. Virome
Capture Sequencing Enables Sensitive Viral Diagnosis and Comprehensive Virome
Analysis (http://1.usa.gov/1jcU58V). Briese T, Kapoor A, Mishra N, Jain K,
Kumar A, Jabado OJ, Lipkin WI. This is an important new development which
will have benefits for most ME patients worldwide. We have integrated this test
into our Irish ME clinic proposal and Checklist for viral infectons, http://meireland.com/diag/2.htm
This new way of diagnosing and treating ME would save the lives of thousands of
patients worldwide, and provide realistic hope for patients and their families. It
would finally create some order out of the chaos which has grown exponentially
over the last 25 years. It is the best option for dealing with such a complex illness,
and one which will guarantee results. This Checklist proposal should be presented
to your governments and to private investors and private equity funds who would
be interested in investing in clinics and hospitals to improve people’s health and
reap the generous financial returns of doing so.

David Egan
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Karina Hansen – 3rd Birthday In
Hostage Of The Danish
Psychiatric System
.

Karina Hansen is a 26 year old Danish Severe
Myalgic Encephalomyelitis (ME) patient.
In early 2012, I remember reading that a young
girl (her name was unknown at the time) was being
pressured by a Danish psychiatrist, Per Fink, to
be taken into his Hammel Neurocenter psychiatric
clinic, but refused to state what the treatment
would be.
ON November 7th 2015, KARINA WILL SPEND
HER THIRD BIRTHDAY AS A HOSTAGE
The psychiatrist has never allowed her family & friends to visit her, regardless
whether it is her birthday, Christmas or whatever. Is this the way a very ill human
being should be treated in a modern European country and where does the Human
Rights Act stand on cases like this?
Shame on Denmark for allowing this to happen in 2015 and the Danish media who
have imposed a news blackout on Karina's case. What is Amnesty Internationals
view on this abuse of human rights in Denmark? What is the policy of the European
court of Human Rights on this matter?
In November, for the second year running, we will be organising a mass
birthday card campaign for Karina. The psychiatrists have ruled out accepting
any cards for Karina, so all cards will once again be sent to her parents home in
Denmark:
Ketty and Per Hansen
Kløvermarken 8,
7500 Holstebro, Denmark
Nonetheless, feel free and try to send her cards to her ‘own’address, in the
knowledge she probably won’t get them to see:
Karina Hansen
p/o Tagdækkervej 10
8450 Hammel, Denmark
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Might you decide to send Karina a postcard, please heed these advices:
Make your cards to her very fancy. Buy for example some stickers with "Happy
Birthday", cakes & gift boxes. And some gold & silver letters to spell her name.
The reason for that is due her brain damage, she may reject plain envelopes. So
we need to make them appealing.
A Facebook- event will be created to coordinate everyone and provide all
the information they may need.
This event will be advertised around the FB-groups and people will be appealed to
share it. In the past these things have grown over a few days. It will run for at
least three weeks up to Nov 7th so there will be plenty of time for people to find
it.

Submitted by Michael Evison, edited by ME Global Chronicle
NB More information on Karina you can find in the section ME & Children and
under the heading Save4Children
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6. Science
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Rich’ Reviews: Melatonin
Helps Fibromyalgia Pain:
A Double-Blind Study

.

Melatonin is often used to treat jet lag and as a sleeping aid.
But, surprise! Several double blind studies suggest that Melatonin might possibly
be useful for combating pain, particularly for pain due to Fibromyalgia.
One study found that Melatonin improved pain due to temperomandibular joint
disorders (TMD) (1). Another showed benefit for painful endometriosis (2). Now,
a double-blind study from Brazil suggests that high dose Melatonin taken regularly
for six weeks likely reduces fibromyalgia pain. (3)
This optimistic conclusion is tentative, since the key study had no true placebo
group. Rather, Melatonin was as or possibly more effective than Elavil
(amitryptiline), a medicine which has long been used to treat fibromyalgia. TakeHome Lesson: despite, the lack of placebo, Melatonin’s relative safety suggests
that physicians might consider a trial of Melatonin for their fibromyalgia patients.
The Key Study: Sixty three women with fibromyalgia were randomized to receive
either 25 mgs of amitriptyline or 10 mgs of Melatonin or amitryptiline and
melatonin together. All doses were taken at bedtime.
Patients’ kept diaries starting at baseline and through the six weeks of the study.
They recorded the time and intensity of the worst pain they experienced during
each 24 hour period. Intensity was scored using a Visual Analogue Scale where
zero means no pain and 100 means the worst possible pain. Although patients in
all three groups had less pain after six weeks than they did at baseline, patients
receiving Melatonin alone or Melatonin plus amitryptiline had significantly lower
pain scores than patients who received amitryptiline alone. (P<.01). On average,
patients receiving amitryptiline alone scored about 12 points lower at six weeks
compared to baseline. Those taking Melatonin alone were about 17 points lower.
Those taking Melatonin plus amitryptiline were about 18 points lower.
Quality of Life was measured using the Fibromyalgia Impact Questionnaire. This
questionnaire asks about symptoms and the ability to function in ten different
areas e.g. the number of days that the person was not able to work. Again, all
three groups improved. Improvement was greatest for those taking both
amitryptiline and Melatonin. Improvement was second best for those taking
Melatonin alone and least for those taking only amitryptiline.
Researchers also measured each patient’s average pain pressure threshold (PPT)
at baseline and again after six weeks. To measure PPT, increasing pressure was
applied until the patient stated that the pressure began to hurt. Pain pressure
threshold improved for all groups. Improvement was greater for those taking
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Melatonin alone or with amitryptiline. Those taking Amitryptiline improved less
than the other groups.
Sleep quality improved by about the same degree in all three groups. Elavil of
course is often used as a sleep aid.
The bottom line is that improvement in pain due to Melatonin alone and/or
Melatonin and Elavil together was significantly better than that obtained by
treatment with Amitryptiline by itself.
The strength of this study is that the effect of Melatonin was compared to
amitryptiline , a medicine that is generally believed to have a positive effect on
reducing fibromyalgia pain. The study’s main weakness reflects the lack of a true
placebo control group. Despite the fact that almost all fibromyalgia specialists
believe amitryptiline is useful, there have been surprisingly few double blind
studies done to test this belief. (4) Could all or most of the improvement in all
three groups have been a placebo effect? Not likely in my opinion, but this should
be ruled out.
For now I think it’s wise to assume that Melatonin is fairly likely to be useful.
Because side effects from Melatonin are only rarely a problem, a trial of treatment
with Melatonin with or without amitryptiline might be considered.
BUT, this study’s use of Melatonin was not typical of the way most people
use Melatonin. When taken to treat jet lag or to induce sleep, Melatonin is usually
taken for only a few days or just intermittently. In contrast, the Brazilian study
gave Melatonin every night for six weeks. Pain levels were reported only for the
baseline period and at the end of six weeks. So anyone using Melatonin for
Fibromyalgia pain should be prepared to take it every night for six weeks before
judging whether or not it helps.
As important, the dose of Melatonin used in this study was quite high, 10 mgs
each night. For jet lag people usually take a dose of 0.5 mg. To induce sleep doses
of 1 mg, 3 mg or 5 mg are common. And while Melatonin at low doses is almost
always safe, we have little or no published experience about the long term use of
Melatonin at 10 mg, a relatively high dose.
Hopefully, other groups will seek and find funding that enables them to do further
controlled studies on Melatonin for Fibromyalgia. Such studies should include a
true placebo arm. But, until then, let’s be grateful for the Brazilian group’s efforts.
Afterthought: I was going to end this essay here. But there’s another important
but complicated issue raised in the study. The Brazilian researchers offer evidence
that Melatonin’s benefit might be related to its effects on a brain pathway called
the inhibitory endogenous pain modulation system. This pathway is activated
when a person experiences pain. Activating this pathway inhibits pain signals and
reduces pain perception.
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This inhibitory pathway is important because the pathway’s activity tends to be
weak among persons with Fibromyalgia. Stimulating the inhibitory pathway might
be a way to reduce Fibromyalgia pain. Based on a somewhat complex experiment
the Brazilian researchers believe that Melatonin might have the effect of
strengthening the action of this pain inhibitory pathway.
Here’s their experiment.
First, after six weeks of treatment, a painful heat stimulus was applied to a small
area of the forearm. Each patient gave a numerical rating to the severity of that
pain.
Second, each patient had a large part of their body bathed in very cold water—a
major pain stimulus. As this pain was ongoing, the local heat stimulus at the same
temperature as before was again applied to the forearm. The patients again rated
the severity of the heat induced pain.
If the cold bath pain activates the inhibitory pain pathway—which other studies
say that it does—then patients should perceive the second heat on the forearm as
being of less severe intensity compared to the first heat application (before the
cold water was applied).
For all three groups (amitryptiline alone, Melatonin alone and Melatonin plus
amitryptiline) the second heat pain was felt to be less severe than the first. This
suggests that the cold induced pain activated the inhibitory system. Since there
was no placebo arm to this study, it’s difficult to say whether amitryptiline or
Melatonin activated the system more than would have occurred after giving a
placebo. But, the degree of pain inhibition tended to be greater among both
Melatonin treated groups compared to patients treated just with amitryptiline. This
suggests (but does rigorously prove) that Melatonin acts at least in part by directly
increasing the action of the pain inhibitory system.
The pain inhibitory system is likely important. I hope we will see more research
on this soon.
Of interest, factors that reduce the action of the pain inhibition pathway include
poor sleep and also the psychological process known as “catastrophizing” (viewing
modest increases in pain as being “catastrophic”). Brain signaling molecules
affecting the pain inhibitory pathway include Serotonin, Norepinephrine, dopamine
and the body’s own natural opioids.

Richard N. Podell, M.D., MPH
Clinical Professor
Department of Family Medicine
Rutgers-Robert Wood Johnson Medical School
Podell2@gmail.com
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Stopping Candida In Its Tracks
Scientists are one step closer to understanding how a normally harmless fungus
changes to become a deadly infectious agent.
The opportunistic fungus Candida albicans is normally a
harmless member of the microbial community that occupies the
human gut. However, it is also the causative agent of oral thrush
and, more severely, it is responsible for approximately 400,000
life-threatening blood infections each year. Understanding what
triggers this switch from benign resident to dangerous enemy
could help to protect those who are most at risk -- including the
elderly, HIV patients and those receiving organ transplants.
Most of the time, the human immune system is able to suppress C. albicans so
that it lives in a harmless, round "yeast" form. When the immune system is
compromised however -- such as during organ transplants to prevent tissue
rejection -- the fungus switches to a new and deadly mode of growth. The round
cells start to produce long filaments (called hyphae) which burrow into the
underlying tissue layers. This allows the fungus to invade and form infectious
colonies.
Researchers at the University of Aberdeen have recently found that a small
signalling molecule, called Rsr1, controls the steering mechanisms that hyphae
use to probe host surfaces. "Rsr1 helps the hyphae to penetrate tissues and to
steer through barriers" says Tina Bedekovic, who studies this protein as part of
her research. "Without Rsr1, the ability of the fungus to cause disease is
significantly reduced."
Brewer's Yeast (Saccharomyces cerevisiae) does not form filaments but Rsr1 still
functions to control polarised growth. In this case, it is known to be activated by
another molecule called Bud5. When the researchers deleted Bud5 in C. albicans,
however, its hyphae were still able to penetrate tissues and steer around
obstacles. This suggests that Rsr1 in C. albicans is regulated by a different
activator specific for this function.
According to Tina Bedekovic, identifying this activator may help to develop
clinical treatments. "Humans also have a version of Rsr1 and Bud5 so it is unlikely
that we could develop a drug to inhibit these in C. albicans without also affecting
human cells" she says. "But if they are part of a fungus-specific signalling pathway
that controls directional growth, this could be targeted with therapeutic drugs
without harming the patient."
The researchers now plan to investigate which molecules can bind to Rsr1 in C.
albicans and, from these, to identify the activator required for invasive filamentous
growth.
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Source: Science Daily, http://bit.ly/1VluOKD

