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We as editors tried to make the magazine much more accessible by adding a link to each article
as included in the Table of Contents, which gives you direct access to the article itself. Any
suggestion is most welcome.

At all times remember Severe ME:
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https://youtu.be/BoVvJzmmVWg

3. Introduction
Dear friends,
Somewhat over a week later than usual we’re glad to publish
the October 2017-issue of the ME Global Chronicle. Which wasn’t due to the
contributions, being supplied by many of you in increasing numbers and quality,
from all corners of the globe.
We editors get a growing impression this initiative is being appreciated more and
more, with which more of you are feeling involved. Which was the intention right
from the start.
Let’s continue to build further on this foundation. Mail whatever you think should
be known by all and sundry, to contribute@let-me.be Let’s make a monument and
a precious source of valuable information of this magazine each two months.
Once more: most patients will not be able to read all its contents or even a slight
part of it. In such a case, pick your choice in the Table of Contents and click the
title. At the bottom of each page you can click to go back to the Table of Contents
Not much needs to be added to this as the patients’ movement is rapidly
increasing in power and momentum all over the world.
To conclude with some famous words:

https://youtu.be/rGIY5Vyj4YM

The editors
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4. PACE
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Trial By Error: Another Letter To
NICE’s Sir Andrew Dillon
First, for those who might have missed it, here’s a conversation from This Week
in Virology (http://bit.ly/2zNyfSm)(TWiV), posted a few days ago. Dr. Racaniello
and I discuss the CDC, NICE, Esther Crawley’s ethically challenged behavior, the
CMRC, and other stuff.
Second, earlier today, I sent the following e-mail to Sir Andrew Dillon, the NICE
chief executive:
Dear Sir Andrew:
I would like to congratulate NICE on its decision to pursue a full update of CG53,
the CFS/ME guidance (http://bit.ly/2zCilcC), rather than accept the surveillance
report’s recommendation to leave it as is. The Guidance Executive made the right
call, based on the current science—and given the international controversy over
PACE trial and other CBT/GET trials. In NICE’s announcement, the list of concerns
about the 2007 guidance (http://bit.ly/2h7xV9w)was a fair accounting of what
has troubled people for years and led to the outpouring of stakeholder comments
opposed to the initial recommendation.
The decision to pursue a full update leaves some unanswered questions. Given
that the new guidance might not be available until 2020, I am hoping you or
someone else at NICE can shed light on these issues. The first involves the official
status of the current guidance. The second involves references to CFS/ME
elsewhere within NICE that do not appear to be aligned with the decision to fully
update the guidance.
1) What is the official status now of CG53? Is it considered “provisional” or on
stand-by in some way? Or does it remain fully in force? In other words, if National
Health Service clinics and doctors claim to be following the “NICE guidance” for
CFS/ME, do they also have an obligation to inform patients that the current version
has been deemed no longer fit for purpose and is undergoing a “full update”? If
these clinics and doctors prescribe CBT and/or GET, citing NICE as evidence and
support, do they now have an obligation to explain that the effectiveness of these
two treatments is under serious question?
2) The decision to pursue a “full update” suggests that NICE has joined the
international scientific community in questioning whether psychological and
behavioral approaches are appropriate for this illness—especially given the
extensive evidence of physiological dysfunction. Does that mean NICE will
reconsider other references to CFS/ME in agency documents? So far, patients and
advocates have noted two sets of references to CFS/ME that do not appear to
reflect the updated NICE position on CG53 and the illness itself.
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One involves a NICE initiative called Improving Access to Psychological Therapies.
According to the IAPT site (http://bit.ly/2iyAJQo), NICE is working with NHS
England on the program. IAPT is designed to “assess digitally enabled therapies
for anxiety, depression and medically unexplained symptoms which offer the
potential to expand these services further.”
Chronic fatigue syndrome is included in the list of thirteen conditions identified by
“the NICE expert IAPT panel” as appropriate targets for interventions developed
through this program. The IAPT site indicates that these interventions need to be
consistent with NICE guidance. The site then refers readers to CG53 but makes
no mention that this guidance is undergoing a full update.
Why is chronic fatigue syndrome still listed under the IAPT program? Does the
Guidance Executive agree that it should be removed, since it is not a psychological
or psychiatric disorder and the use of CBT and GET is very much under question?
If it is not removed from under the auspices of IAPT, does that mean NICE intends
to encourage the development of digital methods of delivering CBT and GET to
people with CFS/ME, even as the guidance itself undergoes a full update?
Is the Guidance Executive aware that inclusion of CFS/ME in the IAPT program
creates enormous concern among patients and advocates specifically because it
suggests NICE might adopt or endorse some version of FITNET-NHS? That is the
trial in which Professor Esther Crawley is examining the delivery of online CBT
to children (http://bit.ly/2fAyNAL), based on the purported success of earlier
Dutch research. Is the Guidance Executive aware that, as with the PACE trial,
critics (including me) have documented serious methodological flaws in both the
Dutch FITNET study and Professor Crawley’s own work in this field?
A second set of references to chronic fatigue syndrome is in a recent draft
guideline (http://bit.ly/2yNoBkm) on “suspected neurological conditions”—
essentially, a primer on the symptoms and signs that might indicate a neurological
condition and trigger a referral to specialist care. NICE published the draft in
August and sought stakeholder comments. In its stakeholder submission
(http://bit.ly/2gGfJqq), Forward ME noted that the draft guideline includes several
unfortunate references to chronic fatigue syndrome as being a “functional”
symptom or disorder.
As the draft guideline itself explains: “Functional symptoms are complaints that
are not primarily explained based on physical or physiological abnormalities. They
are likely to have an emotional basis. They may mimic neurological disorders.”
The draft guideline suggests, for example, that “concentration difficulties” do not
warrant referral to a neurologist if these difficulties are “associated with chronic
fatigue syndrome or fibromyalgia.”
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Psychiatrists and other adherents of the biopsychosocial field have long classified
chronic fatigue syndrome, fibromyalgia, irritable bowel syndrome, and other
conditions involving so-called “medically unexplained symptoms” as functional
somatic syndromes or disorders. Given the current effort to revamp the CFS/ME
guidance and the significant evidence of actual physiological dysfunctions, does
NICE feel comfortable at this point describing the illness elsewhere as a
“functional” symptom that is “not primarily” organic in nature but is “likely to have
an emotional basis”?

Thank you, Sir Andrew. I look forward to your response. –
Best–David

17 October 2017
By David Tuller, DrPH
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Beware Of Articles About ME That
Conceal Support For GET/CBT
Please note – the name chronic fatigue syndrome (CFS) is used on this blog only
because that was the name used in the article it refers to. I and other ME
advocates promote the use of the proper name myalgic encephalomyelitis (ME)
for this complex neuro immune disease.
I have seen articles and blogs widely shared and recommended by patient
advocates and organizations which appear on the surface to be factual and
affirmative yet, on close inspection contain misinformation about myalgic
encephalomyelitis (ME) and even include recommendations for harmful
treatments such as graded exercise therapy (GET) and cognitive behavioral
therapy (CBT).
One such example is the September 2017 article (http://bit.ly/2xnmK2A) in
PTinMotion – “The Real Story About Chronic Fatigue Syndrome” by Eric Ries.
Ries tells the story of Nicole Rabanal, a ‘chronic fatigue syndrome’ (CFS)
patient, who is also a physical therapist (pt). Rabanal was a previous skeptic of
CFS which she believed to be a catch all term used when medical practitioners did
not know what is wrong with a patient. But, when she, herself, became sick in
2014 – suddenly feeling like she was “hit by a truck” and eventually receiving an
official diagnosis of CFS – she becomes a believer and understands that this is a
real organic disease.
Rabanal, having worked as a physical therapist for 25 years uses her pt skills to
treat herself and then other CFS patients as well. She demonstrates the
importance of listening and understanding the signs of when one is pushing
beyond their limit and recommends appropriate exercise and stretching routines
to avoid harmful effects.
Rabanal explains that due to her disease she can only work two hours at a time
with modifications, “I sit a lot, and lean or move to help manage my orthostatic
intolerance—which does not allow me to stand still, unsupported, for more than 5
minutes.” These physical adaptations and pacing is a lesson for every patient
dealing with this disease because overdoing it has damaging, at times permanent,
consequences.
But, Rabanal continues with damaging advice to other physical therapists. Her
message about recognizing and assigning patients a CFS label using a simple list
of symptoms taken from the IOM criteria has dire consequences. She doesn’t
recommend that PTs send patients who they suspect of suffering from the disease
to a specialist for a full work-up with tests to exclude possible differential
diagnoses, to enable a proper diagnosis.
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This has been one of the many reasons why so many in the ME community are
opposed to the use of the IOM diagnostic criteria. HHS charged an IOM panel to
create yet another government sponsored definition of the disease with a simple
checklist of a few symptoms and no exclusions. This will cause a major
overdiagnosis and will further murky the waters of what this disease truly is. That
is why ME advocates and ME organizations prefer and recommend the
International Consensus Criteria (ICC) (http://bit.ly/2bSXrKO) which were
created by ME experts for diagnostic and research purposes.
The piece continues its decline when the author contacts other PTs and quotes
their views about CFS and how PT’s should treat them. Although the report warns
of PACE’s pitfalls recommending GET and cognitive behavior therapy (CBT), it goes
on to recommend both of these (first in hidden than in overt forms).
.. “the last piece is to get patients into longer-duration activities by way of
gradually building on anaerobic (http://bit.ly/2i3H6rg) training—while
recognizing that the prognosis for full functional recovery is very guarded
and limited.”
“When an individual gets that super-malaise from exertion, that can foster
kinesiophobia, or fear of movement,” . “If you can empower the patient to
find movements that don’t trigger that, while correlating to patientidentified problems and impairments that you’ve noted, your therapeutic
alliance with that patient improves, along with the prognosis“.
The article goes on to portray CFS patients as ‘depressed’ and ’emotionally
charged’ (these are common code words used by psych lobby in an attempt
to highjack organic disease)
“Ninety percent of our patients with chronic fatigue syndrome start crying
during this process (the interview), simply because we’re spending time with
them, taking them seriously, and demonstrating that we care about them
as human beings.“
“You almost need to be part psychologist, to ensure that they get the most
out of their treatment sessions.”
“While her husband and kids were eating dinner, she was crying in bed by
herself,”
The resource section at the bottom of the article reveals serious and damaging
lies about the disease, including strong endorsements for harmful treatments that
may cause permanent damage as well as death to ME patients!
Physical Therapist’s Guide to Chronic Fatigue Syndrome (http://bit.ly/1pbhJFC)–
This guide promotes exercise for CFS patients. There are no proper scientific
studies proving that exercise is beneficial to ME patients. Moreover, science, as
well as patient testimonies, have shown exercise to be harmful to patients
suffering from ME
Mayo Clinic – on CFS (http://mayocl.in/2dJzZ7Y)– This site is full of outdated
information and still features the faulty CDC Fukuda Criteria. For treatments, they
recommend antidepressants, GET and CBT!
“Exercise As Treatment
(http://bit.ly/1pbhJFC)

