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3. Introduction
Dear readers,
You are reading the December edition of the ME Global Chronicle. We have
striven to offer you a broad selection of news and articles from all over the
world.
The main goal of this try-out (we still consider this magazine to be a project in
progress) is to connect ME patients and groups from all over the world by
exchanging news and facts. We know that many of you are very active on social
media and, therefore, may consider a great deal, if not all, of the contents of
this magazine to be ancient news.
Please, realize that for many others the information is a novelty. Furthermore,
for those of you that are familiar with the information, please consider that a
chain is only as strong as its weakest link. We regard our efforts to be a success
if some of you can read articles in this magazine that you consider to be
worthwhile.
This can be a drop in the stream of a collective conscience that is continually
growing, a conscience that opposes the denial of recognition and treatment of a
very severe illness, an illness that is already referred to as the plague of the
21st century.
For how long will governments and stakeholders still be able to turn or stop this
swelling stream?
We wish you small rays of hope in this dark time of winter, despite your
presumably sorrowful circumstances. Please, notice that you are not alone.
Keep on reading, but especially: keep contributing to YOUR magazine. Please,
email us anything that you feel is worthwhile contribute@let-me.be. Share the
magazine wherever and whenever you can and add your own news. The goal is
to form a collective body and anyone can participate.
We wish you the best, and want to thank you for the generally heart warming
responds which we received from you after the publication of each edition this
year.

The editors
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Next issue will be published towards 22nd February 2015.
Written contributions in Word before 10th February 2015 to
contribute@let-me.be
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4. Preface
Dear reader,
We are happy to submit the December 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 Winter has arrived and the long dark days of Christmas are back. The
contrast of light and dark provide a reminder of the inner struggles of many
patients and carers. The necessity of hope in difficult times. The warmth and
light of open fires and friendly chat, support and encouragement on cold Winter
nights provide a welcome relief to many.
In the USA the Pathways to Prevention (P2P) meeting of the NIH held this
December provides another milestone on our journey. The speakers are
impressive and it is hoped that something good and productive will emerge from
this meeting of doctors and scientists. There are some grounds or suspicion and
scepticism, though, as the NIH has been slow to recognise ME as a physical
biological illness.
There is continuing psychosomatic bias and ignorance in some areas of the NIH.
One hopes they can overcome this. We will be looking at P2P and its outcome.
The poor funding of ME and CFS by the NIH has been a disgrace for 20 years,
let’s hope they change their approach to ME and research.
Dr. Ian Lipkin gave a brilliant presentation on the link between microbes and
chronic illnesses. He mentioned ME in addition to Kawasaki illness, chronic
lyme and autism, chronic viral infections. Many viruses have not been detected
and it is highly possible that they cause several chronic illnesses, including ME.
He is looking at a number of viruses at present and also investigating
metabolites in the blood and the microbiome in ME and other chronic illnesses.
This will require funding.
The IOM is continuing to work on defining ME/CFS. This is causing some
controversy and a lot of apprehension and fear in the ME community. Jeanette
Burmeister was successful in getting some documents released under the FOI
act in the USA.
These have shed light on the motives and knowledge of some researchers. Dr.
Lucinda Bateman is investigating new ways to improve sleep in ME and
Fibromyalgia, this is a very welcome development. Most ME patients have sleep
problems, usually a difficulty reaching deep sleep, delta wave sleep. Several
brain studies show abnormal brain activity and lesions in patients. Sleep
deprivation has damaging effects on many body systems.
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The Open Medicine Institute is continuing to fund raise for a brilliant research
initiative covering several biological areas of ME. In Norway, moves are ongoing
to bring about more research into Rituximab.
These will provide new insights into ME in 2015. The film ‘Canary in a
Coalmine’ continues to make progress. This will hopefully educate many people
about ME. Llewellyn King continues his excellent work producing videos about
ME, and also Rob Wijbenga and the Dutch CFS association are also involved
in producing some great videos.
Overall there is hope, there is light, there is progress.
Let us sum up with the words of George Orwell.
“In a time of universal deceit - telling the truth is a revolutionary act.”
George Orwell
A special thanks to the Editors here, and to Rich Podell, Lenny Jason for their
contributions and insights.
The next edition will be due on 22 February 2015
Wishing you all a happy Christmas and new hope and cheer in the coming Year

David Egan
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5. Grassroot
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Forgotten Plague
The vast majority of the editing and focus
grouping is completed, but we'll continue to make
some changes to the soundtrack and titles through
early January.
From there, the actual release strategy for the
movie gets a little more complicated, but also a lot
more exciting.
We are pursuing an "all-of-the above" strategy. We are working with people in
the TV/film industry to set the stage for film festival premieres, theatrical runs in
select cities, television broadcast, and DVD/online streaming distribution.
The goal is to reach as large an audience as we possibly can. We will also work
on packaging the film so that groups and individuals can maximize its impact by
using it for their own goals in awareness, education, fundraising, and activism.
The first step is to premiere the film at a major film festival, which we hope to
do by March/April 2015; filmmakers have to apply for festival slots up to 5
months in advance.
However, in the mean time, we can get the the film ready for TV broadcast and
limited theatrical distribution so that we can hit the ground running as soon as
we have our premiere.
We also plan to have the movie subtitled in multiple languages so that we can
pack an international punch from the very beginning.
Early audiences have felt that the movie has quite an impact, and we are very
excited about the film's ability to change lives by validating the suffering of
millions across the globe.

Ryan Prior
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Blue Ribbon Foundation
We are soliciting applications for our Fellowship program
for first-year medical students.
The Blue Ribbon Foundation is pleased to invite current first-year medical
students to apply to its Blue Ribbon Fellowship program for Summer 2015.
This innovative fellowship program is designed to bolster the careers of students
interested in solving tough problems and thinking outside the box.
Students will gain first-hand experience with sophisticated research techniques
that are changing the way we treat complex, chronic disease.
The fellowship has a strong focus on difficult-to-treat neuroendocrine-immune
diseases including Myalgic Encephalomyelitis/Chronic Fatigue Syndrome, Gulf
War Illness, Lyme Disease, and Fibromyalgia.
Students will work a total of 10 weeks at one of the translational research
institutes in the Blue Ribbon Foundation's network.
They will receive a $4,000 stipend. Students will be mentored by a
faculty advisors throughout their research experience who will assist
with publishing their research in an academic journal at the
culmination of their project.
Students will have the opportunity to choose from a slate of projects available at
each research institution from a broad range of disciplines, including (but not
necessarily limited to): neurology, endocrinology, immunology, infection
disease, genomics, computational science, exercise physiology, and
gastroenterology.
The primary host for the summer 2015 program is the Institute for NeuroImmune Medicine at Nova Southeastern University in Fort Lauderdale, FL.

Ryan Prior
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CFSAC Comments
HHS’s Complete Disregard for Law and Health of
Patients
In January, I sued HHS and NIH for violation of the Freedom
of Information Act, FOIA, in connection with my FOIA request
for documents relating to the IOM study. I won the lawsuit by
prevailing on my summary-judgment motion for a proper
document production. The Federal Court held that “the government’s conduct
throughout its dispute with Ms. Burmeister was unreasonable” and awarded me
my entire attorneys’ fees of over $139,000.
True to form, HHS and NIH have not paid or even committed to paying in spite
of my numerous requests. I did everything in my power to avoid legal fees, for
example, I sued without attorneys at first. Yet, the government fought me tooth
and nail trying to avoid compliance with federal law and to delay production of
responsive documents as long as possible, necessitating my engaging attorneys
at the government’s, hence taxpayer’s, expense.
The defendants have consistently acted inexcusably and shamefully, really, in
their relentless attempts to circumvent their FOIA obligations. They filed a
frivolous summary-judgment motion five months into the litigation when they
could have used all that time to simply remedy their FOIA violations.
Two months later, they doubled down by filing another brief making meritless
legal arguments and misstating the law and the facts—the latter, under penalty
of perjury. After they lost, they wrongfully accused me of lying. HHS and NIH
have directly caused my health to dramatically deteriorate as a result of their
deplorable conduct. They have done everything to prolong this litigation and
drive up my attorneys’ fees, arrogantly not anticipating the Court’s ordering
them to reimburse me.
The DOJ, in defending and enabling this behavior in Court, acted in direct
violation of the Attorney General’s instructions to defend only the denial of FOIA
disclosures prohibited by law or involving exemptions. Neither was relevant
here. HHS and NIH have acted like bullies vis-à-vis a disabled ME patient just to
be ordered by the Court to do what they should have done more than nine
months prior, without a dime spent and without any additional damage to my
health: to produce the requested documents. The Court-ordered recent
document production was again not FOIA-compliant and my attempts to settle
the matter out of Court have generated more government stonewalling and
meritless arguments and may leave me no choice than to ask the Court to
enforce its orders and/or find he defendants in contempt. And that, committee
members, is what you and patients are up against. A complete disregard for the
law and the health of patients by HHS.
Jeannette Burmeister (Source: Thoughts about ME)
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The ME Sufferers Deserve
Serious Research
We would like to contribute to that even ME patients are met with respect and
offered treatment built on international medical research, more than individual
researchers beliefs and perceptions, writes the authors of this news item
Now we need politicians, health and research authorities to rethink and use the
resources to research that could solve the whole ME riddle. Too much time and
money has gone into pursuing the wrong track.
(Chronicle in Aftenposten - Updated: Dec. 2nd 2014 9:40 p.m.
Translated by www.fryvil.com/ ME-mammas betroelser)
Recently, the media reported that a young man had to crawl into the ambulance
that came to fetch him. He had ME and could not walk. He is now in a nursing
home with a strong worsening of the condition.
Certainly ME is a mysterious disease, but not as mysterious as many claim
and not so mysterious that it justifies assaulting patients. A growing research
literature suggests that ME patients have an activated immune system.
In a study from Japan where ME patients were examined with PET scan, an
advanced method of mapping the brain, they found signs of inflammation in the
brain. Research at Haukeland Hospital in Bergen, Norway by Fluge and Mella
also indicate that ME may be an autoimmune disease, ie a disease where the
body's immune system attacks the body's own cells and tissues and damage
these. A brand new study from Stanford University suggests that ME patients
have damage to the brain's white matter.
Leads to confusion
Many who speak out about ME, consistently choose to disregard this extensive
body of literature. It further contributes to confusion when one does not
precisely define the disease so that one can talk about the same patient group,
and even highlights treatments that do not have a documented effect on ME.
This is a common feature of several Norwegian works performed by those who
claim that ME is caused by an activation of the autonomic nervous system. An
article published in Aftenposten on May 21 argues that CBT is effective in ME,
which is directly wrong when studying a well-defined ME group.
No one disagrees to the fact that the physiological and mental are closely linked,
but from there to using this as a main approach to the treatment and
understanding of ME, is both undocumented and unscientific. People with serious
illnesses like cancer can also be affected psychologically, but hardly anyone
would argue that the primary treatment of cancer should be cognitive
behavioural therapy.
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Resembles climate sceptics
During the summer, there were several new inputs from the strongest
supporters of the understanding of ME as a stress response. These have many
features in common with the so-called "climate sceptics"; those who still claim
that climate change is not man-made despite an overwhelming scientific
literature that shows the opposite.
What is special about ME is that the "climate sceptics", those who deny that
there is a significant biomedical literature about ME, apparently has had the
health care authorities on their side.
This has led to abuses against this group of patients in the health care system,
the Social Welfare System and the Child Protection Services. In many cases NAV
(benefit system in Norway) demands people to conduct behavioural therapy
(CBT) and graded exercise therapy (GET) to provide financial support, despite
the fact that these treatments are unproven and often makes ME patients even
worse.
Patients and their relatives are both met and regarded with suspicion and
characterized as difficult. The CPS has also been drawn in, and in the most
severe cases, parents have had to appear in court to fight for custody because
they wanted to protect their children from harmful treatment.
This is a violation of the principles we want to base our health care system on,
that treatment should be based on research and documented. In our opinion
such abuse based on an inadequate and wrong understanding of what ME is, and
they are a direct result of the psychosomatic approach has come to dominate
the Norwegian healthcare.
Hardly scientific
In addition to the abuse this vision has caused, we find this approach and the
research behind it, to be little scientific. One of the foremost proponents of
stress theory and a very important trendsetters for Norwegian ME politics until
now, Vegard Bruun Wyller, tested this hypothesis in a study using clonidine on
young ME patients.
This drug reduces the response from the autonomic nervous system. The
treatment gave no effect; Wyller was unable to prove his theories. His research
is, by the way, based on a well-known observation that not too ill ME patients
have an activated autonomous nervous system.
However, it is elemental medical knowledge that such activation may be due to
a number of conditions other than mental stress, such as chronic inflammatory
diseases. The fact that Wyller is unable to substantiate his hypothesis shows
how wrong it has been when health care and other agencies have built on his
undocumented claims.
In the National budget, the government proposes to increase funding for both
multidisciplinary clinics and diagnostic centres, and research on pain and fatigue
14