51 Back to Table Of Contents

Science To Patients
Currently seven webinars of Dr. Lucinda Bateman
from Salt Lake City, USA are being broadcast.
On September 8th her first webinar (webinar 68 of Science to Patients) has been
broadcast. In this webinar Dr. Lucinda Bateman presents herself and talks
about what diagnostic criteria for ME/cfs do she thinks are adequate, about the
current consensus to use the CCC, and about which diagnostic tools can be used
right now: https://youtu.be/1TogkD07tHA
In webinar 69, broadcast on September 22nd, she talks about autoimmunity in
ME/cfs & fibromyalgia, and she gives a short sketch of the auto-immunity with
ME/cfs and FM, after which she describes the differences between the two
illnesses: https://youtu.be/HiiLYbCzfIM
In webinar 70, broadcast on October 6th, she discusses neuro-inflammation
shown in ME/cfs, which part of the nervous system is usually affected in ME/cfs
patients, if neuro-inflammation is cause or effect of the symptoms with ME/cfs, if
treatment of neuro-inflammation is possible, and the effects of treatments with
antivirals: https://youtu.be/la3HQtoJWzE
On Oktober 20th she will talk about ME/cfs and the brain, on November 4th about
exercise and the resulting gene-expression, on November 17th and December 1st
she discusses FAQ’s from the clinical practice.
Meanwhile two Q&A sessions with her have been held, in which a large variety of
questions have been asked to her, a gist of which will be published in future issues
of the ME Global Chronicle.
During two more chatwing-sessions with her (http://bit.ly/1hdys55) on
Friday November 13th , and Friday December 18th from 17:00-17:45 CET
(Amsterdam), questions about these webinars can be asked to her.
The day before the ME-conference in Amsterdam (September 26th) seven
webinars of Dr. Neil Harrison and seven webinars of Dr. Byron Hyde have been
filmed.
They will be broadcasted from March 2016 onward.
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Prof. Alan Light Answers
After broadcasting seven webinars of Prof. Light http://bit.ly/1KS0oog there was
an occasion to ask him questions directly in four Q&A sessions via chatwing
(http://chatwing.com/mecvsvereniging.wvp). These are a couple of Q&A’s on the
bloodflow, auto-antibodies, inflammation and epigenetics from the last session on
June 19, 2015.
Q: Is it advisable to measure the blood flow with ME-patients?
A: It would be interesting to know the brain blood flow, but it is not an easy thing
to measure, and can be inferred simply by the symptoms, so probably it wouldn't
be commonly measured.
Q: If the blood flow to the brain is decreased with 28% when sitting or
standing, what is happening? Can it cause permanent damage? Or do you
have to lay down the rest of your live?
A: We call that orthostatic intolerance. It is very common in ME. What is happening
is, that your cardiovascular system is not getting the proper signals to increase
your
blood
pressure
enough
to
properly
supply
your
brain.
The temporary effect should not cause damage it you do not become unconscious.
Going upright very slowly will help. There are some drugs that could help. Ask
your physician about midodrine, and propranolol.
Q: Can the brains be damaged because of a low blood flow in the long
term?
A: It is possible to cause long term damage to the brain with a low blood flow.
The exact conditions that will do this I do not know.
Q: Probably the blood flow of ME/cfs patients is abnormally low. Can you
explain why this occurs?
A: The blood flow is low because there is improper signaling from the systems
that should detect fatigue. Either they are always on, or maybe not responsive
enough.
Q: What is an auto-antibody and what does it do exactly?
A: An autoantibody is a protein that your immune cells make that attacks your
own tissues.
Q: And why should they (auto-antibodies) attack one’s own tissues? How
come?
A: The auto-antibodies were likely made to try and attack a pathogen like a
bacteria or virus. However, they were similar to your own tissues, which normally
does not happen. But if you have a specific mutation, it is possible.
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Q: Can you tell more about this specific mutation?
A: The mutation we don't know for sure, but some data suggests that it is found
in about 1/3rd of the population, and it is in a major histocompatibility gene that
normally should protect your tissues by preventing the development of the autoantibody, or telling the immune cells not to attack the beta 2 adrenergic receptor
containing cells.
Q: And that mutation you get from birth or is it developed later in life?
A: You likely have the mutation from birth, but it could also be a somatic mutation
that is tissue specific.
Q: Why would immune cells produce auto-antibodies against specific
parts of the fatigue system? Why is this system out of order?
A: It turns out that one of the auto-antibodies made has a protein sequence that
specifically attacks the B2 adrenergic receptor, which is a key part of the fatigue
system. This sequence is also nearly the same as the protein coat of the StrepA
bacteria. This might be an explanation. We are currently trying to verify this.
Q: In webinar 64 you tell that you found a group of about 20% of ME/cfs
patients with extreme high levels of inflammation genes. Could this
possibly mark a subgroup of ME/cfs patients with certain characteristics?
A: Yes
Q: Could those high levels of inflammation genes point to patients in early
stage of the illness, as M. Hornig recently proved "new" patients to have
more problems with an overactive immune system?
A: Yes, that is a likely explanation.
Q: Can the subgroup of patients with extreme high levels of inflammation
genes be related to the remarks of M. Hornig about patients in the first
three years of being ill with an overactive immune system?
A: Yes, this is likely.
Q: If patients have very low levels of inflammation genes does that mean
they are in a further stage of the illness?
A: Sorry, I cannot easily answer this. We have found at least 3 types of ME that
seem to have very different characteristics. There are likely more.
Q: This might be an odd question, however. I suppose viruses have genes
as well. Can the effect of viruses on the human body be seen through the
character of their genes?
A: Yes, that is exactly what Lipkin and others are doing.
Q: The modification of genes in order to get them back to a normal
situation sounds rather futuristic. Are you already experimenting with
this?
A: Crispr caspase has made gene therapy possible in animal models. It is not
ready for human use yet, but the possibility has created some ethical dilemmas
already. You can find this online with some human embryo studies.
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Q: Can epigenetics become a means to upgrade the immune system in
such a way that in the long term it can expel pathogens by itself?
A: Epigenetics alone won't do this, but gene therapy directed at the epigenetic
targets might. This is still 4-20 years off, however. We first need to find the
targets.
Q: How many people are getting better from cfs?
A: Unfortunately not many, and it is hard to tell because relapses can occur many
years later. I believe the last estimate I saw was less than 20%.
Q: Wasn't there a study that most people get better within 1,5 years, and
that after that the odds are much smaller?
A: That is true. It is of course a semantic problem since ME requires a time of 36 months.
Q: Is it possible that there is something like a "point of no return"? I mean
if patients are so severely ill that it is impossible to recover?
A: I don't believe that is ever impossible to recover if we truly know the cause.
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Interview with Dr. Lucinda
Bateman
Interview with Dr. Lucinda Bateman, December 3, 2014,
part 1
Prior to the filming of seven webinars of Dr. Lucinda
Bateman in Salt Lake City for the Dutch project Science to
Patients (http://bit.ly/1OGd4Wi) she was interviewed. This
is the first part of it. The second part will appear in the
December-issue of the ME Global Chronicle.
Who is Lucinda Bateman?
I’m a general internal medicine specialist. I live in Salt Lake City, Utah, in the
United States and I have a clinic devoted entirely to diagnosis and management
of patients who have otherwise unexplained fatigue and pain.
You do research as well. What is your main field of research?
All the research I do here is related either to chronic fatigue syndrome or
fibromyalgia.
And you do that in combination with others? Or just alone, by yourself?
The beauty of this clinic is that we have a rich patient-base, so what I bring in is
the clinical experience and the relationship with patients, and the patients who
can participate in research. Most of my work is collaborating with other
researchers who want to study my patients, or who want to have their drugs
tested here. So I have a large number of research colleagues.
And in what field? In every aspect of the phenomena of ME and FM?
Yes, potentially every aspect. But the fibromyalgia-trials are mostly drugtreatment trials and the cfs-trials have been more observational trials to
understand how the illness presents. Studying the patients’ symptoms and their
blood and trying to understand more about the basis of the illness.
What according to yourself has been your greatest achievement, either in the
clinical practice or in research?
That’s a good question. There are a few. One is, I think, we have effectively
created a safe and high quality place for patients to come and get a diagnosis
and receive care and I think we can really help patients, which can always be
useful in this field.
Next comes the non-profit work in these cases which has been tremendously
helpful, doing high quality education and research about the illnesses to inform
other medical providers and doctors.
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And the third will probably be the research done in association with Alan Light,
especially the gene-expression research. Because what’s so important about these
gene-expression-studies is that they demonstrate the impact of exercise. That’s
measurable. Which is one of the huge questions, right, a very pivotal question for
this illness. So I think that’s been monumental in the field.
How did you get interested in ME?
I became interested because of the illness in my own sister. Right as I started
medical training my sister developed this illness. And about the time her doctors
had abandoned her I became a doctor. So that was the beginning of my interest.
That was in 1987.
And it went from bad to worse, so to speak?
Yes, but now its’s getting more and more exciting every year
How do you come to the diagnosis ME?
I think the diagnosis is usually pretty clear right up front, but we make a big effort
to investigate the illness of the patients ourselves in our clinic, not necessarily
relying on the diagnosis of other physicians. We review their medical records and
review the consultations and we assure ourselves to the best of our ability that
the patients don’t have another identifiable illness. That’s our process. Meeting
the central criteria but also trying to do a good job of making sure we have done
the best we can to exclude other illnesses.
Do you use questionnaires?
Yes. All patients get exhausted by our
questionnaires. It’s been a deterrent sometimes
because we send our paperwork to patients and
sometimes it’s two years before they get the
paperwork back to us.
But their intake is earlier, isn’t it?
The patients do a lot of work before they come, on the computer now. They do it
from home. And they fill in a questionnaire and symptoms. It’s probably quite a
bit of work, depending on how sick they are. But I can have someone help them
do it. Then we spend two hours with a visit. Our intake is a bit of a physical exam,
but that’s the short part of it. The long part is the communication part before we
come to some conclusions.
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The Definition & History Of
Myalgic Encephalomyelitis (M.E.)
From the very moment the Dutch ME/cvs Vereniging found
Dr. Byron Hyde willing to speak at their conference of
September 2015, he arduously devoted himself to this
promise.
With the conference approaching he wrote an impressive
monograph, especially for this conference in Amsterdam:
The Nightingale Research Foundation History of Myalgic
Encephalomyelitis in which his 30 years research and
clinical practice are crystallized. He intends to extend the
subject matter of this booklet to an entire book.
The ME/cvs Vereniging of the Netherlands which organized
the conference, got the exclusive permission from him to publish this monograph
on its website:
http://bit.ly/1KZyozb
Introducing this monograph, Dr Byron Hyde wrote:
This monograph was prepared for the Amsterdam M.E.Conference, September 26,
2015. It has not been adequately spell and grammar checked by my staff. For this
I apologize to the readers.
There are undoubtedly errors also in composition but the story is essentially valid,
as is the much overlooked history of Myalgic Encephalomyelitis.

Byron Hyde MD, The Nightingale Research Foundation

In the section Events of this issue of the ME Global Chronicle you’ll find a report
of the said conference, where Dr. Byron Hyde gave two speeches.
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I. Pathophysiology In ME:
Orthostatic Intolerance
This slide shows the pulse and blood pressure of
a healthy person standing for 15 minutes. These
values actually stay the same for much longer,
up to 90 minutes in normal persons(1). But this
is not so in ME(2).
Orthostatic Intolerance is really quite simple. It
is the state of being intolerant to orthostasis or
the upright posture. Standing is the most upright
position but sitting can also be affected by OI.
Ultimately it is due to a reduction of blood flow to
the brain. When blood flow to the brain is reduced, fainting is the usual result, but
fainting almost never happens in ME, something that has never been explained.
It is likely, but never proven, that people faint frequently before getting ME.
Fainting is called ‘syncope’, and the stage just before fainting is called ‘presyncope’. One attractive theory about ME is that it is a constant state of presyncope.
When a healthy person faints after standing too long on a hot day, the rest of the
day they have severe fatigue. Presumable this is because there requires a
recovery period after the sudden decreased blood flow which caused the faint. The
same thing happens after a concussion. A good rule of thumb is that the fatigue
after a head injury or faint should be gone after a good night’s sleep, a sleep that
is ‘restorative’, again, something that does not occur in ME.
Here is a good way to tell if you have orthostatic intolerance. You are walking
around the supermarket for fifteen minutes and you are doing alright. The act of
walking helps to circulate blood to your brain by the muscle contractions in your
legs. Then you stand at the check-out counter and the person in front of you has
lots of coupons. You stand still for ten minutes and then you feel that you have to
lie down. The standing still causes blood to pool in the legs and less gets to the
brain. This is orthostatic intolerance.
Or, a nice hot shower in the morning to wake you up makes you go back to bed.
The heat from the shower will dilate the blood vessels of the body, particularly the
legs, and less blood is left over to get to the brain. Or a big pasta meal causes the
gut vessels to open and you get exhausted. This is post-prandial fatigue, because
the increased blood to the gut to digest the meal means less to the brain.
A way of testing this in the office is to have the patient lie down on the examination
table for fifteen minutes with pulse and blood pressure being taken. Then the
patient stands quietly beside the table (but not resting on it) and the nurse takes
pulse and blood pressure every five minutes. It is essential that there be no
movement during this time.
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The patient stands for as long as possible until collapse. Actually, the patient
should lie down just before the syncope, and most good nurses can predict this.
A healthy person can stand like this for 90 minutes. Soldiers can stand still, at
attention for many hours. But a person with ME can stand, on average fifteen
minutes in my experience, although this has a wide variation. This bedside test I
call the “poor man’s tilt table test.” Actually, I think it is better than a full tilt table
test because it more closely replicates what happens during everyday life.
There are five different types of orthostatic intolerance that occur during this test:
Postural orthostatic tachycardia syndrome or POTS. This is defined by the
pulse going up 28 beats per minute or more during quiet standing.
Orthostatic narrowing of the pulse pressure or ONPP. The pulse pressure is
the difference of the lower BP number subtracted from the upper number.
In order to circulate blood well, there needs to be a pulse pressure of at
least twenty. A healthy person with a BP of 120/80 has a pulse pressure of
40 mm Hg.
Orthostatic hypotension (OH) is where the blood pressure drops significantly
on standing.
Diastolic hypertension (DH) is where the lower BP number goes up because
of blood vessels constrict in an attempt to compensate for standing. It is
pretty rare in ME.
And delayed orthostatic hypotension where the blood pressure drops after
standing for five or ten minutes. All of these types of orthostatic intolerance
cause a decrease, (or further decrease) of blood flow through the brain.
For the clinician, looking at the symptoms of someone at the ten minute mark is
very instructive. The patients are wobbly, in obvious pain, pale, and sometimes
will slur their speech. Their cognitive functions are impaired. However, despite the
discomfort, they continue standing, sometimes when their pulse and blood
pressure predict that they could not be standing. Seeing a patient whose pulse is
140 or blood pressure falling toward zero yet they are still standing is a mark of
how often this happens to them – they are used to it. Ignorant physicians say that
ME patients are wimps, yet no one would not be able to stand in these
circumstances.
A word of caution – this test can be followed by significant post-exertional malaise
(PEM), particularly if the patient passes out during the test.
In this slide the yellow area is a continuous blood
pressure reading with the scale on the left, while
the blue line is the pulse with the scale on the
right side. The blood volume of this patient is
printed in the right side, a subject that we will
come to later. Actually there are three
abnormalities here: POTS and orthostatic
narrowing of the blood pressure. The blood
volume is abnormal and was measured about a
week before this standing test was done.
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At the end of the rest period the blood pressure was 130/84 which is normal and
the pulse was 84, also normal. Many persons with ME will have a resting
tachycardia, sometimes around 110 beats/min. At ten minutes the pulse is up to
105 and continues up to 140 bpm, at which time the test was terminated 40
minutes after beginning.
The blood pressure stayed OK for a bit but by ten minutes was 125/100 showing
slight diastolic hypertension and some narrowing of the pulse pressure. By the
test termination at 40 minutes, the pulse pressure was down to 10 mm Hg. The
important thing here is that you cannot circulate blood in your brain with a pulse
of 140 and a pulse pressure of 10 mm Hg.
At the time of the test termination she looked terrible. She looked like she always
looked after standing still for 40 minutes. And the numbers suggest that she
should have been in an intensive care unit somewhere. Someday, when ME
becomes recognized, it will be illegal to do this test in the office. But I have done
it in well over 100 persons in my office; no one has had any dangerous or
worrisome complications like stroke or heart attacks. This sort of thing happens
to them every time they stand still in the grocery store checkout line.
This slide portrays POTS (pulse up 40 bpm
from resting), orthostatic narrowing of the
BP (to 9 mm Hg), and orthostatic
hypotension (fall of systolic blood pressure
from 160 to 90 immediately upon
standing). Many of the kids in the
fludrocortisone studies(3) probably had
graphs that looked like this. Obviously,
this woman felt light headed upon standing
but this was ignored. Her physician wanted
to treat her for hypertension with diuretics.
Note the blood volume numbers, again done a week or two before this test. Her
blood volume was 56.5% of a normal person’s volume. For anyone with
hypertension with his or her ME, it is essential to do a blood volume test because
of the irony of ‘hypovolemic hypertension’. Most normal persons with hypertension
have ‘hypervolemic hypertension’ and the treatment is to reduce salt in the diet
and treat with diuretics or fluid pills. Actually the blood volume test was developed
for exactly this reason around 1960.
The responses to standing are said to be controlled by the autonomic nervous
system(4), although this is an over-simplification. In ME there are four
abnormalities that contribute to orthostatic intolerance:
low blood volume(5),
decreased cardiac output when standing(6),
abnormal venous enervation in the legs leading to reduced venous
return(7), and
increased end-arteriolar pressure(8).
These abnormalities overlap, but they all contribute to reduced blood flow in the
brain.
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By the way, the body, originally controlled by the primitive
‘lizard-brain’ knows what to do when the blood flow is poor;
it shunts blood to the important organs: the heart, lungs
and kidneys. The brain was an evolutionary afterthought.
In the next segment of this series I will address the blood
volume.
David S. Bell MD
1 Dunbridge Heights
Fairport, NY 14450
drdsbmd@gmail.com
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II. Blood volume in ME
MAST T experiment
During a recent lecture I mentioned some old data concerning blood volume. I
was asked to put my thoughts and what I had said on paper. Although it is not
new information (the first ME blood volume paper was in 1951(1) I think it is still
an important piece of the puzzle. The first slide is a description of what is meant
by low blood volume as distinct from anemia.
In this slide, imagine three buckets and
in each is all the blood of three different
persons.
The first is a healthy person with roughly
five quarts of blood divided into two
portions, the red blood cells which carry
oxygen and the plasma.
The second is a person with anemia. In
this person the total volume of blood is
normal, but the proportion is not. In
anemia, the red cells are reduced
compared to normal, and this reduction
causes fatigue.
In the third bucket, a person with ME has low blood volume, but the proportion of
red blood cells and plasma is normal. The accumulated volume, instead of being
five quarts is down to three or four quarts.
In the first study of blood volume in ME, eighty percent of ME patients were
abnormal compared to historical controls1. This was subsequently confirmed by a
study out of Miami(2). In addition, the volume has been studied in POTS which
can co-exist with ME in up to 40%(3). And the blood volume can be strikingly low.
Let us put this in context. If a person loses 25% of his or her blood in a car
accident, it can be fatal. But the body’s mechanism of anti-diuretic hormone,
shunting, and other mechanisms can correct the blood loss quickly. In ME, these
mechanisms are not at work, something that has caused me many sleepless
nights.
The measurement of blood volume is rarely done now. The most accurate test is
the Chromium51 assay. In this test, done in the nuclear medicine department of
a University hospital, a tube of blood is drawn from the patient, carried into the
back room and the red blood cells are labeled with Chromium51.
The Albumin in the plasma portion is labeled with Albumin 125 and the blood is
re-injected back into the patient. After an hour or so the labeled blood is mixed
thoroughly with the rest of the patient’s blood, and another tube of blood is drawn
and carried into the back room.
63 Back to Table Of Contents