for
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Patients

with

Chronic

Fatigue

Syndrome”

This is a Cochrane review with the following author’s conclusion:
“Patients with CFS may generally benefit and feel less fatigued following exercise
therapy, and no evidence suggests that exercise therapy may worsen outcomes.
A positive effect with respect to sleep, physical function and self-perceived general
health has been observed, but no conclusions for the outcomes of pain, quality of
life, anxiety, depression, drop-out rate and health service resources were possible.
The effectiveness of exercise therapy seems greater than that of pacing but similar
to that of CBT. Randomised trials with low risk of bias are needed to investigate
the type, duration and intensity of the most beneficial exercise intervention.”
There are so many articles, blogs, and papers which spread inaccuracies and
misconceptions of the disease. They have caused great harm to ME patients and
have given fodder to those who want to spread the lies that this is an imaginary
syndrome trumped up by emotionally charged women. As advocates, we need to
weed out those that will perpetuate this harm and only promote those that are
factual

Gabby Klein
http://bit.ly/2xXGtKm
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The Vampire’s Gang Of Maladies
My work as a writer, editor and illustrator for major institutions, and in freelance,
has been a source of great energy and happiness to me. As an athlete at statelevel competition, a volunteer in the schools and in my communities, and an active
parent, I always lived fully. Then I got M.E.
I’d earned a master’s degree in literature from one of the best and toughest
schools in the country. I had written for publication for institutions for years, and
was on my way to a fourth advanced degree. I received an award in my city for
writing which exposed an environmental disaster, bringing in Superfund money
(federal funding for decades, if needed, to repair the damage) early in my career.
I had a child I loved and believed I could still love dearly forever; I trusted life. In
my mid-40s I was beating everyone in the pool. Activity was my fun, and it gave
me pride. I even took it for granted. Then I almost died.
But I am back again. I’ve largely recovered from M.E. I begin to tell this story
here because at one point a doctor tried to “cure” me with CBT (Cognitive
Behaviour Therapy). The inspiration offered by survivors' efforts, like Jennifer
Brea's film Unrest, comes from tremendous strength, and it draws me forward
out of fatigue, pain, intense loneliness, shame, awkwardness about my condition,
and the anguish of memory. CBT was the worst of it, it turns out.
No fever ever occurred, but what matters is that I fell down suddenly, in 2004. I
simply couldn’t get up for about three weeks. I got better, and had six normal
months. Three or so weeks of immobility followed, and so on.
Under intense stress at work because I couldn’t think and had no excuse for it, I
began to panic. My friend, a reserved young architect, knocked on my door to ask,
incredulously, “Are you all right?” He knew that I was losing my job with no excuse
except that I wasn’t thinking clearly and couldn’t stand up. I was offered help by
a therapist, “X,” who said he was a very great expert in CBT, and I accepted the
referral to him.
My family didn’t believe me about the symptoms. Alone, eventually, I found myself
in trouble. I was divorced, without my child around since she’d gone off to school.
I couldn’t understand my fatigue. I was lucky to have a few friends who stayed in
touch, and some who helped. I was fearfully worried and in despair, which is not
depression. “X,” the therapist treating me, saw it as laziness.
I lay in bed day and night, never rested. Extreme exhaustion, inflammation in
every part; blank, mentally, and unable to walk outside my front door; inability to
move my limbs; emotionally and spiritually discouraged. Then I couldn’t pay for
Internet; then I couldn’t pay for the phone. During that final endless, horrific
decline, I lost my driver license, and my pets. I began to wonder about the
cognitive behaviour therapist. I was by then just too weak to do anything X
suggested: go out more. Just get work. Do progressive relaxation for alleviating
worries. Move to New York to see about better work options. Excuse me??
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Somehow, when I was in his office, I forgot for a bit about my bleeding feet and
fingers, throat, even eyes, sometimes, and my heart pounding like a steamhammer. I tried to find what beliefs or feelings were holding me back. I was
mortified to be losing so much because I was “lazy.” CBT was just telling me I was
wrong, but never that I was really ill. I fell asleep in X’s office once. I reported
massive losses humbly, apologetically, as if from a ledger in books he was
supposed to audit. I hoped humbly for his forgiveness and possibly his
understanding. He seemed acutely bored with and critical of my situation; and he
sneered.
Why use attitude therapy to work over a person’s serious illness? I knew inside
that something was terribly wrong. And why did he not send me back to the family
physician? How could “feelings” therapy treat near-death exhaustion and
subsequent grief from irretrievably losing everything: health, strength, reputation,
independence, and solvency, then family, work, pets and friends—and ultimately
for me, home? While the concept of CBT is simple--that you will find that there
are maladaptive cognitive and behavioural patterns which the therapist and
patient can always work out together--it only happens through a strong rapport,
built through trust, in appropriate circumstances. All of us have those patterns to
a degree, so I assumed he was doing something very ethical, helpful. I trusted in
him.
Eventually I left, too sick and too sad, reflecting upon his manners, to continue.
But X took over my life to some extent, I'm told. He used contacts and my family
members to benefit himself financially. X is attractive, rather charismatic, drawn
to women for what they can get for him. His manner seems warm and hugely
ambitious for others—but everything he is doing is for himself. My heart is broken
by this person’s cunning, after M.E. damaged so heavily my body, spirit, and bank
accounts. He has raised maybe tens of thousands, possibly even hundreds of
thousands of dollars for his own use.
But I did recover, on my own. I know this: it’s very important that we grasp that
CBT may be the fatally wrong idea in serious medical cases, cannily deployed in
my case by the wrong person. CBT has nothing to do with a therapist’s character.
But trust is a vital part of our humanity, and we know that CFS-ME is a sort of
internal vampire’s gang of maladies. It also allows the unscrupulous therapist to
prey upon our faith from the outside. We pay for that with currency, too. I am
wounded by this practitioner’s professionally accepted deception and seductions.
I hope you will follow me on my journey back to full wellness, which will include
restitution and justice, I trust.

Sarah
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ME Suffereres Being Shamefully
Let Down By Professionals
Last week’s Monday
http://bit.ly/2izMru0

saw

an

amazing

article

in

the

Morning

Star:

Linda Burnip and Denise McKenna from Disabled People Against Cuts spotlight
how people with ME are having their health and welfare harmed by poor research
and misuse of statistics. The spotlights are foremost on the man who’s been at
the root of stigmatisation and mistreatment of all ME-patients worldwide and yet
has been rewarded with a crucial post and being honoured as knight.
Some paragraphs from the article:
“Wessely’s body of work on myalgic encephalomyelitis (also known as chronic
fatigue syndrome), and his conduct in relation to people with ME, make him
resoundingly unfit to lead an inquiry into the Mental Health Act.
“Wessely has consistently promoted the unsubstantiated suggestion that ME is
caused or maintained by patients’ false illness beliefs and abnormal behaviour.
“As a result, the integrity of patients’ experience of this devastating illness been
destroyed as their testimony is deemed unreliable.
“This form of “epistemic injustice” (according to medical ethics scholars Blease
et al) has seen people with ME derided within the medical profession and wider
society for misperceiving, exaggerating, even creating their own illness.
“Wessely continues to defend the notorious Pace trial, a study into CBT and GET
treatment for ME/CFS part-funded by the Department for Work and Pensions and
widely condemned by academics for misuse of statistical methods in order to
produce positive-looking results.
“The Science Media Centre, for which Wessely is a trustee, has played a key role
in promoting misleading information about the Pace trial, and smearing critics.
“All of these activities amount to an abuse of power by Wessely against people
with ME. His thoughts and actions have led to stigma, iatrogenesis and a denial of
their rights to support, all of which have compounded the burden of this illness
immeasurably.”