diseases like CSF/ME, fibromyalgia and Lyme disease. It is positive, but it is
crucial that these funds supports basic research related to infections,
inflammation, immunology, neurology, and genetics.
Costly wrong track
In the United States a research project called "End ME/CSF" is being launched.
The steering group includes geneticists, immunologists, neurobiologists and
infectious disease specialists, including two Nobel Prize winners.
The emphasis is on long-term basic research, which is the only way to go to get
ahead in the understanding of the disease. It is also important that Norway will
follow up this line. All too much money, energy and time has gone on to pursue
wrong tracks like Lightning Process and cognitive behaviour therapy.
Thus many Norwegian experts also have lost an opportunity to contribute to the
understanding of the condition. We are a group of professors in various fields
who know ME from different angles. We are surprised that the methodical very
weak research into ME and stress response has received such support in
dominant medical milieus.
Knowledge of established research methods and principles seem to lack in parts
of Norwegian medicine. We represent a group that has a different view on the
causes of ME than psychosomatic, and we would like to contribute to that even
ME patients are met with respect and offered treatment built on international
medical research, more than individual researchers beliefs and perceptions. We
urge politicians, health and research authorities to rethink and use the resources
for innovative research that can solve the whole ME riddle. The ME sufferers
need it more than ever!
Chronicle Authors:
Arild Angelsen, Professor, Norwegian University of Life Sciences

Torstein Egeland, Professor, University of Oslo

Ruth Haug, Professor, Norwegian University of Life Sciences

Jan-Olav Henriksen, Professor, School of Theology

Tor Lea, Professor, Norwegian University of Life Sciences

Ola Didrik Saugstad, Professor, University of Oslo

Source: Aftenposten (The Evening Post), is a leading newspaper in Norway.
Norwegian original http://bit.ly/1zeX9Wc
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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

Jennifer Brea
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Paradigma Change
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Canary in a Coalmine
Hi everyone!

I am pleased to announce that Canary has been chosen as a Chicken
& Egg Pictures grantee!!!!
Canary was one of 18 films selected from 640 submissions around the
world (the projected date for premiering the film publicly is sometime the
first half of 2017).
This is a huge deal. Not only will the grant help us, as we wrap production, to
round out several story lines that have evolved in unexpected ways, we will also
benefit from Chicken & Egg's strategic and creative mentorship.
I am so grateful to the team at Chicken & Egg for this opportunity and for their
support to really help us push the limits of the story we might tell and the
impact it might have on the world.
About Chicken & Egg:
Chicken & Egg Pictures is the only nonprofit film fund dedicated solely to
supporting women documentary film directors. We provide strategically timed
grants and creative mentorship.
We support women filmmakers whose diverse voices and dynamic storytelling
have the power to catalyze change and help build movements for equity and
justice, at home and around the globe.
We have awarded more than $3.3 million in grants in our history. The films
we’ve supported have gone on to win Emmy® awards, Academy Awards®,
Peabodys, and The Ridenhour Documentary Film Prize; and they have gone on
to change hearts, minds, and policy.
You can thank Chicken & Egg for supporting our stories here:
https://www.facebook.com/chickeneggpics/posts/10152507264082338
And learn about the amazing films they support here:
http://chickeneggpics.org/films/ (add these to your Netflix queue, they're
brilliant!)
Indiewire article: http://bit.ly/1wwmlaU
That's one big piece of good news. Second coming up in just a few weeks!

Jen
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6. Science
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Rich’ Reviews: The CFS/ME
Brain Is Inflamed
In an earlier essay I discussed the PET scan that found a
high level of inflammation in the brains of 9 patients with
Chronic Fatigue Syndrome/ Myalgic Encephalomyelitis
(CFS/ME).
In this essay I want to draw your attention to potential treatments to reduce
brain inflammation. We don’t know if this will help clinical symptoms, but as
several potential treatments are either moderately or very safe, these may be
worth exploring with double blind trials and/or empirical treatment (with proper
informed consent) for selected patients.
First, a review of the PET scan findings from the RIKEN Center for Life
Science Technologies in Hyogo, Japan, have directly measured neural
inflammation using a combination of PET scan and MRI imaging. (1)
Compared to healthy controls, nine patients with CFS/ME showed
evidence of abnormal activation of microglia and/or astrocyte
immune cells within the brain. In specific brain areas the degree of
immune activation correlated closely with the severity of the
patients’ symptoms.

Positron emission tomography (PET) is a nuclear medicine technique that
produces a three-dimensional image of physiological processes within the body.
PET works by attaching a gamma ray emitting tracer to a biological molecule
that is normally processed by specific cell types. Appropriate computer soft
ware can construct a three-dimension image of the tracer’s concentration. A
concurrent MRI or CT scan further defines the anatomical locations.
The tracer for this study (called 11-C-(R)-PK111995) attaches to a specific
translocator protein called TSPO. When microglia or astrocytes are metabolically
active TSPO is expressed. PET scan imaging of TSPO is a standard technique for
studying inflammation in neurological disorders.
For the nine patients in this study the intensity of PET imaging was substantially
higher among the CFS/ ME patients compared to controls in the following brain
areas: The cingulate cortex, hippocampus, thalamus, mid brain and pons.
Equally impressive, there was a high correlation between the TSPO image
intensity and the severity of the patients’ reported symptoms. For example, the
peak value signal within the left thalamic intralaminar nucleus was highly
correlated with the cognitive impairment score. (r=0.86; P=0.0028) and also
with the patients’ intensity of fatigue (r=0.63; P=0.0683).
20

If further studies confirm these findings, we should ask the following questions:
Why are the brain’s immune cells inflamed? Is there an on-going infectious
process? Did an initial but no longer active insult trigger sustained
inflammation? Is the inflammation responding to other nervous system
damage e.g. over-activity of neurons to compensate for the functional
limitations caused by CFS/ME?
Would it be useful (or harmful) to suppress this inflammation using drugs
or natural products?
As a clinician I’ll focus on the second question.
Standard anti-inflammatories such as ibuprofen and prednisone do not help.
However, other anti-inflammatories work through different pathways. Might
these be worth trying?
For example, low dose naltrexone (LDN) is believed to have a “calming” effect
on brain microglia cells. Two double blind studies from Stanford Medical School
show improvement in fibromyalgia symptoms with LDN treatment. (2)
The tetracycline derivatives Minocycline and Doxycycline have well recognized
anti-inflammatory effects.
Colchicine, and pentoxyfilline can act as antiinflammatory. Quite a few herbs do as well.
These include curcumin, panax ginseng, green tea, resveratrol, and Ginger. (3)
None of these have been systematically tested for CFS/ME. All could be
considered to be “relatively” safe.
In contrast, Rifaximab, a powerful and potentially toxic B cell suppressor has one
double blind study from Norway. This found a statistically significant advantage
for Rituximab over placebo, dramatically reducing the symptoms of CFS/ME. (4)
Fortunately, the investigators were able to fund a replication study, which is
now under way.
In contrast, in the USA and most other countries CFS/ME remains an orphan
disease. So it’s not likely that we will see double blind studies of treatments any
time soon
In the meantime, should CFS/ME clinicians selectively offer (with proper
informed consent) empirical treatment with anti-inflammatory medicines or
herbs? Your thoughts will be appreciated.
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(1) Key Reference: Nakatoni, Y…Watanabe, Y, Neuroinflammation in
Patients with Chronic Fatigue Syndrome/Myalgic Encephalomyelitis: An 11 C-RPK11195
PET Study, J Nucl Med published on March 24, 2014 as
dol:10.2967/jnmed.113.131045
Abstract: http://www.ncbi.nlm.nih.gov/pubmed/24665088
(2) Naltrexone and Fibromyalgia: Younger J, Parkitny L, McLain D. The
use of low-dose naltrexone (LDN) as a novel anti-inflammatory
treatment for chronic pain. Clin Rheumatol. 2014 Apr;33(4):451-9. doi:
10.1007/s10067-014-2517-2. Epub 2014 Feb 15.
Free article: http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3962576/
(3) Natural Products and Microglia: Choi D, Koppula S, Suk K, Inhibitors of
Microglial Neurotoxicity: Focus on Natural Products, Molecules, 2011, 16, 102143l doi =L 19,3390/molecules 1602021
Abstract:
http://www.ncbi.nlm.nih.gov/pubmed/?term=inhibitors+microglial+natural++fo
cus
(4) Rifaximab and chronic fatigue syndrome:
Fluge Ø1, Bruland O, Risa K, Storstein A, Kristoffersen EK, Sapkota D,
Næss H, Dahl O, Nyland H, Mella O. Benefit from B-lymphocyte depletion
using the anti-CD20 antibody Rituximab in chronic fatigue syndrome. A doubleblind and placebo-controlled study. PLoS One. 2011;6(10):e26358. doi:
10.1371/journal.pone.0026358. Epub 2011 Oct 19.
Free PMC Article: http://www.ncbi.nlm.nih.gov/pubmed/22039471