There the amount of Chromium51 and Albumin 125 are measured. By calculating
with the patient’s weight, a very accurate determination of the blood volume is
made. A newer test, the Daxor BVA-100 (Blood Volume Analyzer) is similar,
although I have not yet seen results from ME patients as yet.
The Chromium51 test was devised in the 1960’s to see how much fluid a clinician
should remove with diuretics in hypertension and congestive heart failure. The
test is not needed for this now, but it was said that with this test you could predict
who lived at the bottom of a mountain and who lived at the top. (At the top you
need more blood because the air is thin). Some people have said the blood volume
reduction is no big deal because astronauts get it. But their reduction is in the
15% range. It is caused by the lack of gravity permitting the blood flow throughout
the body to increase, and the kidneys, a little confused, get rid of what they see
as the ‘extra’ fluid.
A few years ago, a woman astronaut who had been in the space station for a while
returned to earth and gave a short interview to the press. During this interview
she collapsed and had to be helped off the podium. Her volume was about 83%
of normal due to her time in space. After returning to earth about a quart of blood
went into her legs because of gravity while standing and this caused such a drop
in cerebral blood flow that she became syncopal. And she had a small drop in
volume. In contrast, ME patients have a volume that can be as low as 50% of
normal.
There are several mechanisms that come into play when the blood volume falls.
The first is the hormone ADH (anti-diuretic hormone) which is missing in diabetes
insipidus (not sugar diabetes or diabetes mellitus). In diabetes insipidus an injury
or tumor of the pituitary causes ADH production to halt and persons with this
condition urinate a great deal and carry around water jugs with ice water (sound
familiar?)
There have been a number of studies on DI and ADH and without going into
details, ADH can be produced in persons with ME hypovolemia. It is just that the
pituitary does not seem to think that the hypovolemia is wrong or bad, no big
deal. However something recognizes it as a big deal because people with ME can
drink up to three gallons of water daily. When I asked an endocrinologist about
this, he said it was ‘psychogenic water drinking.’
After wrestling with this problem for many years, the only explanation I can come
up with is that the cumulative sum of blood vessel diameter is reduced. The pipes
are smaller than they should be. This would mean that the body has re-adjusted
to the decreased flow of blood. Part of the adjustment is to shunt blood to the
heart, lungs and kidneys and avoid the brain.
An excellent theory would be that there is an autoimmunity(4) to something that
regulates blood vessel size, and this decreases both circulating blood volume and
cerebral blood flow(5, 6). The amount of autoimmune vasoconstriction would not
need to be great as there are many miles of blood vessels in the body.
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One reason I favor this theory is that with the administration of one liter of normal
saline can nearly reverse the symptoms of ME in about three quarters of patients.
This effect, however, wears off within 24 hours and then everything reverts to the
newly established normal decreased flow.
A similar mechanism may be at play in septic shock, where, at a certain point,
even with antibiotics and fluids, the mechanism causing the shock cannot be
reversed. However, and this point is very controversial, I saw two adolescents
with two to three months of typical ME (note that it cannot be diagnosed until six
months of symptoms have elapsed) and gave them saline infusions daily for a
week. For both adolescents, the symptoms they had disappeared never to return,
although I have not had contact with them now for several years.
Prior to these two adolescents, I saw many ME patients who had the illness at
three months, and all stayed ill past the six month mark. If this is true, then early
recognition may offer a way to avoid full ME.
This material cannot be published because it is so speculative, but if I had
a child or relative with what looked like early ME, I would certainly give
IV saline.
IV saline was a treatment I used for 22 adults with ME. As mentioned previously,
20% of ME patients had a volume above 80% of normal, and IV saline did not
help them. Ironically, they were the most ill of the patients I treated. When I tried
to infuse saline they had to stop after about 200 cc’s. From what they said, I could
imagine that their cerebral circulation was so constricted that trying to force more
fluid into the vessels could not be tolerated. But, there has been almost no
research in this area.
Now, the even more drastic treatment, blood transfusion. Many years ago I
published a book online called Faces of CFS. In this book I described a woman
with very severe ME who had a blood transfusion. About six week before this
episode, she had a standard blood volume test which showed her to have about
64% of normal blood volume. She had been feeling ill one day and had ingested
two gallows of water or other liquids. Then, probably because she took too many
ibuprofen tablets, she vomited blood. At the emergency ward, a hematocrit (Hct)
showed anemia, due to a low volume to start then diluted with two gallons of
water. I don’t think the vomiting blood contributed anything. But she was given
two units of packed cells to be on the safe side.
The next day she felt wonderful; she felt ‘almost normal’, the first time she had
said that in the years I had known her. Because she had been a nurse at the local
hospital, she saw a hematologist who took her on. After about six weeks she
gradually began to decline back to where she had been prior to the transfusion.
After a few weeks of decline, the hematologist gave her another transfusion, and
again she felt well. This continued for many months until the hematologist said he
could no longer give the transfusions because of the risk of her developing allergic
reactions to them.
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Many years ago there was a condition called ‘idiopathic hypovolemia’, a condition
diagnosed by a low blood volume that no one could explain(7). Some
hematologists treated it with blood transfusion with good results. In what I have
read concerning this condition I have not seen the symptoms described, perhaps
because the symptoms were so typical of a low blood volume. I have always
wondered if they were actually treating ME.
However, there is an important point to this treatment. It does not cure the illness,
even when the symptoms have been largely relieved. It makes a person feel better
but there is still ‘something there’; people can get back to work or return to school,
but the hypovolemia is not the primary effect of getting ME, it is a secondary
effect.
There are a few other anecdotes I would like to share. I had a 38 year old man
who was employed by the Navy who had developed typical moderately-severe ME.
After his initial evaluation I ordered a blood volume test followed by the usual
screening blood tests. His volume was about 70% of normal for his weight and
sex. He was also hypertensive and very bright. As no one had been able to control
his hypertension, I suggested that we might try to treat his hypertension with an
infusion of saline. Any hematologist or cardiologist reading this might faint straight
away, because you normally do not want to volume expand someone with
hypertension, but this is a true story. The patient agreed.
He lay resting on the examining table for ½ hour while his blood pressure and
pulse were recorded, roughly 180/115 blood pressure and 110 pulse even though
he was not particularly nervous. One liter of saline was infused slowly while Paula
took his blood pressure frequently and I paced the halls taking Valium™. The blood
pressure came down to 90/60! He had ‘hypovolemic hypertension,’ meaning that
because his blood volume was low, the muscles around his arteries had clamped
down causing it to look like standard ‘too much blood’ hypertension. In retrospect,
he remembered that diuretics made him feel worse.
Another weird anecdote: one patient with low volume and typical ME got a liter of
saline and promptly fell asleep. She had a particularly bad sleep disorder with
prominent insomnia, and whenever she had a saline infusion she would sleep well,
with ‘restorative sleep.’ She would prefer saline to any sleeping pill available.
A third anecdote: I accompanied one patient to Dr. Streeten’s office, a patient
with very prominent orthostatic intolerance. When she stood quietly she would
start swaying, become confused, have excruciating pain and slur her speech. At
the time Dr. Streeten was studying the effect of MAST (Military Anti-Shock
Trousers) trousers on the orthostatic intolerance. These trousers, found in every
ambulance, inflate with air to create a sort of total body cast for patients with
fractures of the pelvis and other problems. My patient was standing quietly with
the trousers in place but not inflated, and she began to have her symptom
exacerbation. Dr. Streeten then inflated the trousers to 35 mm Hg, and within
seven seconds she shook her head and said she felt wonderful. The slurred speech
disappeared along with the pain, cognitive and other ME symptoms. Dr. Streeten
published these findings(8).
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The reason this is such an important study is that the only thing the MAST trousers
could have done is to improve the blood flow through the brain. Because of the
instant and dramatic effect, several of my patients went and bought a set of MAST
trousers, but they are not practical. Although you may feel better, you cannot do
anything being encased in a whole-body cast. I have always wondered what would
happen for a patient with very severe (bed-ridden) ME to have this trial.
All of this is interesting, but just a part of the 9,000 studies
that have been done and forgotten in the history of ME. I think
this is a shame because there is something important about
the low blood volume in ME patients. And it has a cause, even
though it has not been found to date. Actually, it has not been
looked for, as far as I can tell.
I look forward to giving more powerpoint presentations on ME
in the future, and can be reached at drdsbmd@gmail.com

David S. Bell MD
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7. Research
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Mady Hornig on the “Peterson
Subsets”, Immune Exhaustion
and New Gut Findings In
ME/CFS
In an recent event called A Simmaron Tea,
collaborators talked with patients about their
recent work to propel discovery in our disease.
Following is Dr. Mady Hornig’s presentation,
including some early results from Columbia’s
ongoing gut studies.
Dr. Hornig:
“We now know that the same
changes to the immune system that we recently
reported in the blood of people with ME/CFS with
long-standing disease are also present in the
central nervous system,”
In her presentation, Dr. Hornig first reviewed the recent finding from the Chronic
Fatigue Initiative-funded study run by the Columbia team: massive immune up
regulation in short duration ME/CFS patients and immune down regulation in
longer duration ME/CFS patients. The same immune factors, interestingly
enough, that were upregulated early in the illness were squashed later in the
illness. One key viral fighter called IFN-y that was hugely important in early
ME/CFS but significantly down regulated in later ME/CFS pointed an arrow at a
process called “immune exhaustion”.
Immune Exhaustion
The blood and spinal fluid findings matched.
The first cerebrospinal fluid study using Dr. Peterson’s carefully collated samples
found a similar pattern of immune system down regulation. That study (supported
by CFI and Evans Foundation) included only longer duration patients. These two
studies – the first to find similar issues in these two different compartments of the
body – suggested that the immune system had taken a system wide punch to the
gut.
What could cause this kind of immune exhaustion? Dr. Hornig stated it’s usually
associated with chronic infections. In a scenario reminiscent of the wired and tired
problem in ME/CFS, the immune system gets revved up, stays revved up and
ultimately crashes.
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That nice concurrence between immune findings in the spinal fluid and in the blood
was encouraging, and the group is digging deeper into those CSF samples. Thus
far a factor called cortisol binding globulin (CBG) has popped up in protein
analyses.
The Peterson Subsets
Earlier, Dr. Hornig noted Dr. Peterson’s exceptional
foresight at collecting cerebrospinal fluid samples over
many years and his skill at characterizing them. Now
she appeared almost dumbfounded at his ability to
pluck out subsets in his patients. At Dr. Peterson’s
urging,
the
Columbia
team
examined
the
cerebrospinal fluid of what he called “classical”
ME/CFS patients and “complex atypical” patients. Dr.
Peterson has been talking about the “classical” set of
ME/CFS patients vs other types of patients for years,
but this was the first time his intuition was put to the test.
Finding subsets was crucial to the success of both studies. The classical patients
typically present with infectious onset while ME/CFS in the atypical patients has
been associated with post transfusion illness, cancers and other factors. No one
before has suggested or attempted to determine if these patients differ
biologically.
Dr. Peterson’s intuition that they would be different biologically proved to be
correct. Columbia found dramatic differences in the CSF of classical versus atypical
patients. Virtually all the immune factors tested were higher in the complex
atypical vs the classical patients. The researchers are taking a deeper look at the
cerebrospinal fluid in these two types of patients.
The findings also demonstrates how vital it is to tease out subsets. Without
breaking patients up into early and longer duration subsets the findings of the
CFI’s big immune study would have been negative. Similarly, without excluding
Peterson’s subset of atypical patients, the cerebral spinal fluid study findings
would have been insignificant. Given the size, expense and prominence of the CFI
blood study, in particular, the negative results would have provided a significant
impetus for the field to move away from the immune system.
Instead, there is now great interest in immune alterations in ME/CFS. The inability
to ferret out biologically important subsets has undoubtedly smothered potentially
important findings in ME/CFS in the past. In a short period of time the CFI
investigators and Dr. Peterson have added two factors ME/CFS researchers need
to consider in their studies: duration of illness and classical vs non-classical
patients.
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This is an example of “translational medicine” – going from the bench (lab) to the
bedside (clinic) and vice-versa – at its best. It can only occur when researchers
interact closely with practitioners they trust and vice-versa.
The Gut Work
Mady Hornig believes the gut may hold answers to ME/CFS. The preliminary gut
results suggest she may be right.
Columbia’s Center for Infection and Immunity (http://cii.columbia.edu/) has
completed the testing of samples from 50 patients and 50 healthy controls started
in the CFI study and extended in an NIH-funded study to analyze ME/CFS
microbiome. They are completing analysis of the samples now.
They’re finding evidence of significant changes in the gut flora of ME/CFS patients
vs healthy controls. For one, altered levels of butyrate producing bacteria have
been found in the ME/CFS patients. Noting that similar differences have been
found in autoimmune diseases, Dr. Hornig proposed that an autoimmune process
may be fueling the symptoms in a subset of patients.
Another finding suggests substantial serotonin dysregulation may be present in
ME/CFS. (Most of the serotonin in our body is found in our gut.) Dr. Hornig
described serotonin as a major immune regulator. Thus far they’ve found that
serotonin is more likely to be undetectable in shorter duration patients than longer
duration patients, and those reduced serotonin levels are associated with
increased immune activity including a very significant increase in IFN-Y – an
important antiviral factor.
Tryptophan is metabolized to either serotonin or kynurenine. If serotonin levels
are low, the levels of kynurenine are likely high. Plentiful serotonin results in
feelings of well-being, emotional resilience, and immune balance. High levels of
kynurenine, on the other hand, have been associated with a host of neurological
and neuropsychiatric disorders. Dr. Hornig has called the kynurenine pathway
her favorite pathway because it’s been implicated in so many diseases.
The low serotonin findings in ME/CFS were apparently significant enough for
Columbia to begin developing new tests to more accurately assess the presence
of kynurenine metabolites. It appears that they’ve been successful in doing that,
and we can expect more fine-tuned analyses of the role that pathway plays in
ME/CFS.
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In discussion afterward the presentation, Dr. Hornig said she was struggling a
bit how to relay ideas of low resilience to stress in ME/CFS – some of which low
serotonin levels could play a role in – without ruffling feathers. She’s certainly
not advocating the SNRI’s or other antidepressants in ME/CFS.
In fact, she noted that she was sure ME/CFS patients were amongst the
“treatment resistant depression” patients she’d seen when working as a
psychiatrist early in her career.
The fix for the serotonin
problem – if it is validated in a
subset of ME/CFS patients –
will clearly come from another
direction. A recent review
article (http://bit.ly/1LMdKHR)
suggested using the gut flora to
affect serotonin-based brain
disorders and that is probably
the track Dr. Hornig will take.
She said she is especially keen
to look at the effects of
nutraceuticals, probiotics and
fecal transplants in ME/CFS.
Dr. Hornig is clearly intellectually excited by her work, but one thing that
happened during her presentation indicated her strong emotional connection to it
as well. The presentation of a small quilt to her from ME/CFS patients strongly
affected her and left her having to momentarily gather herself emotionally. It was
a surprisingly moving moment.
Dr. Hornig sounded confident about the direction of their research and stated
that they were very much looking forward to what the next few years will bring.
She said she was cautiously optimistic that the IOM and P2P reports, the positive
immune study, plus the signs that the National Institute of Neurological Disorders
and Stroke (NINDS) may be interested in taking ME/CFS on, indicate that a
turnaround for ME/CFS funding is in store.