What more can we add…..
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5. NIH/CDC/HHS
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Precise.ly Chosen As PatientTracking Platform In ME/CFS
Study
Precise.ly, Inc. has been selected to be the patient portal in an NIH-funded, multicenter study focused on the study of myalgic encephalomyelitis/chronic fatigue
syndrome (ME/CFS). The funding, totaling over $40 million, extends over five
years and represents the first major research support for a condition that affects
millions of Americans.The National Institutes of Health has awarded funding to
three ME/CFS Collaborative Research Centers (CRCs) including the Bateman
Horne Center, directed by Lucinda Bateman, M.D. and Suzanne Vernon,
Ph.D., The Jackson Laboratory, led by Derya Unutmaz, M.D., Columbia
University and Cornell.
It’s predicted as many as 2.5 million Americans have ME/CFS, a debilitating
disease characterized by extreme fatigue after exertion that is not relieved by
rest, and other symptoms, including cognitive dysfunction, and muscle and joint
pain."ME/CFS is unique to each person, from what caused their disease to the
array of symptoms. Despite this we’ve put one ‘label’ on it. This has hindered our
ability to diagnose and treat it effectively. We need patients to help us identify
these unique characteristics of ME/CFS. Precise.ly puts patients at the center of
this fundamental first step for a deeper understanding of this disease,” said Dr.
Vernon.
Precise.ly, Inc., a web and mobile-based personal data tracking platform, founded
by Linda Avey who also co-founded the personal genetics company 23andMe,
will be used in the study as the patient portal. It will allow patients to track
symptoms, treatments, diet, etc., according to researcher-designed protocols.
“We won’t achieve truly personalized health strategies without the voices of
patients,” said Avey. “Our mission is to provide a channel for that invaluable
insight.”
In July Precise.ly announced a partnership with Helix, the first online marketplace
for DNA-powered products. Precise.ly’s first app will be focused on ME/CFS.
About Precise.ly
Precise.ly is a personal data tracking and integrating platform, comprised of web
and app-based tools designed to streamline the importing of data from wearables,
genome sequencing, environmental monitors, and the diversity of dynamically
tracked events and activities. Users and researchers can create group tracking
protocols, with consented data-sharing options. Its mission is to help individuals
achieve precision health through personal data.
Source: http://www.prweb.com/releases/2017/10/prweb14763030.htm
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Winners And Losers
The NIH Announcing the Results of
ME/CFS Program Awards entails of
course also that applications for
grants were not assigned, like the
one submitted by Ron Davis.
To express his disappointment his
wife Janet Defoe wrote on his
behalf
Statement from Ron Davis
Ron says: “Our grant had a number
of senior scientists at Stanford,
including myself, Mark Davis a
world renowned immunologist, Mike
Snyder, Chair of Stanford Genetics
dept, ranked the best genetics
department in the world, and expert
in big “omics” data, Craig Heller, a
world expert in exercise physiology
and fatigue, William Robinson MD,
expert in autoimmune and Lyme’s
disease, Lars Steinmetz, an expert
in
complex
genetics
and
mitochondria, as well as scientists
from other universities, including,
Robert Naviaux, USCD, world renowned expert in metabolomics and
mitochondria physiology, Curt Scharfe, Yale Univ, expert in mitochondrial
genetics, Wenzhong Xiao, Harvard, expert in bioinformatics and big data
analysis, Robert Phair, CEO of Integrated Biioinformatics, Inc, which models
complex biochemical pathways, Lucinda Bateman, of the Bateman-Horne
Center, one of the foremost ME/CFS experts in the country, and Susan Levine,
another well-known ME/CFS physician.
One of the major complaints was that I had no publications on ME/CFS. One of
the criteria of this RFA was to bring new people into the field, which is impossible
if reviewers exclude investigators without prior publications. The team I put
together would be phenomenal for this field. All of us have experience and a
myriad of publications that are directly relevant to the study of ME/CFS.
The review complained that our institutional environment was “mediocre”. The
Stanford office that reviews all Stanford grants told me that they had never seen
a Stanford rating anywhere close to that low in their entire history. It’s absurd to
think that Stanford is not an excellent institutional environment.
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They argued that my involvement with OMF constituted a conflict of interest. In
fact, our interests are aligned, not in conflict! This is mystifying given the fact that
the RFA required applicants to work with an NGO.
They didn’t like our nano needle instrument. They said it’s probably only
measuring cytokines, but there’s no data for that. They said it wasn’t certified as
government-approved for medical use with patients. This was mystifying because
one of the aims of the grant was to develop the nano needle for medical use!
They complained that Janet was part of the community outreach part of the grant
because she is my wife.
They said I had a conflict of interest because my son has ME/CFS.
They didn’t like it that I had put out videos with preliminary results and ideas to
the patients on PR and elsewhere because it was unpublished and not peerreviewed.
There were a number of other criticisms that were mostly about scientific issues,
that were mostly wrong. For example, we were proposing to use IPS cells, which
they said wasn’t validated, but in fact, it’s used extensively and it’s being used in
the NIH Intramural study!
This is not a complete list, but I think you can get the picture from these examples.
We of course will continue to write grants until NIH funds us (we are submitting
an R01 grant on Oct 5), and we will continue to actively work with OMF to raise
private donations, but this is definitely a big setback. I was especially sad on
Monday when Whitney was communicating with us on ativan and he cried in pure
anguish, knowing that we can’t help him as fast as I’d like to.

Source: Janet Defoe on Phoenix Rising http://bit.ly/2xfFiBM
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NIH
Announces
Results
ME/CFS Program Awards

Of

The National Institutes of Health (NIH) announced today the outcome of its
ME/CFS (myalgic encephalomyelitis/chronic fatigue syndrome) competitive
consortium grants, marking an unprecedented and tangible commitment from the
federal agency to the disease. The NIH announced four recipient teams; one Data
Management Coordination Center (DMCC) and three Collaborative Research
Centers (CRCs).
The team selected to lead the development of the Data Management Coordination
Center (DMCC) will serve as the keystone to centralize, share and standardize the
data of the ME/CFS Collaborative Research Centers.
Dr. Rick Williams (RTI International) in partnership with Dr. Peter Rowe
(Johns Hopkins School of Medicine (JHSM)) and Dr. Zaher Nahle (SMCI).
The three teams selected to lead the development of the Collaborative Research
Centers (CRCs) represent an incredible breadth and depth of expertise from
prestigious institutions.
Dr. Ian Lipkin (Columbia University) and team, with SMCI as collaborator
Dr. Maureen Hanson (Cornell University) and team, with SMCI as a
collaborator
Dr. Derya Unutmaz (the Jackson Laboratory for Genomic Medicine (JAX) )
and team.
Since the funding announcement was released in January, the ME/CFS community
has waited anxiously to hear the results for this new era of ME/CFS research. The
response to the NIH grant solicitations was strong, attracting high caliber
applicants. These submissions included expertise in immunity, inflammation,
neuroendocrine biology, bioenergetics, epidemiology, biostatistics, clinical care,
and clinical management, some of whom were applying their talent for the first
time in the ME/CFS field.