Richard Podell, M.D., MPH, Summit, NJ
http://www.DrPodell.org
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The Marshall Protocol And It’s
Relevance To ME And CFS
The Marshall Protocol was devised by Professor Trevor Marshall. It is based
on the premise that bacteria, fungi and viruses interact to cause chronic
inflammatory illnesses.
This includes MS, autoimmune illnesses, ME,
neurological illnesses, Lyme disease, arthritis, rheumatism.
Most of these illnesses involve disrupted and dysfunctional immune systems and
chronic inflammatory conditions. Many of these infections are not picked up in
standard tests, but they can inflict chronic inflammation and damage over time.
A recent research paper at http://bit.ly/1xd5cmU explores this in more detail.
The NIH has estimated that 90% of the cells in Homo Sapiens are microbial and
not human in origin. Some of these microbes create metabolites that interfere
with the expression of genes associated with autoimmune disease.
Dr. Marshall has found that a dysfunctional VDR lies at the root of many cases
of ME and CFS and other autoimmune and neurological illnesses. It leaves a
person vulnerable to attack by viruses, bacteria and fungi and causes a
deterioration in the patient over time. The following video lecture provides a
good overview of the relationship between ME / CFS and chronic infections.
http://bit.ly/16hYHUK
The Science of Chronic Infections and Chronic Syndromes
O'Connor et al. (2006) at the Centers for Disease Control and Prevention state,
“At least 13 of 39 recently described infectious agents induce chronic
syndromes.”
Science
is
continuing to uncover the
impact
of
acute
virus,
mycoplasma
and
bacteria
infections in the development
of chronic illness.

Source: Emerging infectious
determinants of chronic
diseases
http://1.usa.gov/1slS7Xm.

O'Connor SM, Taylor CE, Hughes JM.
Emerg Infect Dis. 2006 Jul;12(7):1051-7
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"For example, fully 10% of people who suffered from E. coli food poisoning later
developed a relatively infrequent life-threatening complication called hemolytic
uremic syndrome (HUS) where their kidneys and other organs fail. (3)
Approximately two-thirds of patients with Guillain-Barre syndrome, a suspected
autoimmune syndrome, have a history of an antecedent respiratory tract or
gastrointestinal infection. (4)
Campylobacter infection is the most commonly identified precipitant of GBS and
can be demonstrated in as many as 30 percent of cases. (5)
Reactive arthritis (Reiter's syndrome) is another excellent example. Reactive
arthritis is classically seen following infection with enteric pathogens such as
Yersinia, Salmonella, Campylobacter and Shigella. (6)
In a 2006 study, Alan S. Brown of Columbia University showed that prenatal
infections such as rubella, influenza, and toxoplasmosis are all associated with
higher incidence of schizophrenia. (7)
Brown found a seven-fold increased risk of schizophrenia when mothers were
exposed to influenza in the first trimester of gestation.
One final example: a 2010 study concluded that cesarean delivery is associated
with 1.8 times higher risk of celiac disease but not inflammatory bowel disease
in children. (8)"
"A case-controlled study of residents of the Isle of Man found that 40 percent of
people with sarcoidosis had been in contact with a person known to have the
disease, compared with 1 to 2 percent of the control subjects.(12)
Another study reported three cases of sarcoidosis among ten firefighters who
apprenticed together.(13)
A cluster of 13 cases of Parkinson's disease among a community of 592 people
were reported in Israel, significantly more that would be expected by
chance.(14)
Research suggests that obesity is also an inflammatory disease caused by
certain species of the Th1 pathogens. A study recently published in the New
England Journal of Medicine found that a person's risk of becoming obese
increases by 57% if they have a friend who becomes obese, and by 37% if their
spouse becomes obese.(15)
According to the researchers: "These clusters did not appear to be solely
attributable to the selective formation of social ties among obese persons."
Source: http://mpkb.org/home/pathogenesis/evidence_bacteria
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Jang et al. (2009) at St. Jude Children's Research Hospital, USA,
discovered that an H5N1 Bird Flu (strain A/VN/1203/1204) infection in mice
causes severe loss of tyrosine-hydroxylase positive dopaminergic neurons 60
days after infection by provoking a destructive autoimmune response, thus
suggesting the infection by certain strains of flu might increase the risk of
Parkinson's disease in humans.
Source: Haeman Jang; David Boltz; Katharine Sturm-Ramirez; Kennie R.
Shepherd; Yun Jiao; Robert Webster; Richard J. Smeyne (2009-08-10).
"Highly pathogenic H5N1 influenza virus can enter the central nervous system
and induce neuroinflammation and neurodegeneration" http://bit.ly/1ILTHqe.
Proceedings of the National Academy of Sciences 106 (33): 14063–8.
The scientific research findings of Dr. Garth Nicolson show that co-infections
are common in those people with chronic illness. We have provided listings of his
research papers on this web site. In her speech at the International Congress of
Autoimmunity, Amy Proal stated that of the Marshall Protocol subjects with
Hashimoto's thyroiditis who participated in a survey, only 8% with Hashimoto's
had Hashimoto's alone.
The Hashimoto's patients had at least one, sometimes several comorbidities or
co-infections. The same has been found in other patients with autoimmune and
chronic illnesses, while they were receiving Marshal Protocol treatment.
The Marshall Protocol is designed to modulate the immune system and help it
fight many types of bacteria infections, including Microbiota of bacteria which
include L-form, biofilm, and intracellular bacterial forms.
According to it's author and it's many supporters, it can improve one's ability to
utlilise Vitamin D and this directly impacts many immune system subsets and
functions, and toll receptors, it improves VDR, and it can reduce NFκB and TNF-a
and inflammatory cytokines. It can also improve innate immunity and TH1
cytokines. It’s certainly worthwhile for many ME patients to undergo Marshall
protocol treatment for 12 months or more to see if it works or them.
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Science to Patients
We are nearing the end of the year 2014; next year
the government subsidy for the international project Science to Patients will be
terminated. At this point, some very satisfying conclusions can be drawn
regarding the impact of the 57 webinars we have been broadcasting during the
last three years.
At the end of this year all webinars taken together will have been viewed
180,000 times, which is a great result for a subject as this. Viewers have
expressed their gratitude in abundance, stating that finally they can show their
family members the webinars to let them know what ME entails. They found
answers to questions that nobody was able to answer so far, and they got a
deeper insight in their own disease.
However, this is definitely not the point where this project ends.
On 4 December fourteen new webinars were filmed at the University of Utah in
Salt Lake City. Seven of them were given by Prof. Alan Light, their subjects
are the following: fatigue, genes and gene-expression, gene-expression markers
of ME/cfs, fatigue and pain in ME/cfs, ME/cfs and exclusive conditions, effects of
ME/cfs on the brain and, finally, ME/cfs, the immune system and cell
functioning. Each topic contains several subtopics.
Subsequently seven webinars were filmed with Dr. Lucinda Bateman, in which
she discusses diagnostic criteria and tools, autoimmunity in ME/cfs and
fibromyalgia, neuro-inflammation in ME/cfs, ME/cfs and the brain and geneexpression and exercise. Furthermore, she discusses FAQs from her clinical
practice in the last two webinars of this series.
These fourteen webinars are presently being edited, transcribed and subtitled
into Dutch. If you would like to help the team with this time and energy
consuming process, e.g. by transcribing one or more webinars, by all means let
them know via wvp@me-cvsvereniging.nl. The Dutch ME/cvs Vereniging is
hoping to start broadcasting the webinars at the end of February or the
beginning of March 2015.
Both researchers were also interviewed about themselves and the work they are
doing. These interviews will be published in the next three or four issues of the
ME Global Chronicle.
Meanwhile, there is good news about the Science to Patients website
http://www.wetenschapvoorpatienten.nl/mecvs/. All discussed topics and
subtopics have been arranged in a very transparent way, so that you will be able
to find the subject you want to know more about at first glance. In the nearby
future these topics will be listed in alphabetical order.
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If you have additional suggestions for improvement, please email them to the
email address mentioned above. We would also like to know of which
scientists/researchers
you
would
like
to
see
webinars
published.
The ME/cvs Vereniging intends to continue the project, currently in
cooperation with two partners: the MS Association and the VOI – the association
of patients suffering from osteoporosis imperfecta. In addition, we are looking
for new participants, because the format of the webinars is very accessible and
appealing. If you have any suggestions on parties who might be interested to
participate, kindly let us know.
Two or three webinars will be filmed in January from the viewpoint of patient
participation. These webinars will be spoken in Dutch and subtitled in English.