Cort Johnson
See more at: http://bit.ly/1P3CwnQ
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Radical Research
For 25 years, Leonard Jason has been leading a quiet
revolution.
Supported by a small army of undergraduates, graduate
students and staff, Jason studies the complexities of chronic
fatigue syndrome (CFS) and Myalgic Encephalomyelitis (ME).
Pinning down the causes, symptoms and treatments of the illnesses is a battle
fought on many fronts. For example, while Jason believes they are two different
diseases, he also acknowledges an active debate about that among researchers
and patient groups. “People in general, even healthcare workers, don’t understand
CFS and ME,” says the professor of psychology and director of the Center for
Community Research.
One source of misunderstanding is the tendency to confuse CFS and ME with
common fatigue. “Patients say that what they experience is far more severe than
that. But they’re often told—by family, friends, work colleagues and even
doctors—that 'it’s all in your head'. After all, energy is one of the most valued
commodities of our society; if you don’t have energy, it’s worse than not having
money. Our work is focused on uncovering the facts.”
Breaking New Ground, Then and Now
In the early ‘90s, the number of people suffering from CFS and ME in the United
States was estimated at 20,000. Jason’s rigorous, community-based
epidemiological research found the prevalence to be much closer to one million
adults.
“At that time, CFS and ME were thought of as ‘yuppie’ diseases affecting mostly
upper- and middle-class women,” he recalls. “But, of course, they occur in every
gender, economic class, ethnic population and age group. In fact, this year we’re
expanding our work to look at CFS and ME among children.” This effort is
supported by a $2 million grant from the Eunice Kennedy Shriver National
Institute of Child Health and Human Development.
The Center is identifying symptomatic children and referring them to Lurie
Children’s Hospital where they get a complete medical and psychological
examination. “The data we gather over the next couple of years will contribute to
a better understanding of the prevalence and expression of CFS and ME among
this young, never-studied population,” Jason says.
Complex, Variable Illnesses
In mapping the nature of CFS and ME, Jason and his team face quite a few
challenges.

73 Back to Table Of Contents

First, the causes of CFS and ME are unknown. In one study, funded by the National
Institute of Allergy and Infectious Diseases, the Center is testing a hypothesis that
the diseases begin with mononucleosis, which is caused by the Epstein-Barr virus.
“We’re surveying thousands of Northwestern University students, collecting blood
samples and watching for those who develop mono. Will a certain percentage of
that group develop CFS or ME? Again, new data will give us some insights,” Jason
says.
Second, the symptoms of CFS and ME are not the same from one patient to the
next.
Some sufferers can’t tolerate alcohol; others are debilitated by certain foods. Many
have sleep problems. The Center is working with scientists who are studying the
brain waves of people with CFS or ME; initial findings suggest that patients’ brains
are “sleeping” during the day.
“We’re documenting real, pathologicalphysiological conditions,” says Jason. “That's a breakthrough in the way the
medical community looks at the illnesses.”
Third, there’s no agreed-on treatment. But Jason is confident, because of prior
studies, that when patients pace themselves and stay within their “energy
envelope,” they do better.
“Given these complications, it’s not surprising that doctors tend to avoid a
diagnosis and that patients get suboptimal clinical care,” he concludes.
An Avant-Garde Perspective
“In the messy world of CFS and ME research, our work is avant-garde,” says
Jason. “Unlike straight-up medical models, our approach takes a non-linear,
‘systems’ view in tracing the complex interplay of variables. We include both
qualitative and quantitative data and perspectives, and—most unusual and
important—we actively listen to and advocate for the patients. They’re an equal
party at the table.”
Supporting Jason’s research is Jacob Furst, a professor in the College of Digital
Media, who’s using artificial intelligence to illustrate the differences between
patient groups and control groups; Matthew Sorenson, an associate professor
in the School of Nursing, who’s exploring idosyncracies in the immune systems of
people with CFS, ME and MS; psychologists at McGill University; and physicians
at hospitals in Chicago, Norway and Great Britain.
“This work is a perfect reflection of DePaul’s values,” says Jason. “We’re all about
expansive participation and collaboration among all kinds of stakeholders. And
because the work combines teaching, research and service, the many students
and staff on my team are well-positioned for good jobs and graduate school when
they leave the project.”

CJ Arlotta

Source: http://bit.ly/1iEq5C7
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Australian University’s
Longitudinal Study Into Immune
Changes In Patients With
CFS/ME May Lead To Diagnostic
Test
Griffith University researchers have looked at the immune
systems of patients with moderate and severe CFS/ME
(1994 Fukuda criteria - http://bit.ly/1KIcGTk) once, then
again six months later. The study has just been published in
the Journal of Translational Medicine (http://bit.ly/1L22OFa).
They found severe CFS/ME patients had significant NK (Natural Killer) cell receptor
differences over time, compared to controls and moderate CFS/ME, along with
other alterations suggesting severe patients have an enhanced immune activation.
In moderate CFS/ME patients, iNKT* CD62L expression significantly increased
over time.
The study shows it is important to look at potential immune biomarkers over time
in both moderate and severe patients and it may lead to a test based on
immunological markers.
This is the first study investigating immune cells over six months while also
examining CFS/ME patients of varying symptom severity. It included 18 healthy
controls, 12 moderate and 12 severe CFS/ME patients. The severity of the
patients’ illness was identified using a questionnaire.
Griffith University point out research has established immunological
abnormalities, which you can see in their other studies at the National Centre for
Neuroimmunology and Emerging Diseases. Reduced Natural Killer (NK) cell
cytotoxic activity is the most predominant and consistent outcome of
immunological studies in CFS/ME (http://bit.ly/1WvpiCk).
*According to Nature (http://bit.ly/1O5H9yu), iNKT or Invariant natural killer T
cells exist in a ‘poised effector’ state, which enables them to rapidly produce
cytokines following activation. Using a nearly monospecific T cell receptor, they
recognize self and foreign lipid antigens presented by CD1d in a conserved
manner, but their activation can catalyse a spectrum of polarized immune
responses.
Source:

MEAction http://bit.ly/1GeALgg
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Neurological Biomarkers In
Paediatric ME/CFS
ME Research UK is contributing nearly $100,000 (£46,000) to a study looking for
neurological biomarkers in adolescents with ME/CFS.
Murdoch Children’s Research Institute, at The Royal Children’s Hospital in the
University of Melbourne, Australia is conducting the study.
It will study 25 adolescents diagnosed using
the Canadian Clinical Criteria adapted for
paediatricians and 25 matched healthy
controls.
Both groups will have baseline functional neuroimaging, followed by 90 minutes
of structured effortful thinking and learning activities (similar to school work), then
have another brain scan.
Neuroimaging techniques have rarely been applied to understanding the impact
of ME/CFS on the function of the developing brain. Now Dr Sarah Knight and
colleagues in Melbourne will examine how the brain and its underlying functioning
responds to mental exertion in adolescents with ME/CFS, using a variety of
neuroimaging techniques.
There is good evidence of difficulties with memory, concentration/attention, and
information
processing
in
adults
with
ME/CFS
(read
a
review
http://bit.ly/1VoQKPJ) but little known about young people, particularly the role
of mental exertion in worsening these symptoms.
The study began earlier this year and is expected to be published in 12-24 months.
Research into children and adolescents is important. As around 9,000 people
under the age of 16 in the UK have the diagnosis and many more around the
world. (figures from ME Research UK)
“Illness in youngsters has a particular poignancy; the transformation of a bright,
active child into one who is unable to go to school or play with friends is something
that touches us all. The report to the Chief Medical Officer in 2002 put it very well
– the illness represents a substantial problem and potentially threatens physical,
emotional, and intellectual development of children and young people, disrupting
education and social and family life at a particularly vulnerable time of life.” – ME
Research UK (http://bit.ly/1KIsCou)
ME Research UK put out an international call for biomedical research applications
last year, and this was one of the applications which came in from very reputable
institutions.
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“Although we have funded mainly in the UK previously, we have funded
internationally also – namely in Canada, Belgium, Sweden and Australia. We
fund on the basis of the merit of the research application and not national
boundaries”, explained Dr Neil Abbot, Research & Operations Director, ME
Research UK.
More on ME Research UK’s neurological biomarkers research
(http://bit.ly/1RdHRIc).

Murdoch Childrens Research Institute, University of Melbourne, Australia
http://bit.ly/1RdHWf9
In and outside the UK you can donate to ME Research UK
http://bit.ly/1QJC3Fx

Source: MEAction, http://bit.ly/1L29d38
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ROYAL FREE DISEASE, SIXTY
YEARS ON
Summary of talk given at the Royal Free Association meeting, 20th November
2014
On 25th July 1955, the Royal Free Hospital (London)
closed its doors and remained closed until 5th October.
The hospital had been struck by an obscure infectious
disease, which became known as Royal Free disease. In
total, 292 members of the 3,500 medical, nursing and
ancillary staff and 22 patients were affected.
In 1956, an article in the Lancet re-named the disease
benign myalgic encephalomyelitis (ME). In 1984,
another epidemic of a clinically similar disease, in Nevada, USA was named chronic
fatigue syndrome (CFS). Since 1934, 62 epidemics of a similar disease have been
described globally. Sporadic cases of the disease occur with an estimated
prevalence of 2-4 per thousand of the population. The disease may be called ME
or CFS, and ME/CFS is the currently favored acronym.
Some 15 years after the outbreak, a paper in the BMJ suggested that mass
hysteria was the likely cause. The authors examined the records of some selected
patients who were mostly nurses. They did not interview any patients, some of
whom were still suffering ill effects from the outbreak. They ignored or dismissed
signs of infection and a multitude of neurological signs. Because, in their selected
cases, the illness was mostly in young women and no pathogen had been found,
they diagnosed the outbreak as mass hysteria.
The hysteria hypothesis persists to this day, in spite of many well-documented
pathological changes found in patients’ immune systems, mitochondrial function,
autonomic nervous systems, brains and genomes.
In 1955, the Royal Free hospital group consisted of 5 hospitals and the medical
school. Staff from all the hospitals became ill. We, the authors, were medical
students at the time. We thought that after 58 years, it would be instructive to
find out what happened during the outbreak and discover any long-term after
effects of the disease.
We put a statement in the Royal Free Association newsletter and the Royal Free
Hospital Nurses League magazine asking anyone who was present during the
epidemic to contact us. Twenty seven people replied, 6 had suffered from Royal
Free disease, 2 had had a short lived illness which was thought to have been
abortive Royal Free disease and 19 had remained healthy. In 1955, 11 were
medical students, 10 doctors, 5 nurses and 1, a physiotherapist.
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Our informants told us that initial symptoms and signs of the illness varied, but
included fatigue, drowsiness, severe headache, sore throat, vomiting, muscle
pain, enlarged posterior cervical glands and a low grade fever. After a few days,
symptoms often worsened with severe pain, muscle weakness and sometimes
paralysis. Symptom severity ranged from mild to severe.
Secondary cases developed the disease after an incubation period
of a few days. Most nurses nursing the patients did not develop
the disease, but the records of the hospital medical staff, showed
that the attack rate was 19% in nurses and 8.3% overall. Only
22 hospital inpatients developed the disease. Tests showed that
many patients had a low white cell count and some had atypical
lymphocytes, but Paul Bunnell tests were negative. The
cerebro-spinal fluid findings were normal, distinguishing the disease from polio.
Treatment was mainly supportive, and included insistence on complete bed rest,
while symptoms lasted for severe cases, and convalescence for the same period
of time as the duration of symptoms. Too early activity always precipitated a
relapse. Recovery took from a few days or weeks to several months. Some
patients with paralyses and some with several bizarre symptoms were still in the
hospital 6 months after the onset of the epidemic. Some of these patients
gradually got better and were discharged. A few with persisting paralysis were
transferred to a rehabilitation unit.
Sadly, one patient committed suicide. Although many of the staff recovered
enough to return to work, many continued to feel ill or fatigued for at least a year.
Up to now, of the six people known to us, who recovered from Royal Free disease,
one has persisting bilateral wasting of the hypothenar muscles, one has
Parkinson’s disease and one has heart disease. We also had reports of some other
people, who had recovered from Royal Free disease, who have various persisting
pareses including: weakness of one leg which required an arthrodesis of the knee
and ankle; weakness of one hand; foot drop; and ptosis. One person was reported
to have had Hodgkin’s disease and another severe Parkinson’s disease.
At the time of the epidemic, the hospital staff, were baffled about the diagnosis.
Initially the disease was thought to be related to polio, but the clinical picture was
very different and cerebro-spinal fluid tests were normal. Glandular fever
(infectious mononucleosis) was considered, but Paul Bunnell tests were
negative. Hysteria was discussed but rejected because the disease was very
clearly infectious. However, many hospital staff were understandably anxious
about getting the illness and as there was no test for it, some patients were
thought to be neurotic, or have exaggerated their symptoms, and some people
believed that the disease was psychiatric or not a real illness.
How did the Royal Free hospital cope with an explosive epidemic of a highly
infectious obscure illness, which had not been described in the medical text books?
“The people running the hospital did not know what had hit them”. The first doctor
to get ill was sent to the private wing of one of the smaller hospitals in the group.
No infectious disease precautions were taken and a nurse said she caught the
disease from him. Later on, staff who felt unwell were told to report to the resident
medical officer for the infectious diseases department.
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The RMO examined them and felt for enlarged cervical nodes. If the nodes were
palpable or there was doubt about the diagnosis, the patient was sent for further
assessment. In the third week of the epidemic, all the hospitals were closed to
new admissions, due to lack of healthy medical and nursing staff and in an attempt
at isolation. Following the closing of the hospitals, most of the existing inpatients
stayed, but the obstetrics and gynecology wards were cleared in order to admit
patients with the epidemic illness. Two of the hospitals remained closed until early
October.
Pre-clinical students in the medical school did not develop the disease, but several
clinical students became ill. Healthy clinical medical students were sent to various
hospitals in and around London and attended clinics and teaching rounds and
much enjoyed the experience. Some students were sent away on holiday and
some went home to revise for exams. In spite of the interruption in their studies,
the healthy medical students managed to qualify on time.
What did we learn from this study? The evidence of those who actually
experienced the epidemic showed that Royal Free disease was not “mass hysteria”
but was an infectious disease. Mass hysteria does not result in paralysis, persisting
for 60 years. Because sporadic ME/CFS can be life-long, we wondered whether
some Royal Free disease patients might still be suffering from symptoms of
ME/CFS, but if so, they did not contact us. We learnt that ME is spread by casual
contact and the incubation period is a few days. Although only a minority of those
exposed, develop the disease, the closer the contact with the patient, the more is
the risk. Symptoms and severity are very variable, diagnosis is difficult and
recovery can take weeks, months or years.
There may be permanent muscle weakness. Exposed people who are resting (e.g.,
the hospital inpatients) are much less likely to develop symptoms and as complete
rest as possible is the best therapeutic measure. It is important for patients to
have a period of convalescence to avoid recurrences. Fear of contracting the illness
in some individuals can lead to difficulties in assessing their symptoms and may
result in a diagnosis of hysteria. Suggestions were made for future research.