Source: #MEAction http://bit.ly/2z1AkgA
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CDC's Website Revision Is No
Reason For Celebration
This blog was written in collaboration with Gabby Klein
The Centers for Disease Control and Prevention (CDC) updated their website for
‘ME/CFS’ on July 3, 2017. The revision was based on information provided by a
stakeholders' working group and was decided upon by a steering committee of
government people. The changes were based on the 2015 IOM Report which was
sponsored and guided by the Health and Human Services (HHS). MEadvocacy.org
and ME advocates continue to advocate for criteria created by ME experts such as
the International Consensus Criteria (http://bit.ly/2h7U6w5) (ICC) and warn the
community against the dangers of CDC's blanket adoption of the overly broad and
untested IOM criteria. Additionally, upon review of the revised website, we have
uncovered many other weaknesses which are listed below.
MEadvocacy was aware of the risks in using the new IOM criteria, which are just
another government production of a vague fatigue definition. We, therefore, opted
out (http://bit.ly/2gHbFWX) of Dr. Unger 's invitation in January 2016 to
participate in their Technical Development Workgroup (TDW) to provide input for
the upgrading of CDC's website and provide information for their medical
educational materials. In our communications with Dr. Unger, it was made clear
that only material from the IOM report would be considered in this update.
MEadvocacy told Dr. Unger we would only participate if material from the
Canadian Consensus Criteria (http://bit.ly/2z54AXX) (CCC) and ICC would be
used.
Problems With the IOM Criteria
The IOM committee clarified in their 2015 report (http://bit.ly/2y3VoCI) that the
disease they were defining was not the neuroimmune disease myalgic
encephalomyelitis (ME) but, another “disorder”. They wrote: “. and that the name
“myalgic encephalomyelitis” does not accurately describe the major features of
the disease. In their place, the committee proposes “systemic exertion intolerance
disease” as a name that better captures the full scope of this disorder.”
Additionally, Dr. Leonard Jason's - "Patients Battle for Justice"
(http://bit.ly/2zD2Pgv) found that the IOM diagnosis, in reality, is not any
particular disease, let alone ME. Dr. Jason stated: “The IOM also released a new
case definition to replace CFS, and our published work now suggests that these
new criteria would almost triple the prior CFS prevalence rate, and this is in part
due to the inclusion of individuals who formerly had been excluded. Unwittingly,
this inadvertent action accomplished much of what Bill Reeves and the CDC had
attempted to do a decade ago when they proposed an ill-fated expansion of the
case definition.”
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In this paper, (http://bit.ly/2i41Cbe) Frank Twisk demonstrates the
shortcomings of the SEID (IOM) criteria. Frank explains the problem with the
parameters of the literature the IOM panel was charged to review by HHS. It was
mostly based on studies using CFS criteria. It is not surprising then that their
result is a definition of CFS - not ME. Additionally, like the previous CDC criteria,
the IOM definition is based on the vague, subjective symptom of "fatigue."
Frank states that this new definition will include many who do not suffer from ME:
He wrote: "Patients with any of the following conditions will all meet the criteria
for a diagnosis of SEID: postural orthostatic tachycardia syndrome, chronic heart
failure, chronic obstructive pulmonary disease, mitochondrial diseases, Addison's
disease, fibromyalgia, and depression."
The IOM criteria do not demand any immune symptoms in their core symptoms
list and only cite one neurological symptom as a choice of 2. How can you define
a neuroimmune disease with no symptoms of neurological or immunological
dysregulation? Because there are no exclusions listed, many people suffering from
medical or psychiatric diseases with similar symptoms will be diagnosed with the
disease. There are no recommendations for specific testing to confirm a diagnosis.
It might be true that we presently do not have one specific biomarker for
diagnosing ME (2-day CPET testing is not feasible for many patients), but there
are tests which in tandem with identified symptoms can help confirm a firm
diagnosis (see a list of tests below).
Many Weaknesses with the CDC Website Revision
Laundering CDC information through the IOM: Epidemiology figures, data
about % diagnosed and data about economic burdens are all CDC data yet CDC
attributes them to the IOM report. The IOM report is based on a literature review
of existing data and studies (of which most ME research based on the CCC and
ICC were excluded). The IOM panel did not do any of their own investigations,
and the figures listed on the CDC website are original CDC data.
Whitewashing the severity of the disease: The website states - “People with
ME/CFS are not able to function the same way they did before they became ill.” In
actuality, more than half the patients are unable to work at all, and 25% are
bedbound. They make it sound like it’s just a mild annoyance!
Deflecting responsibility for medical negligence: They blame problems with
diagnosis and inadequate medical care on several factors like the lack of medical
education yet do not admit that it has been their decades-long disrespect,
injustice, and malfeasance which have adversely impacted progress with this
disease.
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Ignoring current medical scientific studies: The CDC falsely state that there
are no laboratory tests, yet the ICC lists many. Here are some of them:
NK cell function test (low)
Cytokine Panel (distinct increased inflammatory cytokines)
Elevated oxidative stress markers (worsened by exertion),
2-day CPET (abnormalities - worsening on the second day)
Pathogens (abnormalities in EBV, CMV, hhv6, enterovirus, chlamydia
pneumonia, parvovirus b19, mycoplasma, Borrelia, 37 kDa 2-5A RNase L
immunoassay)
Spect scan with contrast (lowered cortical/cerebellar blood flow)
Intestinal bacteria (increased d-lactic acid)
Tilt table test (to confirm OI)
ATP profile (lowered ATP production)
QEEG (abnormalities in left frontal region, elevated theta and beta
frequencies)
No recommendations for differential diagnostic tests: Such as the ones
recommended in the ICC:
Infectious disorders: TB, AIDS, Lyme, chronic hepatitis, endocrine gland
infections
Neurological disorders: MS, myasthenia gravis, B12;
Autoimmune disorders: polymyositis & polymyalgia rheumatica,
rheumatoid arthritis
Endocrine disorders: Addison’s, hypo & hyperthyroidism, Cushing’s
Syndrome; cancers
Anemias: iron deficiency, B12 [megaloblastic]; diabetes mellitus; poisons.
Misrepresenting symptom of PEM: CDC does not mention an important feature
of PEM - a delayed reaction. The ICC describes PENE (post-exertional
neuroimmune exhaustion): a pathological, low threshold of fatigability • postexertional exhaustion & symptom flare - immediate or delayed, & not relieved by
rest • prolonged recovery period. The ICC goes further and explains - Fatigue and
pain are part of the body’s global protection response and are indispensable bio
alarms that alert patients to modify their activities to prevent further damage.
Oversimplifying the definition of a complex disease: HHS’ charge to the IOM
committee in creating another government-sponsored definition was to come up
with simple criteria that any medical professional can use to diagnose patients.
ME is a multi-system complex disease - similar to lupus in its complexity. The
resulting IOM definition with its simple checklist of 3 core symptoms and 1 more
of 2 choices, fails in distinguishing ME patients from other psychological and
physical diseases. (as shown above)
Recommending yoga and tai chi: The CDC cites yoga and tai chi among
complementary therapies. These movement therapies should not be
recommended for ME patients. They might be relaxing for healthy people but, for
ME patients who suffer from OI, POTS, and vertigo - these movements can be too
rough and may induce a crash. Most patients with ME have difficulty standing
and/or lifting their arms up. A quarter of ME patients can’t even get out of bed!
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On which scientific studies is the CDC relying on upon making these
recommendations?
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Refusing to recommend resting: Dr. Melvin Ramsay, in his publication,
”Myalgic Encephalomyelitis: A Baffling Syndrome With a Tragic Aftermath”, wrote
(http://bit.ly/2ixtNmu): “those patients who are given a period of enforced rest
from the onset have the best prognosis.” ME patient experiences and accounts
have confirmed that rest and pacing are the best way to avoid crashing and to
prevent possible permanent harm.
Being vague about the
injury caused by activity:
"ME/CFS may get worse after
people with the illness try to do
as much as they want or need
to do.” As ME patients know
very well, it is not a matter of
“may” - it is a certainty!
Omitting qualification of
core symptoms: the CDC
website does not qualify the
intensity
and
frequency
demanded
in
the
core
symptoms for diagnosis. These
symptoms, if only experienced
occasionally and mildly, are
common.
Linking
to
harmful
treatments: The information
to
Healthcare
Providers
sections includes a link to The
Alberta, Canada Guidelines
(http://bit.ly/1qrD91y) which
recommend graded exercise
therapy (GET) and CBT* as a
treatment. [*Edit 4:30 pm est
12/28/17 "and CBT"]
Dangerous Information Provided Through Links
CDC took over a year to work on revising the website with the help of a
stakeholders’ working group and a steering committee. It is therefore alarming to
see that it contains links to dangerous and outdated information.
The CDC website resources provide a link to NIH Director’s Blog: Moving Toward
Answers in ME/CFS, March 2017. (http://bit.ly/2nZNJfg) Dr. Collins blog links to
Medline (http://bit.ly/2y2Ga18) where the following information about ME/CFS is
posted for medical professionals.
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Study (http://bit.ly/2y2leHD ) recommending exercise, stating the
following: “Patients with CFS may generally benefit and feel less fatigued
following exercise therapy, and no evidence suggests that exercise
therapy may worsen outcomes.”
Study (http://bit.ly/2i4i1wn) recommending CBT: “CBT is effective in
reducing fatigue severity in QFS patients” (qfs = cfs patients with q
fever).
Study (http://bit.ly/2z61HG5) recommending live CBT as opposed to via
telephone. The authors state: “However, only the live format was
associated with physical symptom improvements, with specific effects on
post-exertional malaise, chills, fever, and restful sleep.”
Study (http://bit.ly/2yOSpgE) on Fear of Movement and Avoidance: “The
review revealed that fear of movement and avoidance behavior toward
physical activity is highly prevalent in both CFS and FM population, and
is related to various clinical characteristics of CFS and FM, including
symptom severity and self-reported quality of life and disability. “
The Medline children’s section links to Chronic Fatigue Syndrome (For
Parents)
(http://bit.ly/2gHVxVc)
(Nemours
Foundation).
They
recommend “regular, carefully planned exercise, which helps by
providing healing movement, increased energy, and feelings of wellbeing” and “studies have found that individuals with the best chance for
improvement are those who remain as active as possible..”
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Some Strengths with Revision
Warning about antidepressants: The CDC listened to stakeholders’ input and
added a warning about the adverse effects of the use of antidepressants in
patients. They write: “However, doctors should use caution in prescribing these
medications. Some drugs used to treat depression have other effects that might
worsen other ME/CFS symptoms and cause side effects.”
Removing recommendation for GET: The CDC finally, after decades of
recommending the harmful graded exercise therapy as a treatment, have silently
removed it from their main website, but it remains as a listed treatment in the
links to the physician materials. They did not make a public comment about the
dangers of “exercise” or “pushing through” or “increasing activities” for 'ME/CFS'
patients. They removed GET from the main website but, as cited above, many
links to recommendations to exercise still remain. Also, what is really needed is a
warning, as they have done with antidepressants, that exercise may be harmful
to patients. Not only will it cause crashing but in some cases, it may cause long
term impairment.
Removing recommendation for CBT: The CDC replaced cognitive behavior
therapy, which could mean therapy that tells patients to ignore their illness and
limitations -with the sensible: “Talking with a therapist to help find strategies to
cope with the illness and its impact on daily life and relationships.”
In Conclusion
The CDC website revision has incorporated the untested IOM/SEID criteria which
are not ME criteria. Many other issues remain on the website which we outlined
above; therefore, we strongly disagree with other advocates in the community
who have called the changes to the CDC website as progress for people with ME. It
is just more of the same deceptive tactics that have plagued the field for the last
30 years. The new CDC website is not about ME, but rather about a redefined,
less accurate version of CFS that the CDC is now calling "ME/CFS."