All webinars and transcripts can be seen and read here:
http://www.me-cvsvereniging.nl/english-page
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Lenny Jason Answers
Questions
On Friday 21 November 2014 Prof. Leonard Jason
answered quite a lot of questions from patients during a
chatwingsession of the international project Science to
Patients (http://www.me-cvsvereniging.nl/english-page).
http://www.me-cvsvereniging.nl/english-page).
Here’s what he said about consensuses. It isn’t news, but isn’t something most
valuable always new(s)?
Q: Why is there so much controversy about the defining features of
patients with Myalgic Encephalomyelitis (ME)?
A: The current case definitions were created through clinical consensus,
and failure to operationalize these case definitions has led to considerable
variability in the identification of patients. I know this is brief, but it
summarizes the major issue that is before us.
Q:Is it true that some case definitions like the Fukuda et al. criteria do not
require cardinal symptoms of this illness?
A: Yes, this is true and that is why there is so much interest in the case
definitions like the Canadian criteria that do require core symptoms. For
example, the Fukuda criteria do not require post-exertional malaise and
memory and concentration problems. So, it is possible that some patients
have these core symptoms whereas others might not. What this will cause
is that similar patients might not be identified in different clinical studies.
This leads to all types of reliability problems.
Q: Do those case definitions that require core symptoms identify a more
impaired group of patients?
A: There is evidence from our group and others that case definitions that
require core symptoms do identify a more impaired group of patients. We
certainly need more research on this topic, but it makes sense that those
with symptoms such as post-exertional malaise would be more impaired
than those without this critical symptom.
Q: In the whole group of CFS patients according to Fukuda it has become
possible to distinguish ME as a separate group, due to certain symptoms.
What about CFS patients who can not be diagnosed with ME? Do you begin
to discover a certain pattern of symptoms for them? Are there certain
(sub) groups to distinguish? What research must be done for them?
A: I think that trying to distinguish those with ME from those with CFS
would be a valuable enterprise. We now have case definitions that tap ME
and the Fukuda criteria that identifies CFS. There are only a handful of
studies so far that have compared individuals who meet these two
diagnostic labels. We certainly need more studies in this area as well as
comparing individuals with other autoimmune illnesses to those with ME or
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CFS. Regarding subtypes, it is clear that some individuals have autonomic
problems, whereas others do not. In addition, some have pain, and others
do not. These suggest that there are major physiological differences
between patients, and we need to understand these differences better.
Q: What are the consequences to the field if different investigators use
different case definitions?
A: If different investigators have different criteria, we then have the
problem of criterion variance, and samples in different settings will vary on
symptoms and the types of patients. The consequence of this is that we do
not identify similar patients, nor similar biomarkers for patients when this
occurs. It is then easy for some to conclude that this is a psychogenic
rather than a biological illness. In other words, it is very important to
include individuals in samples that have the same underlying illness. What
you want is homogeneous samples across laboratory settings. This is
required for all science to progress.
Q:
According
to
this
(Dutch)
page
Fukuda
includes
PEM:
http://www.hetalternatief.org/KriteriaFukuda.htm
A: The Fukuda criteria is polythetic, which means that individuals need to
have only four out of eight symptoms. So while one of those symptoms is
PEM, not everyone needs to have this symptom to meet the Fukuda
criteria. In contrast, for the Canadian criteria, one would need to have this
symptom. For example, a patient might have a sore throat, muscle pain,
unrefreshing sleep, and memory and concentration problems, but not PEM.
Such a patient would meet the Fukuda criteria, but not the Canadian
criteria.
Q: Do you agree with many of your colleagues that the CCC should be the
diagnostic criteria to be used for research cohorts?
A: I do think that the CCC is better than the Fukuda criteria. We have
done a number of studies comparing these criteria over the past decade,
and our results consistently show that the CCC does identify individuals
that are more impaired.
Q: How do we move toward solving this problem of getting a uniform
consensus for all researchers, also given the fact that the Institutes of
Medicine most probably are developing still other criteria?
A: We need for an open, transparent, inclusive process for developing a
consensus on these case definition issues, and as we know, this has not
always been the case. The scientific community needs to take a leadership
role with the support of patients worldwide.
Q: How?
A: I believe we need to see this as a process, where we set up a
mechanism for ongoing data collection and interactive feedback, one that
is vetted by broad based gatekeepers representing scientists, patients and
government groups.
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Role of the nervous system in
infections
The nervous system may play a bigger role in infections and autoimmune
diseases than previously known. If researchers can learn more about that role, it
could provide insight into diagnosing and treating everything from the stomach
flu to rheumatoid arthritis.
Researchers at St. Michael's Hospital in Toronto, in conjunction with the
Feinstein Institute for Medical Research in Manhasset, N.Y., reviewed the
latest, most vigorous pre-clinical trials on this topic in a commentary published
in the New England Journal of Medicine.
They noted that neurons of the peripheral nervous system - specialized nerve
cells that transmit information throughout the body - are known to send
information about local infections or inflammation to the central nervous system
(the brain and spinal cord) so the CNS can co-ordinate the whole body response.
Dr. Benjamin Steinberg, a post-doctoral fellow and an anesthesiology resident
at St. Michael's, hypothesized that the neurons may be sending the CNS not
just a general Danger Warning but specific information about whether the
infection is caused by a virus or bacteria, the type of bacteria present or the
nature of the auto-immune reaction.
Basic science researchers are now trying to decipher that "neural code" of
information being sent by neurons.
"The blue sky idea is that if we know the language and can read the code, in
theory we can engineer or write our own," said Dr. Steinberg, writing with
coauthors Dr. Arthur Slutsky, vice-president of research at St. Michael's and
Dr. Kevin Tracey, president of the Feinstein Institute.
Since those messages are being sent from neurons to
the CNS in real time, knowing what they're saying
could speed diagnoses or prognostication, which
would be especially important in pandemics or
outbreaks of particularly contagious or deadly
diseases, such as flu, Ebola or SARS.
The current method for confirming infections is to
test body fluids or tissues, sometimes using invasive
techniques, a process that can take hours, days or
even longer. Moreover, Dr Steinberg said
researchers might even be able to tell how severe an infection is and how the
illness is expected to progress without treatment.
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"Timely diagnosis and intervention are essential to minimize deaths and
complications," said Dr. Steinberg. "If the neurons are reading this information
from an infection in the blood or the liver and we can interrogate the nervous
system, we can make a diagnosis in real time.
For example, we could perhaps tell quickly whether someone has the flu virus or
bacterial pneumonia, which would determine whether antibiotics would be
appropriate.
At the extreme, a patient in septic shock requires prompt
administration of antibiotic agents since each hour of delay is
associated with a 7.6 per cent increase in mortality, but physicians
do not always know what bacterium they need to target. An
inappropriately chosen antibiotic can have serious ramifications for
patient well-being."
It's already possible to intercept and change some messages being sent to the
CNS using bioelectric therapy. When injured, pain receptors send messages to
the CNS that are registered as pain. Bioelectric therapy relieves pain by
interrupting pain signals before they reach the brain. It also prompts the body to
produce endorphins, which help to relieve pain.
Story Source:
http://bit.ly/1vzTfkp
The above story is based on materials provided by St. Michael's Hospital. The
original article was written by Leslie Shepherd. Note: Materials may be edited
for content and length.
Journal Reference:
1.
Elizabeth G. Phimister, Benjamin E. Steinberg, Kevin J. Tracey,
Arthur S. Slutsky. Bacteria and the Neural Code. New England Journal of
Medicine, 2014; 371 (22): 2131 DOI: 10.1056/NEJMcibr1412003
Cite This Page:
St. Michael's Hospital. "Nervous system may play bigger role in infections
than previously known." ScienceDaily.
ScienceDaily, 26 November 2014.
http://bit.ly/1G9UI96.
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M.E. Associated Clotting Defects
Note: we tend to think ‘forward’ most of the time, forgetting the value in truths
already discovered. In that respect it is most worthwhile to read this section of
dr. Byron Hyde’s Nightingale definition of ME of 2007. Just as a reminder that
ME-patients at times aren’t totally hopeless victims of their illness.
M.E. represents both a vasculitis and a central and peripheral change in vascular
physiology. All such vascular illnesses should be potentially treatable. We do not
yet know how to adequately treat the genetic forms of vasculitis & vascular
patho-physiology mentioned here, nor the probable viral triggered genetic
vascular pathologies also mentioned.
Nor do we know how to treat those centrally caused injuries causing the
circulating blood volume defects that are demonstrated when we do the
“nuclear” medicine circulating blood volume tests.
It is important to do this test on all patients. POTS is poorly treatable and more
often success in treatment presently escapes physicians ability. Eventually, I
have no doubt that these will be treatable causes of M.E. type disease.
However there is a significant group of M.E. patients who are ill due to a
treatable form of vasculitis and can be treated if the physician takes the time to
diagnose the subgroup.
These patients are the clotting defect patients. Some of these clotting defects
are genetic and some appear to be genetic with an age or viral switching
mechanism, as I have mentioned elsewhere with Ehlers Danlos Syndromes;
although they may develop in childhood, they are more frequently noted well
after puberty and before the age of 40.
Many of these patients can be diagnosed by the following tests:
Serum viscosity test
Antiphospholipid Ab.
Protein C defects
Protein S defects
Factor V Leiden defect
to name the most common that we have uncovered.
However, there are others for which we also test. These conditions are all
potentially treatable and when treated adequately may allow the patient to
return to school or work.
Although any physician can order these tests, a hematologist should review all
M.E. patients for these and other possible clotting anomalies. Most clotting
defects are treatable and treatment has resulted in recovery in some cases.
Remember M.E. is essentially a problem of microcirculation and any
improvement in this area can have dramatically positive effects.
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It is well worthwhile for all physicians reading this definition who have an
interest in M.E. to examine the Internet for Hughes Syndrome. Curiously,
Hughes Syndrome was first outlined in St. Thomas Hospital London, the home
of the Nightingale School of Nursing.
Hughes Syndrome, a vascular syndrome also called Sticky Blood Syndrome,
closely parallels the definition of M.E.

Dr. Byron Hyde
Source:
http://www.nightingale.ca/documents/Nightingale_ME_Definition_en.pdf
p. 8 & 9
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News
from
Griffith/NCNED,
Brisbane, Australia
Professors Sonya Marshall-Gradisnik and Don Staines from
the National Centre For Neuroimmunology and Emerging
Diseases (NCNED) at Griffith University, Queensland,
Australia were awarded a $1,85 Million medical research
grant to undertake a large multi-centre research study
investigating
immunological,
genetic
and
neurological
assessment of CFS patients.
Research findings generated by this funding will also assist our research team
and others to better understand the biological basis of their illness. This study
will be undertaken with CFS patients located in a number of states in Australia.
This research funding coincides with the commencement of a clinical service at
Griffith University specifically for CFS patients.

News from Nova Southeastern,
Miami, Florida
Not exactly news, but a nice short video
with Nancy Klimas:
http://bit.ly/1IuEycG
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News
from
OMI/OMF,
Mountain View, California
ME/CFS is one of the biggest mysteries of our time. The only way
to solve this illness is with collaboration on a large scale with experts in and
outside the illness biosphere.
The OMF END ME/CFS Project has assembled an ambitious team of worldrenowned experts determined to lead the way to define this condition. OMF is
thrilled to announce that our team of experts came together for their first official
End ME/CFS Project meeting in Los Angeles on Oct 25th. Their combined efforts
aim to grasp a greater understanding of this debilitating disease and have set
the project in motion.
The Open Medicine Foundation is excited to have Ronald G. Tompkins, MD,
ScD on their board for the End ME/CFS Project. Dr. Tompkins has a very broad
knowledge of trauma and metabolism. He ran the large NIH-funded Glue Grant
for Inflammation and Host Response to injury in Humans, a large-scale
collaborative research program that generated and analyzed likely the largest
data set ever collected on humans.
Mario Capecchi, PhD. joined the project too. He is an expert on human
genetics, with a focus on the interaction of immune cells in the brain and has
been awarded the Nobel Prize in Physiology and Medicine. OMF is excited to
have his expertise on the End ME/CFS Project.
OMF is also pleased to introduce another Nobel Prize winner and member of
the End ME/CFS Project's advisory board, James D. Watson, PhD. Dr. Watson
served as Director of the Human Genome Project from 1990 till 1992. He has a
great ability for seeing the big picture and has the knowledge, connections, and
experience to help set up an effective project.
OMF would like to introduce yet another member of the advisory board on the
END ME/CFS Project, Baldomero M. Olivera, PhD. Dr.Olivera's studies on
conotoxins that regulate nerve function, has allowed him to develop a number of
pain drugs a thousand times more effective than morphine. His expertise in
neuroscience makes him another key collaborator in solving the ME/CFS
mystery.