Rosemary Underhill, MB BS,
Rosemarie Baillod, MB BS
References:
(1) The medical staff of the Royal Free Hospital. An outbreak of encephalomyelitis
in the Royal Free hospital group, London, in 1955. BMJ 1957; 895-904.
(2) Crowley N, Nelsom M, Stovin S. Epidemiological aspects of an outbreak of
encephalomyelitis at the Royal free hospital in the summer of 1955. J of Hygene
(Cambridge) 1957; 55: 102-122.
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Longitudinal Analysis Of
Immune Abnormalities In
Varying Severities Of Chronic
Fatigue Syndrome/Myalgic
Encephalomyelitis Patients
Sharni Lee Hardcastle*, Ekua Weba Brenu, Samantha Johnston, Thao
Nguyen, Teilah Huth, Sandra Ramos, Donald Staines and Sonya MarshallGradisnik
National Centre for Neuroimmunology and Emerging Diseases, 9.22,
G40 Griffith Health Institute,
School of Medical Science,
Griffith University,
Parklands Drive,
Gold Coast 4222, QLD,
Australia
Abstract
Background
Research has identified immunological abnormalities in Chronic Fatigue
Syndrome/Myalgic Encephalomyelitis (CFS/ME), a heterogeneous illness with an
unknown cause and absence of diagnostic test.
There have been no CFS/ME studies examining innate and adaptive immune cells
longitudinally in patients with varying severities. This is the first study to
investigate immune cells over 6 months while also examining CFS/ME patients of
varying symptom severity.

Methods
Participants were grouped into 18 healthy controls, 12 moderate and 12 severe
CFS/ME patients and flow cytometry was used to examine cell parameters at 0
and 6 months.
Results
Over time, iNKT CD62L expression significantly increased in moderate CFS/ME
patients and CD56 bright NK receptors differed in severe CFS/ME. Naïve CD8 + T
cells, CD8 − CD4 − and CD56 − CD16 − iNKT phenotypes, γδ2T cells and effector
memory subsets were significantly increased in severe CFS/ME patients at 6
months.
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Severe CFS/ME patients were significantly reduced in CD56 bright CD16 dim
NKG2D, CD56 dim CD16 − KIR2DL2/DL3, CD94 − CD11a − γδ1T cells and CD62L
+ CD11a − γδ1T cells at 6 months.

Conclusions
Severe CFS/ME patients differed from controls and moderate CFS/ME patients
over time and expressed significant alterations in iNKT cell phenotypes, CD8 + T
cell markers, NK cell receptors and γδT cells at 6 months.
This highlights the importance of further assessing these potential immune
biomarkers longitudinally in both moderate and severe CFS/ME patients.

Source: http://www.translational-medicine.com/content/13/1/299
With thanks to Emerge Australia

http://www.facebook.com/EmergeAustraliaInc
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Chronic Fatigue
Syndrome/Myalgic
Encephalomyelitis (CFS/ME):
Characteristics Of Responders
To Rintatolimod
By D. R. Strayer et al.
Abstract
Background
Chronic fatigue syndrome/myalgic encephalomyelitis (CFS/ME) is a debilitating
disease of unknown pathogenesis consisting of a variety of flu-like symptoms
including severe fatigue. Initial analysis of the use of rintatolimod (Poly I: Poly
C12U), a selective TLR3 agonist, in a Phase III, double-blind, randomized,
placebo-controlled trial of CFS/ME demonstrated statistical significance (p<0.05)
in the reduction of fatigue as measured by exercise tolerance (ET) as the primary
endpoint using a modified Bruce protocol with reduced physical exertion in
patients with severe CFS/ME as defined by a Karnofsky performance score (KPS)
of 40-60.

Methods and Findings
In order to better identify responders to rintatolimod, primary and secondary
endpoints have been reexamined post hoc as a function of a pre-specified study
baseline ET duration >9 minutes. Analysis of improvement in exercise
performance at greater than or equal to 25% and greater than or equal to 50%
levels using ET at 40 weeks compared to baseline was performed for the intentto-treat (ITT) population (n=208) using the pre-specified baseline exercise
stratum (baseline ET duration >9 minutes).
For this subset of patients (n=126), 33% (n=20), and 12% (n=8) of rintatolimod
vs. placebo patients, respectively, improved ET duration by greater than or equal
to 25% (p=0.004) while 23% (n=14) compared to 4.5% (n=3) of rintatolimod vs.
placebo patients, respectively improved ET duration by greater than or equal to
50% (p=0.003).
This corresponds to increases of greater than or equal to 186 and greater than or
equal to 373 seconds for patients receiving rintatolimod, respectively, at greater
than or equal to 25% and greater than or equal to 50% improvement responses.
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A frequency distribution analysis of greater than or equal to 25% improvement,
<25% change, and greater than or equal to 25% deterioration in ET from baseline
at 40 weeks for the baseline >9 minutes cohort showed net improvement to be
18.3% for the rintatolimod cohort vs. 4.6% deterioration for placebo (p=0.015).
A continuous responder analysis using 5% increments from greater than or equal
to 25% to greater than or equal to 50% provided a robust clinical enhancement
in ET effect in the rintatolimod cohorts as compared to placebo.
The KPS and Vitality (SF-36 subscale) quality of life secondary endpoints
demonstrated similar clinically significant improvements for the rintatolimod
cohort as a function of the same ET dichotomization. Rintatolimod was generally
well-tolerated in this CFS/ME population.

Conclusions
Using a modified Bruce ET protocol with reduced physical exertion allowed clear
identification of patient responders to rintatolimod with severe CFS/ME syndrome.
Rintatolimod produced significant enhancement in ET and quality of life indicators
in patients able to complete >9 minutes in a modified Bruce ET test.
Rintatolimod also reduced deterioration in ET compared to placebo in patients with
the poorest initial ET. Exercise endurance >9 minutes in a Bruce protocol modified
for patients with CFS/ME provides a method to identify patients most likely to
respond to rintatolimod.

Source
Strayer DR, Stouch BC, Stevens SR, Bateman L, Lapp CW, et al. (2015)
Chronic Fatigue Syndrome/Myalgic Encephalomyelitis (CFS/ME):
Characteristics of Responders to Rintatolimod. J Drug Res Dev 1(1):
doi http://bit.ly/1Lhyl6c

As published by: ProHealth,
http://www.prohealth.com/library/showarticle.cfm?libid=21372
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8. Events
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RESEARCH INTO ME - Public
Lecture In Norwich Research
Park With Dr Mady Hornig
Invest
in
ME
(http://bit.ly/1LclXzU)
(Research) have arranged for the Director
of Translational Research in the Center for
Infection and Immunity at Columbia
University’s Mailman School of Public Health
in New York, USA, Dr. Mady Hornig, to
attend a meeting at world-renowned
Norwich Research Park on 23rd October to
support the charity’s efforts in continuing to
build on the current foundations of
biomedical research into ME.
The charity aims to establish a centre of
excellence (http://bit.ly/1LeG6Wj) for ME,
in collaboration with researchers leading in
their respective fields nationally and
internationally.
The October meeting will include a questions and answer session. Dr. Ian Gibson
will open the meeting, and the charity hopes to supplement the agenda with other
speakers.
The meeting will take place in the Lecture Theatre of the University of East of
Anglia’s (UEA) newest, Britain’s greenest, and one of the most sustainable
buildings in Europe.
A small charge (£3.50) is made for refreshments and to confirm numbers.
Please see Invest in ME website (http://bit.ly/1OVj3GA) for map and full details.
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Invest in ME
UK Registered Charity Nr. 1114035
PO BOX 561, Eastleigh SO50 0GQ
Support ME Awareness - Invest in ME

1st International ME Congress
Of The Netherlands
Amsterdam, Saturday, September 26th 2015
The first organised international ME-congress in the Netherlands was very
successful. Only a few fairly till severe ill patients organised, beyond their
strength, this event whic h was magic given their condition. The organisation took
months especially due to the obtaining of accreditation for several medical
professions and the creation of a magnificent congress-map. Approximately 160
people attended the congress, and half of them work in medical professions.
Prof. Frans Visser opened with one of his two lectures
about the question what ME/CFS/SEID actually is. He
talked about the case definitions, the incidence,
symptoms and treatments. There is much immunological
and neuroendocrine damage. The only, future, hopeful
treatment is rituximab, while GET and CGT works
adverse in most cases. The ME/cvs Vereniging
broadcasted webinars with Prof. Visser in the ‘Science
for Patients’ project. Those can be watched on http://bit.ly/1M3hHDO
Dr Byron Hyde (Ottawa, Canada) made clear what ME is
and would do the same for CFS in his second lecture. He is
one of few clinicians who make a sharp contrast between ME
and CFS. His vision is that ME derives from polio-epidemics
and that the different ME stadia correspond with the polio
stadia. Both diseases derive from enteroviruses and genetic
factors.
A proper ME diagnosis requires a chronic enterovirus infection
in the gastrointestinal tract and a chronic microvascular
damage of the basal ganglia. Note of the writer: at the autopsy on Sophia Mirza,
the first UK patient who officially died of ME, inflammation of the basal ganglia
was found. The protein coat of the virus changes that fast, the immune system
cannot keep up with the changes. An endoscopy and a SPECT-scan help with the
diagnosis of ME. Dr Hyde provided a reader containing a lot of information which
may still be available at the ME/cvs Vereniging. In 2016, seven webinars with Dr
Hide for the project ‘Science for Patients’ , filmed the day before the conference,
will be broadcasted.
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Dr Neil Harrison talked about the communication between the
immune system and the brains and the relation with physical
and mental fatigue caused by inflammation. Pro-inflammatory
cytokines like IFN-alpha causes the illness behaviour and Dr
Harrison showed how these signal cytokines are transmitted
to the brains where the activity of the insula is predicted for the
exhaustion.
The role of structural brain damage after disappearing of the inflammation and
their consequences should be researched. In 2016, there will also be broadcasted
seven webinars with Dr Harrison in the ‘Science for patients’ project which were
also filmed the day before the conference,
Belgian neuropsychiatrist Dr Uyttersprot overviewed the
diagnostics of the disease what is still unfairly called CFS and
the different criteria from 1957 onwards. The diagnosis is based
on excluding other diseases because there are no clear
biomarkers. The ongoing immune activity and NK-cell
disturbance cause disturbance of different other systems which
is caused, in her vision, by a combination of genetic factors and
a trigger. Governments should not ignore the severity of the
problems with ME and scientific findings should break the power of assurance
companies and the psychical promoted ‘syndrome’.
After lunchbreak, Prof. Visser gave a lecture about POTS. He is doing a lot of
research after POTS and gave tools to minimalize the effects of POTS, like drinking
much water, intake of salt, contraction of leg muscles, wearing of compression
socks and belly bands and possible medications like clonidine, fludrocortisone and
midodrine. POTS also occur in MS, FM, Lyme and hyperventilation. He also
discussed the incidence and nature of pain in ME.
Dr Byron Hyde in his second talk spoke about CFS and how bad that name is.
The EB-virus that was linked to CFS by the CDC cannot be epidemic because of
the incubation time of forty days, something every medical student knows. All of
the thousands of ME-patients of Dr Hyde earlier were diagnosed in unlikely short
time, five minutes, while a proper indication for the diagnosis of ME needs at least
two hours.
Dr Nigel Speight, a retired British paediatrician discussed
ME in children and the challenge of severe ME cases for
research and clinical practice. He treated 650 children with
ME and was personally involved in forty cases of court orders
of outplacements.
Then he discussed different possible treatments; apply of
immunoglobulins where he had some significant results with
and after which more research should be done, GET which
only has some good effect when pacing is used and otherwise
only results in worsening of the patient, CGT in the mild and aggressive form.
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When CGT and GET only have negative effects, parents or the child itself get
blamed and get psychical diagnoses like Münchhausen-by-proxy, conversion, and
child abuse.
Broadcasts of ‘Science to Patients’ webinar with Dr Speight can be watched at
http://bit.ly/1Vp8y2D

Christine Tobback, a dietician who works in the practice
centre of Prof. De Meirleir in Vilvoorde (Belgium) ended
the congress with a lecture about the influence of nutrition
on the ME symptoms and the incidence of intolerances.
She discussed nutrition factors as IgE, fructose and vitamindeficiencies that can play a role, organs that are involved in
metabolism and intolerances. The possible effects of an
elimination diet where shown and what that means.
The congress was diverse and focussed on the clinical practice.
Afterwards, the uniform wish for an annual or biennial continuation was heard
everywhere.
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Swedisch National Society For
ME
A Conference on Severe ME/CFS and the way forward
The Swedish National Society for ME
Patients (RME) is arranging two
conferences on severe ME/CFS, one in
Stockholm on 19th October and one in
Gothenburg on 22nd October.
The conference will be held in English excepting the welcoming introduction.
In connection with the conference in Gothenburg we are also arranging a closed
researcher’s meetings on Wednesday 21st October in which those giving the
presentations at the conferences will be attending too.
The conference is free of charge and is aimed towards healthcare professionals
and politicians. Seats are limited. The general public may attend space allowing.
Last day for registration 30th September.
Please contact info@rme.nu for registration or questions.
Web: http://www.rme.nu
Program in Stockholm:
ME/CFS background, symptoms and research: Daniel L. Peterson, MD,
Simmaron Research, USA.
Distinct differences in plasma immune signatures between early and late
stage of ME/CFS: Mady Hornig, MA, MD, Director of Translational
Research, Center for Infection & Immunity and Associate Professor
of Epidemiology, Columbia University Medical Center, USA.
ME/CFS case definitions and the importance of a name: Leonard Jason,
PhD, Professor of psychology and Director of the Center for
Community Research, DePaul University, Chicago, Illinois, USA.
Presentation of the newly opened ME/CFS clinic at the Stora Sköndal
Foundation: Lena Nilsson, Manager Neurological rehab clinic, and Ulla
Lindbom, Neurologist, Stora Sköndal.
Program in Gothenborg:
First three speakers and subjects: see Stockholm
Infections and autoimmunity with ME/CFS: Jonas Blomberg, Professor
Emeritus of the Klinisk virologi, Uppsala Universitet
Diagnostics and treatment of ME/CFS at the Gottfries Clinic: Olof
Zachrisson
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IMEC 11

.