Resources:
Myalgic
Encephalomyelitis
http://bit.ly/2xZ5F2d
International Consensus
http://bit.ly/1BMvvMZ

International

Primer

for

Medical

Consensus
Practitioners

Criteria

(ICC)

(ICC

primer)

Questionnaire for ICC diagnosis
http://bit.ly/2gsuEhM
Analysis of IOM criteria + CFSAC recommendations and comparison to CCC
http://bit.ly/2yMLkwF

Source: http://bit.ly/2k6nsiu
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6. Dutch Citizen Initiative
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Hand-in Of Petition “ME Isn’t
MUPS”
Hand-in of petition “ME isn’t MUPS” to the Dutch Health Council of the Ministry of
Public Health in The Hague, September 18th, 15:40-16:10 - a preliminary report.
NB Although officially the petition and signatures have been handed over to the
Dutch Health Council it still can be signed to create more momentum
http://bit.ly/2e2Nsq7
For the last 18 months, we’ve been regularly promoting the petition “ME isn’t
MUPS” against the constitution of a ME/CFS committee of the Dutch Health
Council.
On Monday, September 18th, the 10.400 collected signatures (of which perhaps
yours) were handed in to the chairman of the Health Council, Professor Pim van
Gool.
Those present were: Rob Arnoldus (delegation leader of the “ME isn’t MUPS”
project group), Dr. Nico Vink (father of a severely ill ME patient and (family) GP
Mark Vink), Wim and Truus Geuijen (parents of the late Ingeborg, who
passed away as a result of ME on August 26 2015), Nico de Neeling (secretary
of the Health Council’s ME/CFS committee), Professor Pim van Gool, chairman
of the Health Council, Rob Wijbenga (one of two ME/CFS committee members
as a patients’ representative)
Rob Arnoldus opens up with a short summary of the letter written by the “ME
isn’t MUPS” project group and accentuates the vast unrest among patients about
the constitution of the ME/CFS committee and their to-be-predicted result of the
advice trajectory. The Council’s previous advice from 2005 was largely shaped by
the input and influence of representatives of the BPS/MUPS school of thought
regarding ME (actually CF(S)). The current trajectory is at risk of this happening
once again. “It seems we’re dealing with a medical scandal”. Rob also spoke about
the ratio of scarcely administered treatments to the total number of patients.
Patients hope for the definitive advice of this committee to make a stark
improvement to their position.
Next, he hands in the printed-out signatures and the enclosed relevant files,
comprised of messages of support and testimonies about (the severity of) ME to
Prof. Van Gool.
Prof. Van Gool acknowledges that the Health Council is primarily aimed at
attaining results through advice reports. Given the fact that this committee,
despite delay, will release their definitive advice at the end of this year/starting
2018, he doesn’t see much potential in adjusting the committee board, because
otherwise the entire trajectory would have to be started all over again. He thinks
the composition of the committee has been completed through much diligence.
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Dr. Nico Vink slowly and thoroughly reads his own summarized version of his
son Mark Vink’s letter to the Health Council, in which he scrutinizes the CGT and
GET treatments and points out the lack of special attention in the PACE trial/Dutch
FITNET trial, both in which ‘recovery’ had been defined retroactively, resulting in
severely ill ME patients being viewed as ‘recovered’. “Studies using objective
measurements instead of subjective ones repeatedly demonstrate that CGT and
GET do not objectively lead to alleviation.” Both the CDC and the AHQR have
removed CGT and GET from their list of recommended therapies to treat ME.
The umbrella term ‘MUPS’ (medically unexplainable physical symptoms) which
people are trying to apply to ME, is in diametrical opposition to both the
physiological findings pertaining to ME and the logic behind the term itself. After
all, you can only determine that “something is medically insufficiently explainable
or unexplainable if everything can be explained, which isn’t the case.”
The letter ends with an open invitation to both Professor Van Gool and
Professor Kramer (chairman of the HC’s ME/CFS committee) for a personal visit
to bear witness to how he has to spend his bedridden days in the dark due to
oversensitivity to light and sound, and to form a dialogue.
Mrs. Truus Geuijen repeatedly nods as she recognizes the road of suffering she
and her husband Wim have had to cross when dealing with the problems
documented by their late daughter Ingeborg, who passed away due to ME. Van
Gool notices how it must have been a very rough period of time for them.
Dr. Nico Vink holds an intriguing speech which core value is how science doesn’t
just consist of establishing truths, but equally of establishing what isn’t true.
Otherwise it wouldn’t be refined and integral science. Here, he naturally refers to
the contents of his son’s letter, which also criticizes the scientific credibility of the
PACE trial and other BPS/MUPS studies.
Prof. Van Gool notices that the scientific credibility of the members of the ME/CFS
committee don’t have to be questioned.
To finalize, it is addressed what the Health Council is actually planning to do with
this petition. After all, it depleted the energy of thousands of ill people, energy
they barely have any of, simply by signing. Prof. Van Gool enters dialogue with
Mr. de Neeling, who states this will be addressed by the committee. To answer
the question how and when patients will be able to trace this back, Van Gool
retorts that it might appear in the textual section of the definitive advice (thinking
of the report by the committee’s trajectory), but that this recent proposal to the
Council is still pending.
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Cartoon Djanko
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7. Grassroot
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Something I Wish To Tell The
Readers
As Their Death Bears Fruit… (See also: http://bit.ly/2wcg7DM)
These two Dutch petitions can still be signed:
ME isn’t MUPS http://bit.ly/22r5cKN
Recognize ME as a Biomedical Disease https://deziekteme.petities.nl/
Rob Wijbenga’s wife, Karen, perished as a result of ME in 2010 at the age of
48. After a gut-wrenching life of suffering, she finally earned her well-deserved
rest. Her death evoked many responses. Rob decided to make a personal
commitment to the acknowledgement of ME. At the start of November, ME Central
published an extensive interview with Rob in which he overtly speaks about his
life and Karen’s suffering.
Worldwide Network
Thanks to his relentless dedication, always with a personal touch, the ME/CFS
association among others began to form. Besides that, Rob constructed a
worldwide network of physicians and others willing to combat ME. He currently
devotes himself entirely to ME through ME Central, the international digital
magazine ‘The ME Global Chronicle’, and his membership of the ME/CFS
committee.
Patients’ Representative
On March 25th 2016, the chairman of the (Dutch)Health Council installed the
ME/CFS committee. This committee is tasked with providing insight about the
contemporary state of science and research regarding myalgic encephalomyelitis
(ME) by request of the Dutch Parliament.
Rob Wijbenga has entered into the committee by request as one of two patients’
representatives. If there’s anyone who can speak about the consequences of ME,
it’s him. In accordance with current plans, the advice will be published at the start
of 2018.
Rob:”Something I wish to tell the readers: Inform yourselves
Keep being informed about your illness for as long as you possibly can. Don’t
neglect yourself by pretending it’s less severe than it actually is. That’s adding
insult to injury caused by the dominating grip of this illness. ME can be fatal, just
like MS and AIDS.”
“Think of the most severely ill. Count your lucky stars if your still able to access
the Internet and have digital contacts. Somewhere in the Netherlands and
elsewhere in the world are Lord knows how many people like Karen, without any
source of information, capitulated to the random incompetence of most doctors.”
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“Let your voices be heard. Contribute in any way, no matter how small, to
change this. Even if it’s only giving a like to this Facebook page or a comment
thereon. Notice the world of your presence, even if it’s only a modicum.”
“Bear fruit. Yours will contribute to patient advocacy. Contribute to the fruit
whose death of those already passed away hopefully bears. Which are already
leaving behind traces.”