Source: https://www.facebook.com/OpenMedicineFoundation
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Comprehensive, Rigorous, Deep
Is Stanford Going to Solve Chronic Fatigue Syndrome?
The Other Davis
The ME/CFS community got some tough news recently with the AHRQ report
finding fault with most ME/CFS diagnostic and treatment trials.
We had some good news, too, when we saw a top immune
researcher at a top lab, Derya Unutmaz, applying cutting edge
technology to ME/CFS patients. Now we have some more really
good news with an article coming out of Stanford featuring Dr.
Montoya and the other Davis at Stanford, Dr. Mark Davis, and
the work his mega-immune lab is doing on ME/CFS.
Check out Unumatz work – HIV, Heart Disease, Diabetes… and Chronic Fatigue
Syndrome? The Unutmaz Project to Decode ME/CFS
http://bit.ly/1DwPKFO
The article starts off with a devastating story of a semi-professional soccer
player described as having “boundless energy” who, after coming down with a
fever she never recovers from, becomes mostly bedridden. Two years later, her
friends mostly gone, her health devastated, she’s described as “broken”.
Traveling from doctor to doctor she finally gets a diagnosis of Chronic Fatigue
Syndrome (ME/CFS), and then postural orthostatic tachycardia syndrome
(POTS) and makes it to Dr. Montoya’s office who says, “I want to make your
life beautiful again.” (Few people can say something like that and make it work:
Dr. Montoya can.)
Along the way we learn Dr. Montoya was advised he would wind up “in the
gutter” if he pursued ME/CFS, but then a private donor gave him $5 million in
2008 to start his work. With many Stanford researchers now engaged in
studying ME/CFS, he’s used the money well. His biggest catch may have been
Mark Davis whose Human Immune Monitoring Center hums with activity with
its sixty (yes, sixty!) projects going on at same time studying everything from
cancer to Alzheimer’s to aging.
Deep Profiling the Immune System
Recently we saw Unutmaz using his super-duper flow cytometer to study
ME/CFS. Now here’s Mark Davis with his two uber time-of-flight CyTOF mass
spectrometers that can measure forty different components within a cell and do
that at a thousand cell a minute clip.
These $600,000 machines have enabled Davis’s Human Immune Monitoring
Center to lead the way in deep-profiling the immune system. (One of the
benefits to getting admitted to a University like Stanford is access to some of the
best research tools in the world.)
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“Comprehensive, Rigorous and Quite Deep…” In the article Dr. Lipkin described
his approach to ME/CFS as being “comprehensive, rigorous and quite deep” –
three adjectives that underscore his, Montoya’s, and Unutmaz’s approach to
this illness.
Stanford Unravels Mystery of Chronic Fatigue Syndrome
http://youtu.be/pvtbsStLQWk
Forget Alzheimer’s, cancer, and aging; the biggest project right now at the
Human Immune Monitoring Center is none other than Chronic Fatigue
Syndrome.
Say good-bye to those 10 or 20 or 30 person per sample studies: Montoya’s
sample size is 600 (200 ME/CFS patients and 400 controls) – large enough
to finally capture the subsets in this disorder that have surely been mucking up
study results for years. It will take Davis’s mighty immune center – the only one
like it in the world – a year to run Montoya’s samples through all the tests.
Suffice it to say we’ve never before seen a study this comprehensive, this
rigorous, and this deep. One would think biological biomarkers would be a
natural outcome of research like this.
Somehow, from Ian Lipkin to Ron Davis to Mark Davis to Derya Unutmaz,
ME/CFS has, with little help from biggest research funder in the world – the NIH
(which does not fare well in this article) – has managed to make inroads in some
of the top labs in the country.
It’s hard not believe that within the next year or so we won’t know so much
more about ME/CFS. It’s amazing what private donors and innovative
Foundations can do.
It’s hard to know how much an article like this impacts “the listening” of people
at Stanford regarding Chronic Fatigue Syndrome, but my guess is that it must
be large – particularly an article as well-written as this one is. This woman can
really write! You can find her article here. http://stanford.io/1wrJY2Y
It’s a long one – there’s much more in it – and please pass it around.
The “End ME/CFS” project
Earlier we learned about the leader of the End ME/CFS team, genomics expert
extraordinaire Ron Davis. Now we’ve gotten to know what Mark Davis, the
leader of the immune side of the End ME/CFS project is all about. The more we
learn about the End ME/CFS effort the more special it becomes. Is Stanford
going to eventually solve ME/CFS? They just might! Find out more about the
“End ME/CFS” Mega Chronic Fatigue Syndrome Project Begins
http://bit.ly/1A8UtYx
Cort Johnson
Source of this article: http://bit.ly/1wrJ1I0
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Joanne – No News
No News, Bad News…
Due to the fact that Joanne's real name and identity have been unveilied
untimely, currently it is too risky for the ones involved closely with her to publish
news about her. We are sorry and hope this will change for the better

The editors

A fund called Save4Children has
been initiated in March 2014. We
would very much appreciate your
financial help with this project.
You can donate any amount through http://www.geef.nl/doel/save4children
A large gift has been received from an anonymous giver to cover the expenses
of Joanne's mother for lawyers etc.
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The Diagnosis
I remember thinking, the day I drove
back home from the hospital, carrying
a piece of paper with the diagnosis
ME written on it, driving along with
my boy next to me in the car seat.
He was not able to sit up straight, he was whimpering in pain and discomfort
with every slight bump, light, noise, an appearance more like a dying person
than a living breathing teenager … – Are they kidding me, I thought … – they
cannot seriously mean this … – nothing they can do … – graded exercise
therapy … – what are they thinking??
The boy is sick, he needs nursing and medical attention, and everybody should
be able to see this just by looking at him! Do they really mean that we need to
take full responsibility to care for him at home now? All by ourselves?
They saw it when they started the examination. I remember the hidden glances
between them in the hospital when we arrived, all the unspoken words while
examining the boy. The relief I noticed in their body language and in their eyes
when they did not find a brain tumor or a terminal disease. The way they told us
the good news.
We were prepared for the worst, my husband and I, even though it was an
impossible thought that we did not want to relate to. A tremendous anxiety,
what would be the result of the examinations they did in the hospital. We had
already lost so much of our boy.
He had lost weight, was pale, black circles under his eyes, he didn’t know what
day of the week it was, if it was day or night, summer or winter … He told us it
hurt when we touched him, he just wanted to lay there in peace … quiet … in the
dark. Home at last … On the stairs our support team was ready: Dad was
waiting to take care of his boy and me.
We helped each other carrying our son back upstairs to his dark, quiet room.
The only place our boy wanted to be when he was severely ill with ME.
This was the day I became an ME mum.

The Boy’s Mother
Short link: http://wp.me/p3VLNe-u2
From: http://fryvil.com/m-e-mums-confessions/welcome-to-our-english-pages/
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New Project: Parent
Perspectives
As you may know, 2014 is the Trust's 25th Anniversary year. We
are working to the theme FIGHTING INJUSTICE. We have chosen
Young Hearts Day (29th November) to launch our final new
project of the year; it will carry on through the early part of next year and we
plan to report on it for ME Awareness Day 2015.
We would like to ask you whether, from your perspective as a parent, you feel
you have experienced injustice in the way your son or daughter has been
treated. It seems to be a harsh reality that children and young people with ME
are still experiencing discrimination.
We need to hear about any practical denial of rights, for example: the children's
right to education in the home whilst not well enough to access education at
school; their right to take a public examination in the home if unable to attend
an exam centre; their right to have their disabilities taken account of when
taking the exam.
Sometimes injustices happen because of misunderstandings about the illness. It
is important that we are made aware of these matters, whether or not you feel
you need advice on how to handle them. Having such information helps when we
campaign for improvements in the way that young people with ME are treated.
It would be helpful if you could number your examples separately, rather than
running them all together. If you are emailing us, please use the Contact Us
form at http://www.tymestrust.org. You can also write to us by post. Naturally,
your information will be kept confidential.
Please don't feel you have to write a long account. A short summary of each
example is fine for our purposes. We will contact you if we have further
questions.
Anyone can submit information to us, whether they have joined the Trust or not.
The important thing is, if you want to be sure we include your example in our
records for this project, to let us have the bare bones of it, whether or not you
have consulted our Advice Line already. If your child wants to include a
comment, by all means include it with yours.
With all best wishes
Jane Colby FRSA, Executive Director The Young ME Sufferers Trust
PO Box 4347, Stock, Essex, CM4 9TE – http://www.tymestrust.org
Shortened version. Full text at
http://www.tymestrust.org/txt/alert201409youngheartsday.txt
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Karina
On the 7th November was
Danish Karina Hansen’s 26th
birthday. Her fate is well known to many MEpatients and advocates all around the world.
Hundreds of us sent her a birthday greetings and
presents.