The eleventh Invest in ME-conference in
Westminster, London,UK will be on Friday,
June 3, 2016
The BRMEC Colloquium,
a two-day
research meeting prior to the conference,
will be on 1st & 2nd June 2016
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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Research Gives Hope To The
Many ME-Affected
The Norwegian ME Association- Rogaland Regional Branches and Stavanger
University Hospital are organizing a conference about ME/CFS
on November 18th, 2015 from 08.00 am - 15.30 pm.
Location: Stavanger University, Aula, Sydbygg,
Armauer Hansens vei 20, Stavanger
Info: me.rogaland@hotmail.com
This is a one-day seminar for health workers and is being supported by
Fylkeslegen in Rogaland and approved by the Norwegian Medical Association with
7 optional courses points on continuing education, the Norwegian Occupational
Therapist Association with 7 hours of specialist courses and the Norwegian
Psychological Association as 7 hours maintenance activity.
Program:
All introductions and summaries by Jørgen Jelstad, journalist and writer and also
a trained physiotherapist.
08:30 - welcome by Åse Marie Lønning, president of the Norwegian MEassociation- Rogaland Fylkeslag
08.45-09.30 - ME / CFS in children, and the challenge posed by the very severe
cases, Dr. Nigel Speight
09.30-10.15 - Rehabilitation Program for young people with ME/CFS. A pilot
project at St. Olav's Hospital, psychologist specialist / Project Manager BUP Ketil
Jakobsen
10.30-11:10 - Ergo Spirometry, what happens in ME/CFS-patients under activity
triggered deterioration? - Dr. Catherine Lien
11:10-11.25 - ME/CFS patient clinic by SUS-Lassa Acting Chief Eirik Eagle
11.25-11.35 - For children/adolescents with ME/ CFS-HABU Stavanger
12:45-13:45 - Diagnosis and differential Diagnosis: Combining clinic practice and
research-Dr. Amolak Bansal
14.05-14.20 - ME / CFS study by SUS Acting Chief/Phd. Katrine Brække
Norheim
14.20-15.20 - Multi-center clinical Rituximab trial in ME/CFS, Professor Olav
Mella

All info (in Norwegian): http://bit.ly/1LeUrBV
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9. ME And Children
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ME-Paediatrics In Practice
A 13 yr old girl was struck down suddenly with severe
ME. She was the most severe case I had ever
encountered, and at one stage I feared for her life as
her breathing was so shallow.
Despite this, I managed to keep her out of hospital
because of bitter past experience of how unsuitable
most hospital environments are for cases of severe ME.
I did however arrange for a brief hospital visit for the
reassurance of a normal cranial MRI scan and a second
opinion from one of my colleagues.
Her mother nursed her at home. Her management included tube feeding from an
early stage.
Because of the severity of her condition, I also administered the following
treatments:
Immunoglobulin (intramuscular, by community nurse)
Clarithromycin (in case her illness was provoked by an atypical organism
such as a Mycoplasma (from the work of Garth Nicolson).
Her condition remained severe, with her being totally bed-ridden and still
needing tube feeding. At 9 months into the illness, I decided to try
Doxycycline, on the grounds that this could just possibly be a form of Lyme
disease (conventional tests for this were negative).
From shortly after the Doxycycline was started, she began to recover, and within
12 months was no longer tube fed, was ambulant and symptom free. She
eventually made a 100% recovery and was weaned off all treatment.
At no stage did I involve a Multidisciplinary team (although I did have help from
a dietician and the community nurse). At no stage was she referred to psychiatry,
and neither did she receive anything in the way of CBT or Graded Exercise
regimes.
I think this case shows that it is always worth trying immunoglobulin and
Doxycycline in severe cases, and that recovery is possible without CBT and GET.

Nigel Speight
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The ‘Rights’ And Wrongs
In Karina Hansen’s Case
Abuse of power, conflict of interest, cronyism, lies, incompetence,
secrecy and deep unprofessionalism infuse the case of Karina Hansen.
Karina Hansen was neither insane nor a danger to herself or others. She suffered
from the physical illness ME (chronic fatigue syndrome). Yet she was hospitalized
against her will in February 2013. She was legally incapacitated when she was
hospitalized, and despite the fact that she called her parents and the police to try
to get help, she was not heard.
After the forced hospitalization, she was appointed a guardian on May 29, 2013.
The guardian, Kaj Stendorf, is a recently retired policeman. Before May 29,
Karina’s parents were her guardians, but their requests for access to her medical
records have been rejected.
The police officer who gave the order to remove Karina from her home in February
2013 was none other than Kaj Stendorf, who was at that time working as chief
of police in Karina’s home county, Holstebro. He should therefore be disqualified,
due to conflict of interests, but the court refuses to consider this issue.
Hospitalization-papers and the legal basis for the hospitalization are still missing.
Karina is still not allowed to receive visits, 2 years and 7 months after her
hospitalization. This is ordered by the psychiatrist Nils Balle Christensen from
the Research Clinic for Functional Disorders.
She has been treated with cognitive therapy, physical training and psychotropic
drugs, which are very hazardous for ME-patients. Medicine works more intensely
in ME-patients than in healthy people. That’s why she may have been seriously
damaged by the treatment.
The psychiatrists did not respect her ME-diagnosis, even though she was
diagnosed by internationally recognized specialists. The psychiatrists gave her
another diagnosis, PAWS, (Pervasive Arousal Withdrawal Syndrome) which is
rarely used and usually only for children traumatized by war.
Karina’s parents hoped to annul the guardianship of Kaj Stedorf, but the City
Court upheld the guardianship without allowing the family’s lawyer to speak or
present his case.
The High Court also upheld the guardianship, but the judgment is inconsistent and
untrustworthy. There are obvious contradictions in the judgment and the
guardian, Kaj Stendorf, was not called as a witness, despite the fact that the
lawyer of the family, Keld Parsberg, had specifically requested the court to do
so.
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Now Karina has been transferred to Tagdækkervej 10, in Hammel, a home for
brain-damaged people. She was not brain-damaged when she
was hospitalized.
The two lawyers on the case have not yet been told the exact
legal basis on which Karina Hansen was hospitalized. The
Municipality of Holstebro, the Board of Health and a Mental
Health Fund all give different explanations.
Karina’s state-appointed lawyer, Anne Grete Kampmann,
has earlier been paid by the Municipality of Holstebro to give them legal
assistance. This presents a clear conflict of interest and means she should be
declared incompetent in Karina’s case.
Neither the guardian, Kaj Stendorf, nor the appointed lawyer, Anne Grete
Kampmann, have been helpful in getting Karina a second opinion from a
specialist in ME, which is a normal patient’s right. They appear to be the 'system’s
men' and not guardians who want the best for her.
On 30th August last, there was a trial to decide if Kaj Stendorf should be Karina’s
permanent guardian. This would mean that the guardianship would not have to
be renewed on a yearly basis. During the trial, the judge and the lawyer, Anne
Grete Kampmann, exchanged meaningful glances several times. And during the
lawyer Keld Parsberg’s presentation, Anne Grete Kampmann rolled with her
eyes and shook her head which is completely unacceptable behavior during a trial.
This behavior could give one the impression that the matter was decided in
advance.
The guardian, Kaj Stendorf, asked the judge for permission to leave before the
trial was over, which he was allowed to do and thereby avoided answering any of
Parsberg’s planned questions. Kaj Stendorf did not know whether Karina gets
psychotropic drugs or not. He knew nothing about the treatment she underwent.
He seemed nervous and he stuttered.
From the Municipality no one came and thus the Municipality avoided answering
questions in the court.
The psychiatrist Nils Balle Christensen appeared strangely incoherent and
inconsistent in his statements. For example, he claims to have had long
conversations with Karina while at the same time he says that she has no
language. At a meeting about the PAWS diagnosis (which does not have a WHO
ICD-10 code) Christensen said that he has no experience with that diagnoses or
how to treat it, and that it was 'another' psychiatrist who had given the diagnosis.
Who this was could not be disclosed.
In Christensen's second-to-last written statement he says that Karina does not
speak, but nevertheless according to him Karina stated that she voluntarily lives
at this home for brain-damaged people and that she voluntarily receives
treatment. In the last statement from Christensen it is said that KH had a patient
advisor, but we cannot get this verified.
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In this last statement Karina is described as incompetent and unable to take care
of herself. Furthermore it states that she will not talk to NBC, but after that it is
said that she shows a number of improvements in her condition. But these
“improvements” do not fit with what she was able to do when she was first
hospitalized where she managed to phone home several times and even call the
police.
Christensen also apparently invented a malnutrition-diagnosis that must have
occurred in his care, because before her hospitalization Karina was given a diet
which was recommended by leading ME-experts. Furthermore they don’t want to
tell which treatment she currently receives, if any, or how she responds to it.
As the reader can understand, the man who is responsible for Karina Hansen’s
hospitalization and detainment appears either indifferent or totally arrogant
towards her needs, or he is deeply unserious or maybe sick.
The court ought to reconsider Chistensen’s incoherent argumentation and in the
opinion of the Civil Rights Movement, the court ought to understand that it is
necessary to reevaluate the case with new eyes now, 2 years and 7 months after
the case has begun.

Bente Stenfalk,
Vice President of the Civil Rights Movement.

Civil Rights Movement’s Newsletter from August 2015
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10. Severe ME
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ME is often dismissed
ME is often dismissed, but sufferers like Emily Collingridge
are dying. On Sunday 18 March 2012 Emily Collingridge, a
beautiful 30-year-old activist and author, died after she was
apparently no longer able to struggle against the chronic
illness that had afflicted her since she was six.
Major news organisations have all but ignored her death – the
death of a noteworthy campaigner while suffering from the
very condition she tried to persuade the world actually existed
– just as they continually ignore so many important stories
about the illness she had.
That illness is a neurological condition called myalgic encephalomyelitis or ME.
There are many who think it is not real and many others, even within the medical
profession, who think it is a psychological condition best treated with enforced
exercise, which only worsens its effects. Even those doctors and lay people who
acknowledge the illness often refer to it by the ridiculous name "chronic fatigue
syndrome", which is almost as damaging to ME sufferers as the symptoms we
suffer.
Fatigue is what a person feels after a hard work day or an intense session at the
gym. It is a gentle tiredness that makes the back ache slightly and the eyelids a
little heavy. It is cured by a nap or a reviving espresso. Collingridge was beyond
bedridden. She was crippled by incessant agony and dependent on morphine. She
was fed through a tube and her body couldn't cope with noise, light or movement.
She was doubly incontinent and experienced periods of both blindness and
paralysis.
Around a year ago, she wrote, "I have come very close to dying on more than one
occasion. If you met me you may well think I was about to die now." She is now
dead. To call the illness that savaged her "chronic fatigue syndrome" is like calling
stomach cancer "chronic upset tummy".
Remarkably, she was – in her healthier periods – able to write a book called Severe
ME/CFS: A Guide to Living, which is an invaluable text for many ME sufferers. It
is published by AYME, the Association for Young People with ME, of which
Collingridge was a prominent member. Her most important work, though, was
her appeal for adequate biomedical research into ME.
I recently wrote a piece for the website of the Chicago Sun-Times, discussing both
my history of ME and my reactions to the new documentary Voices from the
Shadows. For anyone who wishes to understand the agony ME can inflict, and the
dangerous ignorance endured by many who have it, the film is a must-see.
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One of the ME sufferers it profiles is Sophia Mirza, the first person in Britain
whose death was officially listed as being caused by chronic fatigue syndrome.
Another is my late friend, Lynn Gilderdale, whose mother assisted in her suicide
after Lynn's condition became unendurable.
Both Mirza and Gilderdale suffered – and perhaps died – because of the
unforgivable actions, and also the unforgivable inaction, of members of the
medical profession. Mirza was committed to a mental institution to treat an illness
that was purely physical and never recovered from the damage that did.
Gilderdale, too, was referred to a psychiatrist when she needed physicians
working from the results of cutting-edge studies. The question we must ask is
obvious: how many young people like them, and like Collingridge, have to die
before their illness is taken seriously and huge, well-focused efforts are made to
cure it through properly funded biomedical research?
Collingridge was a great light for thousands of victims of severe ME whose lives
pass in almost total darkness. It is essential that her tragedy is not overlooked.
We must all understand that the cause she championed in life – the urgent need
for proper recognition of, and research into, ME – is made even more urgent by
her death.

Scott Jordan Harris, March 30, 2012
Source: http://bit.ly/1P4br3U
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Merry S. - Humans Of ME/CFS
My last two years of high school—1968-1970—I was unwell all the time and in and
out of the hospital for tests. At one point, I was diagnosed with esophagitis, later
with a severe kidney infection. During the second year, after a month of headache
and fever every day, I consulted a doctor again. He was so sure that I had a
terminal disease of the connective tissue that he ran the test five times. Every
time the test was negative. I was sent home with a diagnosis of a viral infection—
virus unknown—and a prescription for an antidepressant.
So my illness, that years later I came to know as ME/CFS, I'll say began when I
was a teenager. But I had had life-long digestive problems and possibly orthostatic
intolerance before that. My experience with ME/CFS began, however, much earlier
than my teens, because mother was ill. Although she was never diagnosed, I have
absolutely no doubt that she suffered from ME/CFS. I don't remember my mother
as ever well. She spent much of her time asleep on the couch. At school, I worried
about whether Mother was taking care of the baby.
The last few years of my mother’s life were a nightmare. She had aggressive
breast cancer (lymphoma, actually) and then was diagnosed with a rare incurable
blood disorder, myelodysplasia. And a "fatty" liver" diagnosed years earlier had
become cirrhotic. To return to my own story, my health did improve after high
school, and I thought of myself as generally healthy, but in retrospect I realize
that I dismissed symptoms and cut back on activities.
My circle of friends was smaller than it had been in high school. I didn't participate
in extra-curricular activities. I didn't respond to the invitation to enroll in Honors
College. The year after graduation from college, from 1974-75, I worked in a
factory, and although the job was light packing, it was too hard for me—all that
standing. I felt more and more run down. Finally I got sick with a terrible sore
throat, aching joints, etc.
Symptoms waxed and waned during the next couple of years. Some days, weeks
even, I actually felt ok. My health declined again when I tried to go to graduate
school and after that when I was working as a technical writer. Then the summer
of 1988 I was very ill. Later I would think that I must've had hepatitis. I don't
know. One day as I lay in bed, I thought I saw Death sitting at my computer.
Since that summer I have not been well one day.
In 1990 I got a diagnosis of CFS. My health has
continued to decline as the years have gone by. Since
a major crash in the fall of 2009 I've had to spend
most of my time in bed. I am now 63 and close to the
age my mother was when she died. I hope my life is
almost over.
Source: http://homecfs.solvecfs.org/merry_s.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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11. News from
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Australia

.

News from Queensland
Exciting News!!!
We received a letter today to let us know that the Palaszczuk
Government intends to extend our funding for a further three-and-a half years!!!
The Minister for Health, Cameron Dick MP said “The work that organisations like
yours undertake makes a tremendous difference to the lives of Queenslanders
living with complex health needs.”
As you can imagine we are over the moon. We have also been invited to
Parliament House on the 13th October to celebrate with the Health Minister and
the Premier Annastacia Palaszczuk.
Events
Dr Price Room, 6 Little Street Toowoomba
November ….
4th November 2015
10.00am – 12.00pm Caring and Sharing
December….