Els Pieters
Translation Jelle Bouwhuis
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#TimeforUnrest
Global Impact Petition
To: Health authorities around the world
The #TimeforUnrest Global Impact Petition http://bit.ly/2g8ucLF
We call on every government in the world to formally recognize ME and sufficiently
fund research at the levels needed to treat and, ultimately, find a cure.
Why is this important?
Myalgic encephalomyelitis (ME), also known as Chronic Fatigue Syndrome, is a
systemic neuroimmune condition that causes dysregulation of both the immune
system and the nervous system. The effects of ME are devastating enough to
leave 25% of patients housebound or bedbound. An estimated 15-30 million
people around the world are suffering from ME. Approximately 75-85% of them
are women and 80-90% of them are undiagnosed. (Estimates vary depending on
the diagnostic criteria used.)
The human cost of the current medical and policy neglect is tremendous. At the
“mild” end of the spectrum, patients who still work may lose 50 percent of their
previous function. Others are forced to abandon careers they loved - and the
ability to support themselves and their families. Twenty-five percent of patients
are shuttered in their homes or trapped in bed. At the most severe end of the
spectrum, patients may live the rest of their lives in darkened rooms, unable to
tolerate light, sound, or human touch. Only 4-8 percent fully recover.
ME medical costs and lost productivity result in an estimated US $20 million each
year. In the US and the UK, there have been numerous cases of children being
taken away from their parents and placed in foster care. In Europe, some severely
ill patients have been forcibly institutionalized. ME is severely underfunded by
governments across the globe. In the U.S., the National Institutes of Health funds
ME at only $5 million annually. Comparable diseases, like TB and MS, are funded
at 50-times that level, or $250 million annually.
Within the UK, MA but has received 20 times the funding as ME.
In Canada, where 1.9% of the Canadian population have been diagnosed with
ME, funding for ME patients averages around 11 cents per patient.
Funding allocated to "CFS" in Australia is approximately AUD 110,000 per year.
footnote: A TCR submission is under consideration, and a decision expected in
the next few months
That is why we call on every government in the world to formally recognize ME
and sufficiently fund research at the levels needed to treat and, ultimately, find a
cure.
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Walk For ME
Welcome to Walk for ME 2017, and to our 5th consecutive year of fundraising!
The original idea behind Walk for ME was that friends and family of an ME sufferer
did a sponsored walk on their behalf, hence the name. Since then, supporters
have chosen several other activities too, in their quest to help us raise money for
biomedical research.
Walk for ME has had walkers, runners and swimmers across England, Scotland,
Wales, Ireland and the Isle of Man as well as in France, Spain, Malaysia, New
Zealand and on both coasts of America. So far we have raised over £73,000
including gift aid. Every penny of which goes towards the search for a cure.
Wherever you are, we hope you'll become involved this year! The Facebook event
may only be able to run for two weeks, but you can add to our grand total any
time next year.
We also hope this will be a fun event even though it is poignant. The whole idea
is that a friend or family member is doing something that their loved one would
love to be able to do but can't because of their illness.
Walk for ME 2017 is again supporting Invest in ME and ME Research UK. Please
visit our website for more information at http://www.walkforme.co.uk.
If you would like to join the Walk for ME team (and we really hope you will!) you
need to follow these steps. They may look complicated but they are actually quite
quick once you get started:
Go to http://www.justgiving.com and click on "make your page"
Either log in to your justgiving account or click "No - I'm new" to set one up
Search for the ME charity you wish to support. (invest in ME or ME Research
UK)
Click on personal challenge and follow the online steps
Choose your justgiving web address
Click on "create your page"
Personalise your page. You can say who you are walking for and why you
are walking
Then go to http://www.justgiving.com/teams/walkforme2017 scroll down
and click on "Join the team"
Select your fundraising page to add it to our team!
You can then send your own justgiving address to friends to raise
sponsorship.
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Any target you set on your own page will automatically add to the team target.
If you have any difficulties you can contact the justgiving support team on 0845
078 2063 or email the Walk for ME team at theteam@walkforme.co.uk.
Feel free to also message one of us on Facebook if you get into a pickle.
We look forward to you joining us and getting involved! Especially during our half
decade year.

Love, Luke Remnant, Sarah-Louise Jordan and Ian McPhee
Link: https://www.facebook.com/events/223650654748426/
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News From The SMCI
Coming Soon: ME/CFS Patient Registry
SMCI is in the final stages of creating a state-of-the-art patient registry platform.
This will be an important tool to aid in collaboration and data exchange between
various organizations and groups. It is vital to advancing the scientific
understanding of ME/CFS and will produce tangible benefits for the ME/CFS
community.
The intent of SMCI’s Platform for Engaging Everyone Responsibly (PEER) registry
is equipped to incorporate electronic health records and holds the power to create
a more comprehensive patient history over time.
This project was made possible by a grant from the Robert Wood Johnson
Foundation White Label PEER project, an innovative, patient-centered research
network. This competitive grant program is managed by Genetic Alliance, a
leading advocacy organization committed to transforming health through
genetics, promoting novel partnerships, and improving access to information to
enable translational research.
We are grateful for all of this support as it further establishes our commitment to
connecting patients with researchers and expediting the discovery process for
ME/CFS.
SMCI Launches Two New Research Programs
SMCI and our partners are initiating a new ME/CFS Research Fund at Brigham and
Women’s Hospital (BWH) in Boston, MA. The establishment of this fund supports
the continuation of Dr. David Systrom’s ME/CFS research.
Dr. Systrom is a pulmonologist, with a state-of-the-art clinical cardiopulmonary
lab. This collaboration is working to create a program to sample and measure
blood from multiple parts of the body, at varying points of exercise. This research
and data will hopefully uncover the molecular basis of exercise intolerance in
people with ME/CFS for the first time.
When completed, this work will further our understanding of the autonomic,
peripheral neuropathy, and cardiovascular features of ME/CFS. In other words,
this research focuses on the involuntary nervous system, nerve pain in the hands
and feet, and the heart and blood vessels.
SMCI also recently with the prestigious Memorial Sloan Kettering Cancer Center
(MSKCC) in New York City. The collaboration between the MSKCC scientist team
and SMCI will investigate the biology of ME/CFS with Dr. Ralph Garippa, an
expert in drug screening analysis and target validation.

38 Back to Table Of Contents

Dr. Garippa is the Director of the Gene Editing & Screening (GES) Core Facility
at The Sloan Kettering Institute (SKI) and the MSKCC.
The work at MSKCC will focus on improvements to patient care, broadly involving
drug screening and functional genomics (gene and protein function). These
studies will use ME/CFS patient samples to examine potential treatment targets,
possibly uncover biomarkers, and generate information about the molecular basis
of ME/CFS.
Using ME/CFS immune cells specifically, we hope this work will identify targets for
future myalgic encephalomyelitis/chronic fatigue syndrome treatments.
Our objective is also to isolate, evaluate, and validate potential biomarkers for
ME/CFS using large-scale genetic screening and big data.

Submitted by Emily Taylor
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Marathon Mike
13 Done!
Sorry for the late post, had a busy old
day.
I got round in 4.01 today, bit too hot for
a PB and after 900 miles this year it was
probably a tough ask. Happy in any
case, beautiful course and an amazing
stadium finish.
I got to meet Celine, Diewertje and
Anil today. So happy about that,
they've all been incredible supporters. I
got a card signed by lots of ME patients
in the Netherlands too ❤
Anil has severe M.E and I was only his
second visitor this year, so great to
spend some brief time with him.
Thanks to Frans for this.

Flight home now, amazing 36hrs. Thanks all for the messages.
http://www.justgiving.com/mikeseumarathons

Read more in News From The Netherlands.
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News From The OMF
Triple Giving Tuesday Until November 28, 2017
We are thrilled to announce we will once again celebrate
#GivingTuesday as Triple Giving Tuesday. Jack and Dilla
Cosgrove and Family have generously pledged up to $100,000
to triple your support for research.
If you give $250, the Cosgrove family
will match $750 and your gift will be
worth $1,000. WOW!
We are tremendously grateful to the
Cosgrove Family and encourage you
to donate to our Triple Giving Tuesday
campaign. The campaign will begin on
Tuesday, October 17 and will continue
through Tuesday, November 28.
(Photo
Jack
Cosgrove,
Dilla
Cosgrove, Jill Von Ebers, Chris
Quinn, Linda Tannenbaum)
International Giving Tuesday has
become the single largest day of
philanthropy around the world. OMF
will once
again
celebrate
this
international movement as #TripleTuesdayOMF #GivingMEday #UnselfieME

OMF Strengthens International Ties
The End ME/CFS Worldwide Tour has built many new international alliances. We
are thrilled to share that with the help of a team of over 30 volunteer translators,
OMF will soon be sharing our news and newsletters in the following languages.

We have added a new translation section on our website (http://bit.ly/2zPq87U)
to make these easy to find and share. We invite you to share them with your
family and friends around the world.