On 17th November a message was issued by Karina’s parents:
Thank you so much for all the lovely cards, gifts, letters, flower bouquets,
gorgeous Aventurin Orgonite jewelry, and the more than 300 e-card messages,
birthday wishes, and personal greeting you have sent to Karina, and to us
parents and siblings as well.
There are greetings from Denmark and many different countries around the
world. It's amazing.
We drove to the place Karina now resides in Hammel on Wednesday the 12th of
November. The residence specializes in brain injuries!!!
We brought the cards and presents for Karina.
Sadly, not all the cards and presents made it
into the pictures, because not all had arrived at
the time we photographed them. Many of them
have traveled for a long time. But we will make
sure they arrive at Karina's place. Many have
also sent cards directly to Karina. It's wonderful
to see that so many people care for Karina.
We were not allowed to see Karina, and therefore we were unable to give the
cards and presents to her in person. The procedure was the same as it was in
the Neurocenter; A member of the staff goes alone in to see Karina, asking if
she wants visitors, and returns saying she does not. We asked permission to
hear Karina herself say she refuses a visit from us, but the staff strongly denied
us this. The staff agreed to give the cards and presents to Karina. It is still
psychiatrist Nils Balle Christensen that is in charge of treating Karina.
Thank you so much for all the support.
Per, Ketty & The Siblings
Source: Justice for Karina Hansen
https://www.facebook.com/JusticeForKarinaHansen

43

9. Severe ME
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Voices from the Shadows to be
watched for free
The film ‘Voices from the Shadows’ is available
to watch for free until the end of the year
(2014) - on Vimeo - by entering a promo code
of
VOICES after clicking the “rent for $3”
button.
It can be accessed from the film
website http://bit.ly/1uRZ9xb
or by going
directly to vimeo http://bit.ly/1DLuw70
Vimeo requires you to register with a name,
email address and password.
This film is not considered suitable viewing for
children and young people with ME, but is
intended for adults who are not familiar with
the illness.
The film shows how harmful ignorance and misunderstanding about the illness
Myalgic Encephalomyelitis or ME can be. Patients with mild or moderately severe
ME have become very severely ill when their illness is mismanaged: largely due
to the way many different conditions have been muddled together by inadequate
definitions and vague criteria.
Lack of recognition of the delayed exacerbation of ME symptoms following
overactivity and over exposure to stimuli has caused many patients to
deteriorate and become chronically and severely ill.
There is very little recognition of the clinical picture of very severe ME and these
patients then become vulnerable to being misdiagnosed with functional illness.
Alongside this, many patients are misdiagnosed as having CFS/ME, and their
other illnesses remain undiscovered and untreated.
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-> ME <Inside I am still me
Somewhere, hidden within
The tattered shreds of my tortured mind
The limp empty, useless limbs
Which lay motionless, immovable, numb, unfeeling,
Refusing, absolutely, to conform with my will,
Portray a statue
Thrown upon its back, helpless, useless, broken,
Unable to rescue itself,
Stuck in whatever pose, it was accidentally arranged in.
Moving takes time.
How long I cannot say.
My body, bathed in sweat, is far too hot.
Uncomfortably saturated, itching, burning,throbbing,
My skin crawling with irritation and indescribable sensations.
I
I
I
I
I
I

am desperate to move.
cannot call out.
cannot wipe my face, bejewelled with sweat,
cannot move my twisted body, my awkward limbs,
cannot help my self at all.
cannot even think,

So blank my mind
My head and neck twisted to one side,
placed at an unexpected angle
To avoid the worst pressure on my skull,
To try and prevent the intense agony from piercing my brain,
From invading my head, my jaw, my eye, my spine,
I feel strangely calm,
Almost peaceful,
My breathing rhythmic with sleep,
Despite my consciousness.
I long to drift away
back into oblivious unconsciousness,
To rest and wake whole limbed and happy.
It is not to be.
The monster that has taken over my control
Will not let go its clutches,
No matter how hopeful or resolute I am
To defeat it and fly free.
Another day, I wake into paralysis,
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My beloved up, long hours before,
Moving in a different rhythm, to a different tune,
Separated by degrees,
From the world we promised each other.
He waits for me to waken
And begin the long process to freedom
From the prison that my paralysed self has become.
How do I get to the outside?
How do I connect from the inside to the outside world?
How can I give him a glimmer of my true self,
When all inside is broken and disconnected,
Dismantled, swollen, engorged with pain?
Again and again,
I try in vain to listen, to smile, to understand, to see
But how can I be truly loving, present, here, for him,
When every sound he makes attacks me,
Wounds me, knifes me in my ears, my back, my guts?
When every movement, big or small, fast or slow, loud or quiet even,
Confuses my brain and jangles me all over,
Causes me to groan or flinch or shout with irritation,
When my facial muscles are palsied and frozen
In a blank, empty, impassive expression,
Unwilling to comply with a grin.
When I simply cannot focus my mind, despite my best intention,
Beyond the
Permeating
From every
From every

cacophony of distress,
my senses,
cell, from every level of pain,
millimeter of numbness, irritation, weakness.

When my eyes cannot see out beyond the inside,
Through the darkened, unfocused fog and sun glasses
I cannot even see his beautiful face,
His joy, his love, his kindness, his excitement, his tender presence
Or comprehend what he is trying to say to me,
When one word, spoken too enthusiastically,
Will cause me to wince with the intensity of pain it causes,
To my ears, my head, my stomach.
When I cannot interact because the paralysis, still grips me,
Still remains entrenched within all of me,
Despite it may have allowed me some brief action
Some limited movement,
Before crushing me back down, even deeper, further away, inside myself,
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So that I feel like less than a stick-picture innerly,
In a large, misshapen body
Bloated by steroids,
Bound by invisible chains,
An invisible, desolated alien, in my own life,
Always wanting to express and be
Me
Not
ME.
Linda Crowhurst
Source: https://www.facebook.com/severeme
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Not lazy bastards
Nurses need educating in Myalgic Encephalomyelitis.
Nurses are not being educated in Myalgic Encephalomyelitis (ME), making it
difficult for them to recognise the mistreatment of ME and also making it unsafe
for patients with ME to be exposed to a hospital/ medical environment.
A 2009 study (Chew-Graham et al ), for example, found little evidence that
Nurses are being taught about ME. One person stated that: “ people probably
just look at them and think, oh you know he's just tired all the time: lazy...lazy
bastards and wasting doctor's time.”
A study of the literature reveals an alarming lack of awareness of the
seriousness of the disease. Without the appropriate understanding of the
pathology of the disease and the specific individual system dysfunction, patients
are put at risk of mistreatment and misinterpretation.
Affecting more people than AIDS, lung cancer and breast cancer combined,
more people than have multiple sclerosis or cystic fibrosis, Severe ME leaves a
person as functionally impaired as someone suffering from diabetes, heart
failure and kidney disease, and as severely disabled as someone with late-stage
AIDS, Multiple Sclerosis, or a person undergoing chemotherapy.
If nurses wrongly assume the disease is a vague fatigue condition, treatable by
psychiatric therapies, they will not necessarily be aware that ME is a serious
neurological disease with multi- system dysfunction. It is essential that they
know ME is formally classified as a neurological disorder in the International
Classification of Diseases (ICD10:G 93.3; WHO 1992), and that the ICD
separately classifies fatigue syndromes as a behavioural (psychiatric) disorder
(ICD 10:F 48).
An association however,
of the name “CFS” with “ME” has confused
practitioners into thinking that CFS and therefore ME, by default, is a mental
health condition, causing havoc in the lives of genuinely physically ill ME
patients.

The Minister for Care, Norman Lamb, wrote to me in 2013 acknowledging
that the term CFS/ME is considered to be a neurological condition. He further
stated that: "The use of an umbrella term (CFS/ ME) is also not intended to
imply that fatigue syndrome and myalgic encephalomyelitis are equivalent "

The Minister's clarity, regarding the difference between ME and CFS is not so
evident within the NHS, where a confusion of terms abounds.
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This widespread confusion can be traced back to the 1994 CDC case definition of
CFS, a theoretical, not a patient-based framework, which has inexplicably
resulted in doctors “presently diagnosing and treating a research abstraction
called CFS, rather than any actual disease .” Spinhirne (2014)
Before the term CFS, overpowered ME, ‘Myalgic Encephalomyelitis’ was the
name for a well-defined, virally triggered, potentially severe and chronic
neurological disease. (Tymes Trust 2007).
It is critical that nurses understand that Myalgic Encephalomyelitis and CFS are
not the same. Carruthers et al (2012), explicitly called for the separation of ME
from CFS pointing out that “Myalgic encephalomyelitis, a name that originated
in the 1950’s, is the most accurate and appropriate name because it reflects the
underlying multi-system pathophysiology of the disease.
With ME there are a range of complex symptoms and system dysfunctions,
including the following: Neurocognitive problems,Transient, full or partial muscle
paralysis, Cardiovascular dysfunction, Autonomic nervous system dysfunction,
Gut issues, Acute, crippling hypersensitivities to noise, light, touch, movement,
chemicals, drugs, Body pain and severe headaches, Profound post-exertional
neuro immune exhaustion. Immune System dysfunction, Muscle weakness and
spasms.
The complex interaction and impact of symptoms affects the 'how' and 'when' a
nurse interacts with a patient, to maximise the best possible outcome. The
wrong interaction can lead to harm. The wrong treatment can lead to death, as
in the case of Sophia Mirza, who was treated as having a psychosomatic
condition and died of ME in 2005.
Given the body of evidence, over 5000 published papers outlining the biomedical
abnormalities in ME, a history of epidemics stretching back over 70 years and an
active patient movement, there is no excuse for the nursing profession's ongoing
ignorance. Education rooted in the biomedical truth of this serious neurological
disease is key, but sadly lacking.
The starting point, as this article has stressed, is awareness that ME is a
neurological disease, with multi-system dysfunction. A self-reflective,
partnership-based model of practice is required in order to begin to meet the
complex needs of these grossly neglected patients . (Crowhurst 2005)

Greg Crowhurst RNLD, PgDip MA
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Column – Moving Hands…
Everything moves. Only sometimes, that
move is backward. Ask the clocks who
moved their hands back this weekend.(1)
Three years ago this week, I stood at the
starting line of the Dublin City Marathon.
This body of mine was a running machine,
its legs and elbows hinging for 26.2 miles,
completing what was to be the first of
many marathons. At the finish line, my
eyes settled on a 50km race the following June. There was always a next in my
life, the hands of the clock constantly ticking forward.
However, two months after the Dublin race, myaglic encephalomyelitis changed
my world and I took a giant step backward to move forward. Wintering, to enjoy
spring.
Two years ago this month, I sat in front of my third consultant, telling her about
the Graded Exercise Therapy plan she had devised and my body’s failed
attempts to complete it. GET was a tool we were using to make me better.
According to research in the UK at the time, GET made sense. Only it didn’t
work, it made me worse.
Another leap backward on my path to move forward! And last October, I sat in
front of a stranger in a hotel room, listing off everything I’m unable to do.
Leaving his company with the label disabled. A label he placed upon me, a label
I ignored and continue to ignore. Focusing instead on all I can do, refusing to
allow ME define me.
No longer living in her shadow, my spring had sprung.
This year, the outside world still calls me disabled. I’m still sick, ME still shares
my world but I don’t view myself as moving backward any longer, just as I’m no
longer catapulted toward the future, toward the next. Time fooled me once, she
won’t fool me again! And so, I live today as me.
What other way is there to live?!
Marie H. Curran
https://currankentucky.wordpress.com/category/losing-a-past-to-find-a-future/
(1)

Due to daylight saving time
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10. News from

53

Belgium
Everything is business as usual here, but then again, it is not.
I try to visit as many meetings concerning ME/cfs as I can and
keep hearing the same remarks: "We are not being heard; we are not able to
demonstrate; we are to ill to climb the barricades."
I think we can change this by pulling together. In order to achieve this, we can
use different means that were unavailable to us up until a few years ago: social
media such as Facebook and Twitter, various blogs and, of course, the ME Global
Chronicle.
Something is beginning to show that could lead to a common point of view or to
a demonstration that does not necessarily need to be physical. Something has
changed during the past few months. Various organizations and interest groups
are carefully approaching one another.
The reason for this might be that the realization is growing that there is no other
way to be heard and no other way to enforce any reasonable research.
In Belgium, we are not yet fully aware of the large scientific initiatives that are
being taken in the rest of the world. This is because the stream of information
only reaches us very slowly.
We do not have a forum on which patients are able to contact medics. Even
though there are many attempts in this direction, especially initiated by patient
organizations, the response from the medical world should be more dynamic in
order to achieve this.
However, we are living on hope, not because there is nothing else left for us, but
because the time is right. It is time for action.