2nd December 2015
10.00am – 12.00pm Caring and Sharing

ENQUIRIES … Phone Office: (07) 4632 8173
Office Hours … 11am – 3pm Tuesday to Thursday
We now have a Facebook page. To get to it just go to internet explorer and type
in http://www.facebook.com/mecfsfm.qld
ENJOY!!!
For all information: mail to mefmtba@bigpond.com
Source: The Queensland Communicator Oct/Nov 2015

Health Coaching for ME/CFS in the West
Do you have ME/CFS and live in the Western suburbs of Melbourne? Do you want
to work on your own strategies to manage your daily life living with ME/CFS?
Emerge Australia has partnered with cohealth Footscray, a leading community
health organisation, to offer people in the area the opportunity to participate in
their Living Well Program. cohealth’s Living Well Program encourages people with
chronic illnesses to develop self-management techniques through the support of
one-on-one health coaching. The Health Coaches have received comprehensive
training on ME/CFS by Emerge Australia, and aim to work together with people on
their health goals. They also provide linkages to other services where possible.
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The Living well Program also offers a ‘Let’s Get Started’ course. This course is
held weekly for 8 weeks and provides an opportunity to socialise and work on selfmanagement techniques and health goals with other people experiencing chronic
health conditions. This group program is discussion based, supportive and
delivered in a health focused group environment.
If this is something that interests you, please contact Melanie Clifford, Health
Coach, Living Well Program by phone: 9680 1106 or email:
Melanie.Clifford@cohealth.org.au
Source: Emerge Australia, http://bit.ly/1Lhu4Q9

Support groups Australia
When you have a condition such as ME/CFS, it’s easy to feel alone and become
socially isolated. Family or friends may not understand what you’re going through,
you may have had to give up work or study, and you may have trouble getting
around and interacting with others. Our Connect with ME Peer Support Program
(http://bit.ly/1ZaDrXU) aims to improve the health and wellbeing of people
affected by ME/CFS by connecting them with peers who are going through similar
experiences.
The Health Issues Centre (http://bit.ly/1ZaDIdl) in collaboration with several
chronic disease organisations, is running two free regional peer support group
leader forums in Shepparton and Traralgon. These forums are open to Volunteer
leaders, group members or community members interested in starting a new peer
support group as a volunteer.
This is a fabulous opportunity for participants to meet and network with each
other, share experiences and develop skills that support quality, responsive and
sustainable peer support in our communities and celebrate the fantastic work
already happening across Victoria.
To view the program, seek further information or register your interest in
attending, please follow the links below
Traralgon Peer Support Group leader Forum – Tuesday 20 October, 10am – 3pm.
For Traralgon program & registration information click here:
http://bit.ly/1Nm78lh
Source: http://bit.ly/1OXzcLG
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Belgium

.

The campaign ‘Stop The Diagnosis CFS’ from the Wake-Up Call
Movement VZW is unstoppable and goes like a bomb.
After the first, well-attended show in Mechelen on May 6th, the second will
continue in Bruges on October 28th 2015. Hall “Daverlo” Dries 2 8310 Assebroek
(Bruges), starting at 19:30 (reservation required).
Again there will be shared a lot of information that includes guest lecturer Prof.
Frank Comhaire in the first part. While there will be performances by the singer
Mira, followed by stand-up comedian Jens Dendoncker in the second part.
Here a few impressions of the first show in Mechelen, previous this year.

Both the performances and the recitals are more than worthwhile to participate
once. Relax on the couch and enjoy the event.
Is Bruges too far? No worries, there will be two more shows in the rest of Flanders,
of which at least one will be around you.
At the end of the event, packages containing flyers,
stickers and posters will be distributed to help support
this campaign.
The last two shows are planned in Hasselt and
Antwerp.
All information can be found on http://www.stopdediagnosecvs.be

Eddy H. Keuninckx
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Canada

.

The Aviva contest is back and this year we are once again trying
to win $100,000 to advance ME/FM research in Canada.
Voting begins Tuesday October 6th

You can read details of the entry at http://bit.ly/1JLxHZ8
Please join our event to receive a daily voting reminder. If you prefer an email
reminder, please contact office@mefmaction.com

Read all about it on

http://www.facebook.com/MEFMActionNetwork

In the recent Karma contest in Canada, five ME and/or FM groups were in the
top twenty in the public vote and eligible to be included in the random drawing:
National ME/FM Action Network, Fibromyalgia Support Group of Winnipeg, Inc.,
MEFM Society of BC, AQEM (Quebec), and Waterloo-Wellington Myalgic
Encephalomyelitis Association.
The Action Network and the Fibromyalgia Support Group of Winnipeg were
among the ten winners selected in the drawing to receive prizes of $2,000 each.
Thanks to everyone who supported the ME and/or FM groups in this contest!
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Europe

.

A Future for European Research into Myalgic Encephalomyelitis
For a long time it has been the objective of Invest in ME to forge international
collaborations between researchers.
IiME is a member of the European ME
Alliance (EMEA) and recently EMEA has
joined the European Federation of
Neurological Associations in order to
promote ME in Europe.
With our EMEA colleagues we have also
had discussions on forming a European
Advisory Board which would allow
EMEA to discuss, initiate and fund
biomedical research into ME.
This has led to further development of the idea.
During the recent Invest in ME BRMEC5 meeting in May this year discussions with
European researchers were conducted about the future of ME research and how
better to coordinate and link together research activity in several European
countries.
Based upon these conversations there appears to be overwhelming support and
enthusiasm from the group of researchers whom IiME/EMEA have brought
together to work cooperatively and more effectively.
Forming a group or consortium of European researchers represents a very
progressive step in not only helping to establish new collaborations and cement
on-going ones but also in developing new research ideas and priorities and bidding
for funds that would allow us to work together on joint projects.
This is the genesis of EMERG! The European ME Research Group
The charity and EMEA colleagues are arranging the inaugural meeting in London
this autumn - a new and exciting venture for ME research.
Facilitated also by our supportive MPs we will convene the first meeting to bring
this together in the hope that rapid and lasting progress can be made in the
research, treatment and cure for myalgic encephalomyelitis.
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More information will be provided later.
In the meantime EMEA will be setting up a competition to devise a logo for EMERG
– The European ME Research Group.
A European logo design competition will help inform patients/members about this
development and keep all involved in its progress.
Details of the competition will be available soon on EMEA’s website – but we invite
all European patients to begin thinking of designs to support this bold, new
venture.

References:
1.
EMEA
Joins
European
(http://bit.ly/1WKm2mE)
2

Federation

of

Neurological

Aassociations

Biomedical Research into ME Colloquium 5 (http://bit.ly/1KXKwnj)

Source: http://www.investinme.org/IIME-Newslet-1507-06.htm

110 Back to Table Of Contents

Northen Ireland
Stormont Buildings Monday 19th October 2015
Members of the Legislative Assembly (MLAs)
ENGAGEMENT ON FIBRO AND ME
A video presentation, featuring
The Northern Ireland Situation, One Patient's Story by Sally Burch
This event is being sponsored by Jo-Anne Dobson, a very supportive MLA

Hope 4 ME & Fibro NI are continuing with their campaign for bio-medically based
specialist ME services in Northern Ireland.
Recent questions about the problems with the current NICE guidelines (especially
with regards to exercise) were addressed in this slide show:
http://bit.ly/1VAJujS

Nicola Kell is going to jump out of a plane from over 12,000ft to help raise funds
for Hope 4 ME & Fibro Northern Ireland.
Two dates so far have already resulted in cancellation due to bad weather, so
Nicola is holding out hope for better weather and a new date in the near future.
Donations are open again should anyone wish to show their support to this gutsy
lady!
https://mydonate.bt.com/events/skyjump/239199
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ThIs presentation was delivered at the Queen's University Belfast ePatient
conference (11-12 September): https://youtu.be/DJBd5wEKcpU
Joan Mcparland and Martina Marks of Hope 4 ME & Fibro Northern Ireland
attended to answer questions and distribute information including copies of the
Canadian Consensus Criteria to delegates attending.
Sally Burch prepared this presentation in advance, because current health issues
didnot allow her to attend.

All items submitted by Sally K. Burch & Joan McParland

112 Back to Table Of Contents

Ireland

.

Mike's next marathon is DUBLIN on 26th October

And we'd like to hear from anyone who would be able to meet Mike at the finish
line - or afterwards.
Please send us your photo’s.

http://www.mikeseumarathons.com/
http://sseairtricitydublinmarathon.ie/
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Sweden

.

Stora Sköndal opens unique reception for ME/cfs patients
Stora Sköndal has opened a new clinic for ME/cfs patients. The
new reception is one of the first specialized in the disease in the country.
ME/cfs is often called chronic fatigue syndrome in everyday speech, a term that
many, however, think is misleading.
This invites associations with drowsiness, but its ‘fatigue’ is in realityexerciseinduced fatigue. Those who are most ill are bedridden and can get up maybe a
couple of minutes a day, says Lena Nilsson, head of the neurological rehabilitation
clinic.
The large Skondal reception is one of the first specialized in the country. A threeyear project with a specialized reception has been carried out at Danderyd
Hospital, and the County Council has since opened up the possibility for clinics
that have contracts for other types of neurological rehabilitation to apply for this.
One of the senior physicians here has worked at the Danderyd-project. When he
came here, he felt that this team would be a good match for this type of patients,
with the long experience and the attitude they have. ‘So after all we could come
to this second agreement’, says Lena Nilsson.
No cure
ME / CFS is not only fatigue but includes also a variety of other symptoms. It is
common for those afflicted by ME/CFS that they also suffer from muscle pain, joint
pain, swollen lymph nodes, sleep disturbances and other similar symptoms.
Many sufferers have had a common infection they never really recovered from.
The difficulty with this disease is that it is not yet known what its causes are. This
also implies there is no cure.
Some patients profit from a certain type of B vitamin, and knowing that it has to
do with the immune system, several treatments have been tried. Yet the
symptoms have to be treated, says Lena Nilsson.
Learn to live with it
Because ME/CFS can’t be cured it requires a lot of learning to live with the disease.
To make this possible at the Skondal a team of physicians, nurses,
physiotherapists, occupational therapists, social workers and psychologists is
available.
The patient first sees a doctor and a nurse, to try to find out whether he would
benefit from meeting others of the team. ‘We eagerly look forward to help patients
with this pathology’, says Lena Nilsson.

Source: http://bit.ly/1VCVIbZ
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The Netherlands
Dutch Citizens Initiative
As reported in previous issues, a group of ten independent MEpatients, the Groep ME DenHaag, collected 56,000 valid
signatures and submitted them to the parliament for recognition of the biomedical
disease ME.
An update of their initiative you can read in the section ‘Grassroot’ of this issue.

First international Dutch ME-conference
On Saturday September 26th was the first international Dutch ME-conference that
is attended by eighty doctors and eighty patients.
Speakers were Dr Byron Hyde, Dr Neil Harrison, Dr Nigel Speight, Dr
Annemie Uyttersprot, Prof. Frans Visser and Christine Tobback.
Besides an extensive conference-folder, every attender received a for this
conference specially written monograph by Dr Hyde, that can be downloaded
from the website of the ME/cvs-Vereniging: http://bit.ly/1KZyozb
A more detailed report of this conference is in the section ‘Events’ in this issue of
the ME Global Chronicle.

Interview
In a scientific appendix of the Dutch daily newspaper the Volkskrant in an article
much worth reading on ME the treasurer of the ME/cvs Vereniging has been
interviewed.
She’s severely ill and depicts her experiences with her disease and medical care
in Holland in a very clear and concise way. Less fortunate is that also Prof. V/d
Meer has been interviewed, as being the voice of scientific knowledge about ME
in the Netherlands.
He’s retired but for decades has been the face of the NKCV in Nijmegen which has
been propagating CBT/GET for all those years as the only therapy proven to be
useful in ME, and practically had complete say in the matter of developing the
Dutch 2013-CFS-guidelines, which are very similar to the NICE-guidelines.
Nonetheless, worth reading: maybe with google translate it makes some sense:
http://www.me-cvsvereniging.nl/altijd-moe-zijn-geen-aanstellerij
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Help the upcoming doctor!
The Universitair Medisch Centrum Groningen is looking for patients with ME/cfs
for their third-year medicine students. The students are going to visit these
patients for interviewing. This as part of an education project for preparation to
‘the real work’ as doctor.
The objective of the interview for the students is to gain insight in:
the onset of the symptoms
how doctors should deal with difficult clinical symptoms
the importance of the symptoms in social functioning
It is important the students gain an understanding for the medical symptoms of
the patient, learn to listen, gain understanding and think along. You can play an
important role in their education.
Patients in the tree northern departments of the Netherlands can participate in
this important project. There are many complaints about doctors known in several
patient associations. They are not able to listen, do not understand: this is your
chance. You are on the basis of the change. Massively join and sign in here:
http://bit.ly/1WHPIRs
It would be nice you sign in as much as possible before half November 2015. The
interviews can take place from November 20th 2015 until April 2016, at a time
that suits you. Look here (http://bit.ly/1LdDYCs) for more information or you can
contact the
info@me-cvs-stichting.nl
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United Kingdom
ME Research UK
Three newly funded projects
We recently funded three new investigations into ME/CFS – one in Canada looking
at gene expression during exercise; one in Australia on brain imaging in young
people; and the other in Belgium investigating possible epigenetic activation.
Gene expression during post-exertion symptom flare
Further details http://bit.ly/1Kryh5t
A hallmark of ME/CFS is that symptoms are made worse by exertion, sometimes
24-48 hours afterwards, even if the exercise is quite mild by normal standards.
Dr David Patrick and colleagues at the University of British Columbia in Canada
are examining post-exercise symptoms of patients using newly available gene
sequencing technologies that allow a much deeper probe of host gene expression
than has previously been possible.
The National Institutes of Health in the US has funded most of the work involving
RNA sequencing of samples, and ME Research UK’s funding will allow additional
measurements of mRNA expression up to 7 days after exercise.
________________________________________________________________
Neurological biomarkers in youngsters
Further details http://bit.ly/1f7drJS
There is now
very
good evidence
of
difficulties with
memory,
concentration/attention, and information processing in adults with ME/CFS. Much
less is known about these neurocognitive difficulties in youngsters, particularly the
role of mental exertion in worsening these symptoms.
In fact, advanced structural and functional neuroimaging techniques have only
rarely been applied to understanding the impact of ME/CFS on the function of the
developing brain of young people.
ME Research UK’s funding will allow Dr Sarah Knight and colleagues of the
Murdoch Children’s Research Institute in Melbourne to examine how the brain and
its underlying functioning responds to mental exertion in adolescents with
ME/CFS, using a variety of neuroimaging techniques.
________________________________________________________________
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Epigenetics of the BDNF gene
Further details http://bit.ly/1IrD8AJ
Chronic pain is debilitating and very common, and is a particular problem in people
with ME/CFS, 80–90% of whom report severe pain and/or muscle or joint pain.
One factor associated with pain and central sensitization is brain-derived
neurotrophic factor (BDNF), a protein which is produced by a variety of cells,
including sensory and motor neurons, and immune cells.
In a new exploratory study funded by ME Research UK, a cross-disciplinary team
of researchers in Belgium will investigate the presence of ‘epigenetic’ changes in
the BDNF gene and whether they are more prevalent in people with ME/CFS.
Epigenetic research is in its infancy in ME/CFS, but it may be that epigenetic
modifications of the BDNF gene also have an important role.
________________________________________________________________
ME Research UK Christmas cards
Our 2015 selection is now available. There's 9 Christmas card designs and a note
card to choose from and each card not only helps raise funds but spreads
awareness too.
The cards can be viewed on our website – http://bit.ly/1NJvOk2 with an order
form.
We've an album in our Facebook photos section too:
https://www.facebook.com/MEResearchUK