Source: October 2017 Newsletter of the Open Medicine Foundation
http://bit.ly/2y1eERE
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Making sense of life with illness
“... just to be able to stop and, instead of catastrophizing what might happen, to
say, ‘I'm just so grateful, because to feel this vulnerable means I'm alive’."
Brené Brown The power of vulnerability
The aftermath of a hospital stay and subsequent travel presented itself in
unbearable pain and pretty extreme exhaustion. But I realized my mental ‘unease’
was not just about that. There was something else at play.

A person living living with M.E. wrote on Facebook: “... I am thinking a lot about
purpose and meaning at the moment, especially because I am feeling
unmotivated, depressed and *useless*.”
While writing a response to support this person in her challenge, I realised why I
felt so vulnerable myself: I had been out of my comfort zone and realised how
bizarre my life really is, in terms of the ‘norm’.
I had been among my relations during a family reunion. I had my 'toes in the real
world' for a few days. This experience seemed to have unsettled me greatly. I
found myself in a world in which I was surrounded by people who live normal lives.
Who have jobs, family, kids, and go about their activities at will. (Most likely a
generalization, and not always true, but that is what is looks and felt like from my
point of view.) Their priorities are so different from my own. My own priorities
being so much more basic.
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Maybe it is a lot easier to stay in my own created world. A world which I
understand and can function in. No, it is not what I have hoped for in my life, but
within my life with illness I have created a good life. I do truly believe that.
I realized that although the ‘dipping of toes in the real world’ were done and dusted
in a few days, it would take me months to get back to my reality. To re-connect
with my creativity, my garden, and my writing. To start doing all things a few
minutes at the time again, to re-establish a routine.
But also realized that I had to give myself the time to feel what is really feels like
to live with a body, which does not conform. A body which causes a lot of pain,
and put many demands on my life. To give myself the time to explore at how I
have a tendency to look at the good things, and to laugh away something that in
all honesty is not funny at all. To feel the vulnerability and to learn from it.
Corina Duyn

Corina Duyn is an artist and writer living with M.E. for almost two decades.
To connect with her, see:
http://www.corinaduyn.com
http://www.corinaduyn.blogspot.ie
https://www.facebook.com/CorinaDuyn
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Unrest
Join the #TimeforUnrest Movement

From a sold-out opening night, to the over 125 doctors, nurses, and health
professionals who signed up to join us, to the overwhelming support around the
world, we couldn't have asked for a better launch in the Big Apple.
Share your ME story and tell us how the Time for Unrest movement impacts you!
Post your messages, photos, and videos on social media and add #TimeforUnrest
to spread the word!

In solidarity,
Jen and the entire Unrest Team
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In Memoriam: John Falk
John Falk, born May 22, 1968 in New York
City, died unexpectedly on August 18, 2017,
after a decade long battle with Chronic Fatigue
Syndrome.
John was a foreign war correspondent, author
and screenwriter.
He is survived by his wife, Mara; and their
two young daughters, Margaret and Annie;
his parents, Arthur and Joanne; and his
siblings, Quentin, Christine and Sara.
A memorial service has been held in Wyckoff,
New Jersey on September 2, 2017.
Published in Pittsburgh Post-Gazette on Aug. 28, 2017 http://bit.ly/2wIT01Y
Also read more about his life here: http://bit.ly/2j59VHy
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8. Karina
Hansen,
Save4Children
Help Karina Hansen – donate to Save4Children
http://let-me.be/page.php?11
The charity Save4Children has been created by
the editors of the ME Global Chronicle
(http://www.let-me.be) and helps parents whose
children have been forced into psychiatric wards
by authorities, to try and set them free by legal
procedures.
After the release in 2015 of the German girl who
came to be known as Joanna, it was decided to
focus the fund entirely on Karina Hansen, who
was kept hostage of the Danish psychiatric
system since February 2013. She returned home
in October 2016
(http://let-me.be/request.php?36)

Karina Hansen at Home

However, there is persisting peril she will not be able to stay home due to pressure
of authorities, clinicians, the institution she left voluntarily and the guardian the
state of Denmark forced upon her in 2013. Hence a most proficient lawyer has
been contracted to try and get her into safer waters.
As this will involve a considerable amount on fees, please continue to donate as
generously as you did this period, which has been overwhelming indeed. After
Valerie Eliot Smith’s blog on Karina’s release http://bit.ly/2h9dc2U and her
update and appeal in her latest blog on Karina of 2nd December:
http://bit.ly/2gajXQX
Link to the donation button: http://let-me.be/page.php?11
The donations to this fund are exclusively for
use in paying the legal expenses incurred by
Karina's family as a result of her treatment
by the state over recent years.
In case you experience any problems with your payment, please contact us at
donate@let-me.be and provide us with as much as possible information: country,
url, date time, error, used payment method, etc.
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Karina Hansen – An Update
Within a week: Karina’s Birthday: let’s surprise her! November 7 will mark
Karina’s 29th birthday. Let’s send her postcards from all over
to let her and her parents know they’re not alone in their fight
to regain her basic rights of self dependence...
Here’s the address:
Karina Hansen
Kløvermarken 8
7500 Holstebro,
Denmark
Apart from surprising her, it is also so important to take action collectively

An update from Bente Stenfalk
Not much news about Karina this time. Things are now moving very slowly for
her. Karina is not feeling very well right now. She went off medication for a very
short period of time, but she felt so bad that she had to return to a low dose of
medication again. This medicine has made her dependent, so it is very difficult to
get rid of it. But she is on her way.
The case in court about the guardian is not planned yet as far as I know. The local
lawyer visited Karina and Stig Gerdes, Karina’s parents and I were present.
Stig Gerdes told him about Karina's condition and her case. Some questions
were asked to Karina about how she felt living at home with her parents again
and about her financial situation and Karina wrote down the answers. She did
well, and I do hope this will suffice to convince the lawyer that she can live without
her guardian.
Karina has problems getting a local GP. No doctor dares to take her as a patient.
All of them are afraid of what happened to Stig Gerdes. The local doctor she once
had, did not dare taking her as a patient again. Karina has a psychiatrist in
Copenhagen, but that is far away from where she lives, and she has felt too bad
to come and visit him. I hope she will soon be much better again.
We are going to visit her again in the next month.

Bente Stenfalk
For an historic overview of what befell Karina the last 6 years or so see the blogs
of Valerie Eliot Smith, especially part 7: http://bit.ly/2gajXQX
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9. Science
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To Serve Or Not To Serve: Ethical
And Policy Implications
Highlights
Some panels and commissions can have important public policy implications
for our discipline.
Ethical issues can arise about whether or not to serve on influential panels.
Some policy commissions pursue missions that inadvertently instigate
divisive friction.
A case study is presented regarding a decision not to serve on a
controversial panel.
Ethical challenges are explored regarding searching for alternative avenues
for influencing policy.
Abstract
The Institute of Medicine (IOM) is one ofthe nation’s more influential healthrelated non-profit organizations. It plays a large role in shaping health policy by
commissioning panels to develop “white papers” describing research and
recommendations on a variety of health topics.
These white paper publications are often used to help make policy decisions at the
legislative and executive levels.
Such a prominent institution might seem like a natural ally for policy-related
collaborative efforts. As community psychologists, we strongly endorse efforts to
positively influence public policy at the national level.
However, while serving on influential panels and commissions like the IOM might
seem to be very much part of the ethos of our discipline, there are occasions when
such institutions are pursuing a mission that inadvertently has the potential to
instigate divisive friction among community activists and organizations.
A case study is presented whereby I describe my decision not to accept an
invitation to serve on a controversial IOM panel. I explore the ethical challenges
regarding maintaining my independence from this institution and its attempt to
redefine chronic fatigue syndrome (CFS) and myalgic encephalomyelitis (ME), as
well as the process of searching for alternative avenues for collaborating with
community activists to influence policy related to these debilitating illnesses.