Eddy H. Keuninckx
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Massachusetts
Our big news was that we were able to arrange a special prerelease screening of the film “Forgotten Plague: ME and the
Future of Medicine” – a documentary by Ryan Prior and Nicole Castillo, which
we showed earlier this month at one of our public educational events.
After the film we had audience Q&A with Ryan Prior via Skype. Ryan and
Nicole had come to Boston to film earlier this year, and we had several of the
individuals who were interviewed in the film in our audience! Our audience
absolutely loved it, and we are all waiting now for the film to be released publicly
so that we can obtain copies to show in different locations around
Massachusetts.
This is a wonderful film for patients, and especially their friends and families, to
see, and it left everyone hopeful that new research now being done would come
to some significant results.
Ryan also has established a non-profit Foundation which is raising money to
sponsor medical students to do research for one summer in one of the
established labs, working with expert ME/CFS researchers.
We are very excited about this as well, as it is one way to engage young
researchers at the beginning of their careers to study this illness, and hopefully
they will continue on with it, expanding the number of researchers and clinicians
who know about the illness.
This is a brilliant idea and we hope it can succeed. The cost to support one of
the student researcher fellowships is quite modest, and he is looking for
sponsors for this summer’s program.
More information here:
http://theblueribbonfoundation.org/blue-ribbon-fellowship/
Thanks to Charmian Proskaur
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Northern Ireland
In August this year the Patient & Client Council for Northern
Ireland agreed to act as an impartial body for negotiations and
talks with the Health and Social Care Board.
Recently the first official meeting, which included representatives from the three
major established M.E. and FMS charities in N.I. took place.
The good news remains as previously reported in August 2014 with some
extras......
An 'ME & FMS Workshop' is scheduled for early February 2015.
Invitations are going out to the heads of all departments who are involved in
the delivery and provision of healthcare in N.I. and will include....
o The Minister for Health for N.I.,
o Department of Health decision makers
o DHSSPS Civil Servants
o Commissioning Board Representatives from each Trust
o Nursing College teaching department,
o Medical and Dental Training Agency
o All N.I. MLAs
o A number of GPs, O/Ts and Physiotherapists who are involved and
familiar with ME and/or FMS.
The PCC will be expanding on the Newry Focus Group report to include more
areas of N.I.
An N.I. awareness campaign for both radio and television stations will
commence in 2015.
ME and FMS will be highlighted at the PCC stand at the annual Kings Hall
Disability Event in May 15.
The PCC will be providing an ME and or FMS specific public questionnaire in
2015.
We have again requested the list of speakers, names will be published shortly
when all speakers have confirmed. They are top UK experts in current
research or clinical management of both ME and FMS.
There will also time allocated at the workshop for FIVE patient or carer
presentations, including one from parents, three focused on ME and two
focused on FMS.
The special needs of the severely affected patients and children will be further
highlighted and taken into consideration at the forthcoming workshop.
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The not so good news.....
The whole point of today was to put the questions directly to...and get the
answers as to why there are ZERO NHS commissioned services for patients in
N.I.
Unfortunately the two representatives from The Health & Social Care Board
(HSCB) who are responsible and can provide these answers did not turn up.
We were informed they cancelled a week ago. The reason
we were given was the HSCB did not have time to
prepare the necessary paperwork but should have
everything ready by December!
Progress or change does not happen overnight and it will
be exactly two years, since we first contacted the Patient
& Client Council to attend a meeting with Newry and
Mourne ME Fibromyalgia Support Group committee and
patients, to when the workshop actually takes place!
If all goes according to plan it will have been worth the effort and we firmly
believe the input from the PCC will help us to have a bigger impact and voice for
patients in N.I. and offer much needed hope for the future.

Joan McParland
Voluntary coordinator
Newry & Mourne ME Fibromyalgia Support Group
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Norway
Nordic ME Network

The Scandinavian ME associations have joined together in a new Nordic ME
Network.

The purpose is to cooperate across the borders about information to health
authorities and the press as well as researchers, to promote proper treatment
and diagnosis of ME in the future.
The inaugural meeting was held in Oslo, Norway, on September 14th, 2014.
The first Nordic ME conference is planned to be held in Stockholm, Sweden, in
2016.
Nordic ME Network members (they are all on facebook):
ME Foreningen - ME Association, Denmark
ME Info (former Danish ME Association)
RME - Riksföreningen för ME-patienter
Norges Myalgisk Encefalopati Forening - Norges ME-forening
ME Nettverket i Norge (MENIN)
Suomen CFS Yhdistys ry
ME félag Íslands

With thanks to Helle Rasmussen
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The Netherlands
On the 13th November an interview was broadcast with Dutch
ME-patient Anil van der Zee which has been viewed almost
10.000 times within two weeks. Anil is 36 years young, lives in
Amsterdam and was a professional ballet dancer before falling ill:
http://youtu.be/P3Kg1H-cfnI Unfortunately presently the interview is without
subtitles, but nevertheless Anil received a large amount of support reactions in
English as well. In a rather long mail he gives thanks to them.
This is an extract:
Hereby I want to thank everybody for the enormous support I got for the
campaign to raise awareness for Myalgic Encephalomyelitis. There have been so
many shares of my story, likes, comments and private messages. I'm not one to
share much about my illness on Facebook, mostly because it's rather private.
So I had a long hard think about it, before deciding if I was going to do this
or not. This summer the “ALS Ice Bucket Challenge” was so successful. I
saw former colleagues doing it, students of mine, friends, but nobody had any
clue of the state that I was/am in myself. It inspired me to let go of my pride
or shame and come forward. It was time for a second coming out.
I'm happy that people told me their loved ones seem to be more supportive
towards M.E. after seeing my movie. I'm happy that my friends now know more
about my current situation. I won't have to defend myself as much anymore.
Because, as someone wrote in the comments, it is exhausting to have to defend
yourself and explain your illness all the time, hitting a wall of skepticism on top
of being ill. It makes the illness even harder.
I'm an openly gay man. A few decades ago gay people were also treated with a
sort of CBT to get healed from their homosexuality. For me, it's mind blowing
that in this day and age we still get CBT for an inflammation in the brain, which
is probably caused by a bacterial or viral infection, as the only recognized
treatment in the Netherlands.
Many doctors will tell you it's hard to diagnose M.E. However you need to know
where to look, which many doctors don't know. They are still ill informed,
resulting in people being misdiagnosed. Sometimes people who have M.E. get
another diagnosis and are told to try antidepressants because it's probably
psychosomatic, or to do CBT/GET. At other times people who really don't have
M.E. get the diagnosis M.E. This needs to change. Urgently.
The Dutch Secretary of Health mrs. Edith Schippers once wrote a letter stating
that the recognition of M.E. is not the responsibility of the government but of the
medical world.
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She might be right to some degree. But to me
(and I quote Snoop Doggy Dog) she dropped
it (M.E.) like it's hot.
It would only require a small effort from her to
make M.E. a priority so more research could be
done, more funds could be acquired and
physicians could be better educated.

Anil van der Zee

She keeps calling the symptoms inexplicable.
So they are, and they will remain.

I want to thank my friend Jan Kooijman for sharing my story. Thanks to his
help it pretty much went viral and got much attention. This shows how powerful
a gesture like that can be inexplicable if all the funds go to CBT/GET.

Regards,
Anil van der Zee
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11. Vote For…
NHS England: please cut the funding to GET
and CBT for ME
http://bit.ly/1xsdoji
NHS England cut the funding of GET and CBT for ME patients.
Dear NHS England, in view of the current dire state of NHS funding due to Govt
cuts, we the UK ME community, are happy to accept a total cut of the funding
that goes to GET & CBT treatment for ME patients.
This will not only save the NHS millions but
will save many thousands of people with ME
untold harm and suffering and hundreds of
premature deaths.
CBT is a ‘scam’ therapy that is wasting vast
sums of money. Patients are being misled
because the short-term fix offered by CBT
does not have a lasting benefit, says leading
psychologist Oliver James. CBT is no more
effective than placebo in treating anxiety or depression.
“CBT and GET are at best useless and at worst extremely harmful for Myalgic
Encephalomyelitis patients.
Patients with myalgic encephalomyelitis, particularly children, have suffered
gross and barbaric abuse and persistent denigration as a consequence of the
beliefs of certain psychiatrists who are attempting to control the national agenda
for this complex and severe neuro-immunological disorder.
These psychiatrists are shown to be clearly in breach of the first tenet of
medicine --- first do no harm--- in that by their words and deeds they have
wreaked havoc in the lives of M.E”
The Hummingbird Foundation for ME http://bit.ly/1v35W8j
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The National ME/FM Action Network Competing in Aviva Contest for
$100,000 for Biomedical Research!