Submitted by Dr. Neil Abbott
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12. Vote For…
Fund massive research into alternative cures
http://bit.ly/1KVpcNc
Create a fund and put energy behind a public research programme to look into
the alternative cures that big pharma never will (because there's no profit for
them).
We've all read the claims that cannabis oil / apricot kernels and so on cure cancer,
and people don't know what they can trust. Scientific research could answer that
question, but pharmaceutical companies won't fund the research costs because
even if it works, they can't sell it at a high enough price to make a profit. Corbyn's
Labour is for the people, so imagine the positive effects of discovering cheap cures
that work.
I propose working on illnesses that most affect the most UK people first. So,
perhaps start by finding out what people have reached out to in their hours of
need, and whether any of it helped. Then research the most promising. The result
would be a series of research findings that are then collated into some combination
of Snopes and Which? It would help to prevent people wasting money on scams
and woo, and even if there's just one bit of positive news every five years or so,
what an election winner!
Why is this important?
Just as an example, my partner has ME/CFS (chronic fatigue), there's no cure.
She is an experienced occupational therapist, and has trained as a work
psychologist and now can't work (at all). What a waste of someone who could
contribute to the economy. There are maybe a quarter of a million ME/CFS
sufferers in the UK .. and that's just one illness, this is for all debilitating illnesses
with no cure. It's a vote winning policy.
Instead of sanctions and punishment, a cure is something that would actually cut
the benefits bill and turn those people into positive contributors. I know that many
ME/CFS sufferers feel entirely abandoned by the prevalent approach to medical
and pharmaceutical research and that must be true of the sufferers of so many
more illnesses. Let's give these people hope and clear guidance.
Campaign created by
John Allsopp
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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/

Support research in Canada
The Aviva Community Fund contest is back. It requires voting daily from Oct 6 Oct 23.
You can register with just your email or via Facebook at
www.avivacommunityfund.org
To register, click on the Login button on the top right corner then select Sign Up.
Fill in the required information and submit it. They will send you an activation
email. When the email arrives, click “complete your registration” and you should
now be good to go. You can register now.
When voting begins, go to http://www.avivacommunityfund.org/ideas/acf32536
We also have a daily email reminder if you prefer. Send your email to
office@mefmaction.com
The money will go to the National ME/FM Action Network to support research in
Canada. You can read the details by going to the website listed above. The top 5
entries in our category will advance to the juding phase. If we advance, we are
guarantee $5000 and have a chance at winning $100,000. We did win $5000 last
year.
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Please share this widely and invite your friends to join
US Congress: ME Patients Around the World Care About Funding Equality
To: The United States Congress
Petition-leg for readers not living in the USA Sign: http://bit.ly/1PdnmdJ
For American citizens: http://bit.ly/1NhEXQG
Pro State: http://bit.ly/1KXpgR7
Myalgic encephalomyelitis (often referred to as Chronic Fatigue Syndrome or
ME/CFS) is a severe neurological disease that affects at least 1 million Americans
and leaves half of its victims disabled and unable to work. Many patients are
considered at a greater functional impairment than those with congestive heart
failure, multiple sclerosis, and end-stage renal disease.
The disease’s annual impact to the US economy is an estimated $24 billion in
health care costs, lost wages, and lost productivity. However, at present the U.S.
government does not have a research plan in place to mitigate this profound cost
to society.
Currently, the U.S. National Institutes of Health (NIH) funds only $5 million per
year for research into this disease.
As the only moral response to more than thirty years of official and medical neglect
of this illness, we demand that Congress increase NIH research funding to $250
million per year, a level proportionate to the disease’s severity, prevalence and
impact.
We, the undersigned patients, doctors, scientists, parents, children, family,
friends, caretakers and #MEAllies, demand full and immediate funding equality for
ME/CFS.
Why is this important?
In order to fuel the research necessary to uncover causes and find effective
treatments, we need Congress to fund ME/CFS at a level equivalent to that of
other similarly disabling neurological diseases.
With an estimated 17 million patients worldwide, the longstanding neglect of this
disease is a global issue. The US has a leading role to play in the hunt for a cure.
With this petition we say, the whole world is watching.
SHARE YOUR STORY
We want to present our elected leaders with real stories from the lives of their
constituents who have been affected by ME. When you sign, please consider
leaving a comment, story, or testimonial under “reasons for signing.” For all
information on this and other grassroot activities:
MEAction, http://www.meaction.net/

121 Back to Table Of Contents

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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13. 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: $8,517
Goal: $20,000.00
Info: http://www.gofundme.com/5yhjdo
Donate to our YouTube channel here: http://www.gofundme.com/MECFSAlert
By donating to our GoFundMe page, you can fund future episodes of ME/CFS Alert
and aid us in our goal of comforting the sick, educating the doctors, and shaming
the government.

The Big Give - For the BIG Cause
Christmas Challenge 2015
Invest in ME Selected for the Big Give Christmas Challenge 2015
Invest in ME are pleased to announce that one of the charity's projects entered
for The Big Give Christmas Challenge 2015 has been accepted.
Our project to fund two more intercalating medical students from UEA Medical
School to participate in ME related research has been accepted for the Big Give
Christmas Challenge
We need to collect £2500 in pledges (minimum £100 each pledge, no maximum)
by October 16th.
Pledges will be collected after the challenge has finished in December.
Please note that pledgers are not allowed to donate online to the charity during
the Christmas Challenge December phase.
Pledges can be made via this link http://bit.ly/1VDjxFN
This form does not ask for payment details, as pledges are paid after the end of
the December Challenge Phase and can be paid directly to IiME.
Phase I - THE PLEDGE PHASE (EARLY SEPTEMBER – 16TH OCTOBER)
The first phase of the Big Give Christmas Challenge involves collecting pledges.
To do this the charity will have to accept pledges which will be honoured in January
2016
Phase II - DECEMBER CHALLENGE PHASE - The release of the match funding
The Christmas Challenge phase will begin at midday (12pm) on Friday 4th
December. During this phase, online donations will be doubled by the ‘matching
pot’ - a combination of Champion funds and your pledges. The Champion funds
will be released in two tranches during Christmas Challenge Phase.
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The donations end on 14th December.
16th October – Deadline to secure pledges
4th December (Midday) – Campaign opens + first tranche of match funding
released
5th December (Midday) – Second tranche of match funding released
14th December – Campaign closes
All info: http://www.investinme.org/IIME-Newslet-1508-02.htm
Donate today to the OMI’s Severely Ill Big Data Study:
http://bit.ly/1MYUhUd

https://chillimechallenge.wordpress.com/donate-here/
with several (research)objectives to donate to
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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 Karina Hansen,
about whom you can read in the section ME & Children of this issue of the ME
Global Chronicle.

You can donate any amount through:
http://www.geef.nl/doel/save4children
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Science, Politics and ME - Lifting the Lid on ME
It is important to understand the influence of politics on an invisible illness such
as ME, how establishment forces affect the way research, funding and information
is given. This book will do that.
Funds are raised by Invest in ME to be able to publish and promote this most
important book of Dr. Ian Gibson:
http://campaign.justgiving.com/charity/investinm-e/science-politics-and-me
Story
ME patients are often not in a position to be heard and misconceptions/ignorance
about the disease is compounded by a prejudiced denial of ME - as an ‘aberrant
belief’ rather than a devastating physical disease.
Dr. Gibson led an independent Inquiry into ME in 2006 which made a number of
recommendations yet still the media and public seem unaware of the real suffering
that continues due to vested interests that affect policies in healthcare, academia
and the media.
The book will definitively explain the influence of politics on healthcare – and
ultimately ME patients.
With the help of members in the European ME Alliance this book will promoted
around the world.

Fund massive research into alternative cures http://bit.ly/1KVpcNc
Create a fund and put energy behind a public research programme to look into
the alternative cures that big pharma never will (because there's no profit for
them).
We've all read the claims that cannabis oil / apricot kernels and so on cure cancer,
and people don't know what they can trust. Scientific research could answer that
question, but pharmaceutical companies won't fund the research costs because
even if it works, they can't sell it at a high enough price to make a profit. Corbyn's
Labour is for the people, so imagine the positive effects of discovering cheap cures
that work.
I propose working on illnesses that most affect the most UK people first. So,
perhaps start by finding out what people have reached out to in their hours of
need, and whether any of it helped. Then research the most promising. The result
would be a series of research findings that are then collated into some combination
of Snopes and Which? It would help to prevent people wasting money on scams
and woo, and even if there's just one bit of positive news every five years or so,
what an election winner!
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Why is this important?
Just as an example, my partner has ME/CFS (chronic fatigue), there's no cure.
She is an experienced occupational therapist, and has trained as a work
psychologist and now can't work (at all). What a waste of someone who could
contribute to the economy. There are maybe a quarter of a million ME/CFS
sufferers in the UK .. and that's just one illness, this is for all debilitating illnesses
with no cure. It's a vote winning policy.
Instead of sanctions and punishment, a cure is something that would actually cut
the benefits bill and turn those people into positive contributors. I know that many
ME/CFS sufferers feel entirely abandoned by the prevalent approach to medical
and pharmaceutical research and that must be true of the sufferers of so many
more illnesses. Let's give these people hope and clear guidance.

Campaign created by
John Allsopp
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14. Worth Noticing, Watching,
Hearing & Reading
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The Swedish ME Association is organizing two
conferences in October 2015 – "The Invisible Ones A Conference on Severe ME/CFS and the Way
Forward", which will be held in Stockholm Monday
19th October and in Gothenburg Thursday 22nd
October.
On the occasion this most impressive compilation of severely ill patients has been
made. Try and watch this without tears https://youtu.be/BoVvJzmmVWg

On September 10, 2015 a new episode of Lewellyn King’s and Deborah
Waroff’s ME/cfs Alert has been broadcast on YouTube:
The Search for a M.E. Champion Continues: MECFS Alert Ep. 76
In which Llewellyn talks on potential politicians to stand up for the rights f MEpatients, mentioning Yvette Cooper. MP in the UK, Elisabeth Warren, senator
of Massachusetts and Bill Cassidy, senator of Louisiana:
https://youtu.be/a5WwHZzEEPw

SMCI Interviews Musician, ME Patient Stuart Murdoch
The Solve ME/CFS Initiative recently caught up with Stuart Murdoch, lead singer
of the band Belle and Sebastian, while he was in Los Angeles performing as part
of a world tour. Belle and Sebastian is an indie band from Glasgow, Scotland.
The band just released its ninth album, “Girls in Peacetime Want to Dance,” in
January 2015.
In the interview, Murdoch talks openly about his experience with Myalgic
Encephalomyelitis, which left him bedridden for several years. Murdoch says it
was when he was bedridden that he discovered his ability to write songs and that
the songwriting served as a foothold for him as he climbed out of the worst part
of the illness.
Murdoch also admits to feeling guilty that he has not been public about having
the disease before now. He said that his recent relapse—brought on by the birth
of his first child two years ago—forced him to be open about the disease with his
bandmates and the public. He’s grateful now for the opportunity to spread
awareness of the ME internationally.
To watch the full interview, go to the Solve ME/CFS Initiative’s YouTube channel:
www.youtube.com/SolveCFS
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The story of the son of ME-researcher Prof. Ron Davis
Washington Post: http://wapo.st/1OXDuTs

to be read in the

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.

https://youtu.be/r0w9-eQ_fKQ
M.E. / Chronic Fatigue Syndrome - Sleepydust Video
Old, but not with lesser impact….
The video aims to help the friends and family of ME/CFS (including Myalgic
Encephalomyelitis (M.E.), Chronic Fatigue Syndrome (CFS), and Post Viral Fatigue
Syndrome) sufferers understand the illness and what their loved ones are going
through. To view a clearer, larger version of the video, visit:
http://www.sleepydust.net/me-cfs-chronic-fatigue-syndrome-video.html

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' van Martin Halla
Google Play http://bit.ly/1RtwI6p
iTunes http://bit.ly/1Lj9sTs

https://youtu.be/R2wZc8jU88Y
MEAction’s launch video to take (political) action

https://youtu.be/zonWthdLcyk
ME/cfs Alert: Llewellyn King on the chilli pepper challenge
https://youtu.be/uSNE6JN0SxQ
Mady Hornig & Ian Lipkin take the #ChiliMEChallenge
https://youtu.be/llCD1tHG2YM
Lenny Jason and his DePaul University research team
completed the ME Chili Challenge
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https://youtu.be/ffI6QwaCsVw
The Compass Maker – poem by Marie H. Curran

https://youtu.be/ELrn7Ov4H54
I Have Chronic Fatigue Syndrome

https://youtu.be/2ySJMbWX0FA
Brian Piening, PhD, one of Stanford's researchers is so excited about Open
Medicine Foundation's ME/CFS Severely Ill-Big Data Study that he made his own
video to explain the comprehensive data that will be collected.

Take a look (and stay) at the new, gorgeous website of Gabi Lewis:
http://www.neuroimmunealliance.org/

Webinars Science to Patients from the patients’ perspective:
Je Suis ME, https://youtu.be/4teKG3pwFcY
ME: bigger consequences than just the disease itself,
https://youtu.be/14JM_1Vz2Z8
ME and my life: past, present and future,
https://youtu.be/Xjg8fLP-BpM
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15. Poem – Half Alive
I’m feeling half alive today
Half of life is missing
I’m seeing half the world today
Half the world is missing
I’m feeling half of what I touch
I’m smelling half of smells
My feelings are also set at half
I feel something is missing
I feel half of me is left

Half of me is missing
A half of this and half of that
Half again and gone away
Half the sights and half the sounds
I’m here and yet away
I’m half awake and half asleep’
Half nightmare, half day-dream
Half too hot and half too cold
Half every other thing
Brain and body working half
Halfway things get done
Half remembered half unknown
Halfway yet to come
Yearning for my missing half
Half alive I am today
Half aware my future past
P.E. Griffiths
Source: The Queensland Communicator, Oct/Nov 2015
Reprinted from InforME Magazine the official publication for ME/Victoria, BC Canada
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16. Column – Do You Still
Manage?
On August 26, 2015 came through legally approved euthanasia a self-chosen end
to the life of the Dutch ME-patient Ingeborg Geuijen, mentioned elsewhere in
this issue. Another patient, the for loyal readers not unfamiliar Maartje Slot
expressed in the following post on her FB-wall the thoughts of many in the
Netherlands:
“Do you think, if I really can’t hold on any longer, I’ll be considered for
euthanasia?”
- “I don’t think so”
“Me neither”
“I can bear it for a while, but it seems to become more and more difficult”
- “This all is also quite difficult”
“The pressure on my mind is getting heavier or maybe it is also more difficult with
my body, I don’t know… the tinnitus becomes louder and in the morning, when I
wake up, I have no idea how to get through the day…”
- “Have you taken your painkillers and your supplements?”
“Yes, everything is inside. I need to look over this step by step and focus myself
even better on everything I’m grateful for. Only think about things to be grateful
and I hope… no I don’t want to hope anything.”
“Last night I dreamt I would go on
vacation and I was on my
destination a little later. An ancient
town towards the sea, the sun was
shining and the people waved to
me and what the most-most-most
best thing was; I felt very happy,
my body felt that good and light
and free. I had almost forgotten
what that is.”
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“While sleeping, I’m happy. Maybe because you leave behind your body and your
soul can travel freely. Nelson* is also always there.”
“Fortunately, there also always happens something good when I’m awake. That’s
what I’ll focus on even more and then everything will be right.”

On a multitude of reactions of others on her column, Maartje wrote in addition:
Thank you for the kind words in response to the story above. It’s not the intention
to generate sympathy or so, I do think that similar conversations are recognisable
for people with a chronic disease; life is completely different then and raises other
things to think about.
This is not about the desire for the end of my life, but about the desire for the end
of this physical condition.
An escape, so to speak.
I think when you say it out loud, you sometimes get the feeling this is not allowed.
I doubted whether I would name it that explicit, but it seemed right to me when
I thought about all the other people who are in a similar situation.
Because … otherwise all the people who think about this, would always be
wandering around with this … While we can meet especially in this too and that
meeting can give new strength in this life.

With love
Maartje
*Nelson was Maartje’s dog and companion for 11 years. He left the mortal coil
last spring
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17. 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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