The National ME/FM Action Network in Canada is competing in the 2014 Aviva
Contest to win $100,000 for biomedical research! Winning entries are
determined by DAILY public voting and are also judged.
There have been three Qualifying Rounds but thanks to the support of all of you
all over the world The National ME/FM Action Network already qualified for the
semi-finals in December during the first round. In December they
Qualified as Finalist! Which means they already won $ 5000,=

You can check at the Aviva Community Fund website
https://www.avivacommunityfund.org

Winners in the Semi-Finals became finalists and compete in the final
Judging phase (Dec.17-Jan. 2, 2015). Judges will determine how much
each finalist receives. All forty finalists will receive a minimum of
$5,000.
Winners will be announced January 27, 2015

Thank you very much for your support of this research effort!
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12. 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: $6,468.00
Goal: $20,000.00
Info: http://www.gofundme.com/5yhjdo

Ian Lipkin study. Raised: $156,457 from 988
donations!
The initial target has been set at $1 million.
The Center for Infection and Immunity is internationally recognized as
the world’s largest and most advanced academic center in microbe
discovery, identification and diagnosis.
The Center’s laboratories, directed by Dr. Lipkin, have developed and validated
techniques – high-throughput sequencing – for the rapid identification of
disease-causing microbes and have thus discovered more than 500 viruses:
more than anyone else. Dr. Lipkin and his team are actively engaged in stateof-the-art research to identify the factors that contribute to the onset of ME/CFS.
They aim to provide insights into the disease that will allow for the development
of diagnostic tests and eventual treatments.
The Center is part of the Mailman School of Public Health at Columbia University
in New York.
Info:
http://phoenixrising.me/archives/21929
http://www.microbediscovery.org/
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Raising Funds for the UK Rituximab Trial
Info: http://bit.ly/1jVGHng
Thanks to an amazing effort across many countries the Biomedical
Research Fund for the IiME/UCL UK rituximab clinical trial is now
funded for £364,500. The goal was £450,000.
To donate: http://bit.ly/1dc1wmS

The "Step Up for M.E." Store!
http://theblueribbon.storenvy.com/

Support The Norwegian ME Association’s fundraising for biomedical
research into Myalgic Encephalomyelitis! We would very much
appreciate your help! Donations can be a made on our website:
http://me-forskning.no/donations/
Or you can wire transfer a donation to our bank account:
1503.32.04334 - IBAN NO67 1503 3204 334 - BIC DNBANOKKXXX

If you wish to donate to Dr. Enlander's ongoing and future
research.
Please contact: cfsconference@gmail.com
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The Caged Bird
21st November 2014:

Twenty Years On ...
Hello, everyone! I’m afraid I’m too poorly to write (type) much at the moment,
but my second video (you HAVE seen the first, I trust? ;) ) says it all ...
Twenty Years On from contracting ME; in my case, either caused by or triggered
by the MMR jab on the 21st November 1994, when I was just eleven years old.
The Caged Bird: ME Awareness:
Twenty Years On ...
Suffice it to say, I don’t intend to endure another twenty years of being this
poorly or worse; this is why it is imperative that people join forces to support
this amazing charity, Invest in ME, in making advancements in the diagnosis,
testing, treatment and eventual cure for this horrendous disease.
This is my JustGiving page, set up for my first video back in May:
https://www.justgiving.com/CagedBird/
And said first video:
The Caged Bird: ME Awareness:
A Dream, A Wish, A Hope ...
Please watch my videos, share widely and donate if you can. My target was
originally £100 and is still going strong; £5000 would be even better! *hint-hint*
From the bottom of my heart and soul, thank you.
All my love,
The Caged Bird.
xXx
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A fund called Save4Children has been initiated in March 2014. We would very
much appreciate your financial help with this project.
You can donate any amount through

http://www.geef.nl/doel/save4children
Donations made to this fund will initially be used to provide individual support
for children with ME whose illness is being dangerously mismanaged. The funds
will be allocated on occasions when Dr. Speight needs to travel to give
appropriate assistance, or a lawyer is needed, and families can prove they are
not able to afford this (see article on Joanne, p. 50).
Later on other experts may be invited to plead similar cases, all over the world.
If there’s any such case known to you, please let us know through
info@let-me.be
Till so far € 1961,38 has been donated. Dr. Speight had to travel twice to
Germany to see Joanne, her mother and authorities. His covered expenses
were € 1150,06. Bank charges over this period were € 14,48. Current balance is
€ 796,84
We would like to thank the generous givers till so far.

Thank you to the supporters of Let's do it for ME / Invest in ME
Let's do it for ME is a fundraising group mainly ME sufferers who
are raising funds in support of Invest in ME and their biomedical
research, to find out more see our website http://ldifme.org/
Perhaps you might want help raise funds / awareness
This added to the £364k raised for the U.K. Rituximab and B-Cell Study means
that since 2010 people with M.E. their family, friends and supports of Invest in
ME have raised a total of £487k
Iime CharityInvest in ME (https://www.facebook.com/IinME?fref=nf)
https://www.facebook.com/IinME?fref=nf)
The other microbiome project - New total for the UK Gut Micribiota projects
Thanks to everyone for the continuing support.
http://bit.ly/1z2FZwe
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13. Worth Reading & Watching
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Book review: “Plague”, by Kent Heckenlively and Judy Mikovits PhD
One Scientist’s Intrepid Search for the Truth about Human Retroviruses, Chronic
Fatigue Syndrome, Autism and Other Diseases
Available here:
http://amzn.to/1yXPNT4
There is also a kindle version and there will also be an audio version.
http://www.plaguethebook.com/
Kent Heckenlively is a former attorney, a founding editor of Age of Autism,
and a science teacher. During college Heckenlively worked for US Senator
Pete Wilson, and in law school he was a writer and an editor of the school’s law
review and spent his summers working for the US Attorney’s Office in San
Francisco. Kent and his wife Linda live in Northern California with their two
children, Jacqueline and Ben.
Judy Mikovits, PhD, spent twenty years at the National Cancer Institute,
working with Dr. Frank Ruscetti, one of the founding fathers of human
retrovirology, and has coauthored more than forty scientific papers. For five
years she was the research director of the Whittemore-Peterson Institute for
Neuro-Immune Disease. Dr. Mikovits lives in Southern California with her
husband, David.
Some comments of readers:
“Plague” is in my opinion the most important book ever published on the neuroimmune disease ME/CFS, an extremely debilitating, chronic disease that usually
catapults its victims from all professional and social contexts for the rest of their
lives and which is euphemistically called "chronic fatigue syndrome" and
denigrated and often confused with chronic fatigue or burnout.
(ME/CFS=Myalgic Encephalomyelitis/Chronic Fatigue Syndrome - ICD-10 G93.3)
This book does not only concern ME / CFS sufferers, but actually the whole of
mankind, even those people who are still healthy. The book does not only
concern this unfortunate patient group which is neglected by medical science
and health care systems and which is discriminated against as malingerers for
decades.
For many other diseases such as autism, neurodegenerative diseases, cancer
etc. the co-author Judy Mikovits has found evidence of infection with manmade gamma retroviruses (distant relative of HIV) - and most frightening is that
she (and others) also found it in about 6% of the (yet) healthy US population.
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And that's probably the reason why they have destroyed the career, reputation
and financial backing of this highly intelligent, courageous, dedicated and
incorruptible researcher Judy Mikovits - the actual facts which she discovered
are simply too horrible, too threatening and above all too expensive for
governments, pharmaceutical and insurance companies for letting them come to
light.
It didn’t help her the least that she worked for decades as a researcher in the
top laboratories of the USA on HIV, HTLV and cancer and that she was on
intimate footing with the leading retrovirologists of the world.
One of these top researchers, John Coffin, even compared her with Joan of
Arc, and, indeed, her fate is a warning to all other researchers what they might
face if they trespass the “permitted” boundaries of knowledge and/or if they
dedicate their work to the discriminated disease ME/CFS: they end up on the
stake of the modern academic world.

Unfortunately, this book is no fictional detective story, although it occasionally
reads like this. Stunned, one is faced with the descriptions of entanglements in
which power, greed, corruption and politics determine most of science, but not
the search for truth or even for means to alleviate the unimaginable, millionfold
suffering of seriously ill people and to prevent a dangerous epidemic that
spreads across the globe.
Regina Clos, patient advocate

For anyone wanting to learn how science can work for us or against us, this is a
must read; for those suffering from a chronic difficult to diagnose and treat
disease this is a must read. I highly recommend this book!!!
Carol Fisch, Retired Microbiology & Stealth Pathogen Research Background.

Especially those who are not yet affected by ME/CFS should read this book and
openly discuss this terrible disease that threatens all of us. If the interested
reader knew more, maybe we could change the situation for those who are
severely affected - for those who have been silenced and yet persevere in
dimmed chambers.
We should give voice to them, who suffer not only by dreadful symptoms but by
misdiagnoses and ignorant doctors. We need to spread the word, and the
knowledge and the power.
We all know, if Dr. Mikovits was right with what she found before her samples
got contaminated, there will be tremendous costs necessary to address what
was caused by a health politic that operated carelessly with retroviruses.
What if retroviral infections do play into the onset of ME/CFS, autism, cancer,
and other neuro-degenerative illnesses?
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Heckenlively's talent to tell Mikovits' scientific hypotheses in an easy-to-read
style is of tremendous service to his readers.
He lightly draws the bow from the first outbreak of ME/"CFS", which was
understood as the presumed origin of the disease, to the discovery of XMRV and
all of its variations with their possible pathogenetic ramifications.
ME/CFS is already understood as epidemic by those who have it - including
entire families, spouses and friends. We speak about a pandemic getting more
threatening year by year: 17 Million sufferers worldwide, already!
Kaufkraft

New webinars of the Dutch project Science
to Patients:
Starting a series of short talks of Prof. Leonard
Jason:
webinar 55: Introduction / experience with ME
http://bit.ly/1BWK3wk
webinar 56: Criteria and diagnosis, part 1
http://bit.ly/1Gsd1qj
webinar 57: Criteria and diagnosis, part 2
http://bit.ly/1xrbK1o

ME/cfs: The Scientific
Encephalomyelitis

Evidence

-

Episode

http://youtu.be/hDnU6JWCtd4
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2

-

"PROTEOME"

-

Myalgic

Llewellyn King, ME/cfs Alert,
produced by Llewellyn King and Deborah Waroff:
Five new videos from ME/cfs Alert:

https://www.youtube.com/channel/UCxrPmgVwJ7-gLqZJK_qLeFg

Appeal from Rich Podell, see article on page 8, Global 5
http://let-me.be/download.php?view.7
I’d appreciate hearing from others who have used Valcyte or
other anti-viral drugs. Please share your experience with our
readers. Do you agree or disagree? Is Valcyte is ready to be
used for CFS-ME?
Kindly mail to: podell2@gmail.com
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14. Poem – The Darkest Hours

Source: Wild Woman Sisterhood http://on.fb.me/1zr6Gto
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15. Connecting You To M.E.
Leonard A. Jason, Ph.D. DePaul University - Chicago, USA
“The future of the field is in connecting the many patient and
scientific groups into one larger body that is united for change.
Any events that bring people together across countries and
organizations should be promoted.

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

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