Leonard A. Jason
Source: American Journal of Community Psychology.
Published online: Sept. 18, 2017. doi:10.1002/ajcp.12181
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The first Community Symposium
on the Molecular Basis of ME/CFS
On August 12, 2017, the Community Symposium on the Molecular Basis of ME/CFS
(myalgic encephalomyelitis/chronic fatigue syndrome) convened ~300
researchers, clinicians, patients, caregivers, families, and advocates at Stanford
University – and nearly 3000 more via livestream. Here's what happened.
The week's events were focused on a molecular perspective of ME/CFS. Why is
this exciting? Because it means we can study ME/CFS with a powerful array of
molecular and omics techniques now reaching maturity, and it means we can look
for molecular therapies. In short, a molecular approach opens up the possibilities
for this disease as it has for so many others. With a major issue in ME/CFS being
a massive depletion of energy, it stands to reason that mitochondria, the centers
of cellular energy metabolism, are a great place to look. Keynote speaker Bob
Naviaux from the University of California, San Diego, is doing just that, lending
his rich expertise in mitochondrial medicine and genetics to this field.
Quoting John Dryden, Naviaux pointed out that mitochondria are not only
responsible for energy metabolism, but also for the regulation of cellular defense
and communication, calling them 'concert masters.' He presented his model of the
'cell danger response,' a pathway coordinated by mitochondria in response to
stressors such as infection. This response includes 3 metabolic checkpoints that
must be cleared before the cell can return to baseline function. What does this
have to do with ME/CFS? Naviaux suggested that the hypometabolic features of
ME/CFS he recently published could be an indicator that the cell danger response
is active, and perhaps stuck, in these patients. "It's not the stressors themselves,
but an inability to resolve them and heal afterwards," he said.
Excitingly, Naviaux's theory may have implications for treating ME/CFS. He
recently ran a promising clinical trial on autism patients with an old drug called
suramin (originally used to treat African sleeping sickness). Suramin is an
antipurinergic molecule, which blocks the exit of intracellular ATP. Since
extracellular ATP controls a checkpoint in the cell danger response, suramin could
potentially snap cells out of the prolonged danger response and resume progress
to healing. Naviaux is currently exploring ways to test suramin in ME/CFS
patients.
Next up was metabolomics whiz Chris Armstrong, joining us all the way from
the University of Melbourne, Australia, and winning the award for cleverest talk
title. Armstrong supplemented Naviaux's explanations of why metabolomics is
an exciting approach: metabolism changes fast in response to different stimuli
(versus, say, gene expression), making it interesting to explore how it tracks with
the remarkable fluctuations in symptoms.
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Not that there should be any doubt about this, but Armstrong's metabolomics
data on patient blood, urine, and stool support an important conclusion about
ME/CFS: Dr. Armstrong "it's definitely a physiological disorder"
Jonas Bergquist from Uppsala University, Sweden, conveyed some key
observations:
Sweden and Switzerland are in fact different countries,
Nobel prizes per country correlates with chocolate consumption (so maybe
the USA could benefit from more chocolate),
We should be proud of the progress we are making in ME/CFS research, and
making the most of the limited resources,
No matter what, it's important to enjoy life! Bergquist wins the award for
the most uplifting talk.
Bergquist presented his work in cerebrospinal fluid (CSF) as a target to
understand neural function, using metabolomics and proteomics to gain a
systemic perspective, with support from the Open Medicine Foundation. He is
particularly interested in steroids, because of their importance in regulating gene
expression and metabolism, and is investigating autoantibodies as well. He
summarized his perspective on the field as follows:
Next up was Maureen Hanson of Cornell University. Ron's introduction of
Hanson gave her the award for daringness to point out what is being done wrong
in the field. "This is my kind of person," he said.
Hanson continued the metabolism theme, focusing on signals from blood and
immune cells. Her recent work has revealed disturbances in fatty acid and lipid
metabolism. She asked the questions of what higher blood glucose and reduction
in certain metabolites she has observed might mean in patients. Interestingly, she
has observed a reduction in the use of respiratory capacity in patients, specifically
in T cells.
Hanson's next aim is to look at these metabolic patterns during post-exertional
malaise, the hallmark 'crash' of ME/CFS. Understanding how metabolism changes
during this experience may be very valuable for understanding the mechanisms
of the most debilitating part of this disease.
Next up was Neil McGregor, the second half of our Australian contingent from
the University of Melbourne. Winning the award for treasure trove of ME/CFS
information after 25 years in the field, McGregor spoke about his efforts to
connect variations in symptoms with metabolomics changes and genetic
background.
McGregor is hopeful that this approach will help to explain the many levels of
heterogeneity in ME/CFS detailed in the slide below. By genotyping patients, he
has already identified some candidate genetic variants that may be contributing
to the risk or predisposition for ME/CFS. His team is currently following these up.
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Alan Light, from the University of Utah, presented his work on fatigue,
mitochondria, gene expression, and autoimmunity done in collaboration with his
wife, Kathleen Light. Light, a neuroscientist, won the award for greatest insights
into the mechanisms of pain and fatigue, which he has worked on for years. He
described the main sensory and molecular systems through which our bodies
process these phenomena.
Normal fatigue, he pointed out, is part of a complex system that protects us from
using up our energy stores. Even though fatigue itself is not the cause of ME/CFS,
understanding these pathways is relevant not only to ME/CFS, but other diseases
like fibromyalgia.
Like McGregor, Light is searching for genetic variants that may cause
predisposition to ME/CFS, for example by triggering 'misbehavior' in the immune
system. He is also looking for evidence of autoimmunity by profiling
autoantibodies, and is profiling gene expression of immune cells in some 300
samples from ME/CFS and related disorders. Some of his findings on genetics are
shown in the slide below:
The morning and afternoon sessions each closed with a panel discussion in which
we took questions from the audience for our speakers. Through an online question
submission form, the ~3000 participants at Stanford and beyond submitted nearly
200 questions.
The afternoon session kicked off with Baldomero Olivera, also of the University
of Utah (Ron likes Utah!). Olivera, who definitely won the 'wow' factor award,
showed us captivating videos about how predatory cone snails paralyze and
ensnare their prey. What was even more fascinating is that the snail venom is an
excellent source of new drugs: Olivera has identified painkillers that are
neuropathic and non-addictive, but way more powerful than morphine!
Olivera even brought along and gave out some tiny, carefully collected cone snails
(venom not included), which look really cool under a microscope. Olivera might
have been a hard act for most to follow, but next up was his friend and colleague
at the University of Utah: Mario Capecchi, who won the 2007 Nobel Prize in
Physiology/Medicine for his work enabling targeted gene knockouts in mice.
Capecchi's research has enabled a new frontier of studying genetic diseases using
the mouse as a model.
After apologizing to us for NOT working on ME/CFS, Capecchi presented his work
on a genetic condition in mice that has the commonalities of immunology, anxiety,
and inflammation with ME/CFS. His research cleverly demonstrated a connection
between the immune system and neural circuits in the brain, showing a new role
for microglia cells in modulating behavior. Not that a Nobel Laureate needs more
prizes, but this talk won the day for elegance of the research. Of course, the really
exciting thing about having a Nobel laureate in the room, even if he isn't working
directly on ME/CFS, is that he can share his insights and impressions: "Scientists
always overestimate what we can do in the short term and underestimate it in the
long term".
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Stanford Medicine's Mark Davis, who Ron introduced as "one of the greatest
immunologists in the world," gave us all some very useful background on how the
immune system defends us against external threats. "We cheat at immunology
and evolution by making every possible receptor against things we haven't seen
before," he said, referring to the way T cells and B cells create enormous diversity
at the gene level, so that the protein receptors they express on their surfaces can
target and fight off all kinds of potential pathogens.
Mark Davis wins the award for most provocative title: "Is ME/CFS an autoimmune
disease?" He presented evidence for expansion of T cells with particular receptors
in ME/CFS patients, derived using cutting-edge single-cell sequencing technology.
This is interesting because this expansion pattern is commonly observed in
autoimmunity. What are these T cells targeting? We'll hopefully find out soon,
which will help to answer his title question. He also presented his recently
published work indicating that the levels of certain pro-inflammatory cytokines in
blood increase with ME/CFS severity, which he believes suggests an inflammatory
component to the disease – and the potential to treat it via immunomodulation.
Next up was Alain Moreau from the University of Montreal, Canada. Moreau
wins the award for most versatile metaphor: ME/CFS as the elephant in the room,
the blind men and the elephant approach to characterizing ME/CFS in different
ways, and the notion that even if the men aren't blind, there are a lot of different
kinds of elephants out there.
Moreau presented a broad variety of approaches his team is taking to improve
the diagnosis and treatment of ME/CFS, ranging from device engineering to
metabolite studies to microRNA expression profiling to twin studies. One highlight:
plasma homocysteine levels appear to be higher in severe patients.
Interestingly, Moreau has developed a medical device that can trigger postexertional malaise in ME/CFS patients via a gentle compression/massage, creating
an opportunity for more controlled, less disruptive experiments to study this core
symptom of the disease.
Next up was Wenzhong Xiao of Massachusetts General Hospital and Harvard
Medical School, who also works with us part-time at the Stanford Genome
Technology Center. A biochemist and statistician, Wenzhong wins the award for
most daunting task in his analysis of our big data study on severely ill ME/CFS
patients, supported by the Open Medicine Foundation. This study, the first of its
kind to look at severe patients, has produced an enormous amount of molecular
(genomics and every 'omics' possible) and clinical data (from regular labs to EEGs
to FitBits).
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Analysis is still ongoing, but Wenzhong presented some preliminary findings:
27 of the 200 clinical tests yielded differences between patients and healthy
controls, including morning cortisol levels.
21/61 cytokines were different between patients and controls (e.g., leptin
was higher in patients); 63/592 metabolites differed
Gut microbiome populations differed in both levels of diversity and species
content
Gene expression profiles of patients resembled those of systemic
inflammatory response syndrome, as well as other infectious diseases
Wenzhong and his colleagues have built a web-based data platform for analysis
and visualization of these datasets, which we are aiming to roll out for other
researchers to access very soon. As Stanford's Chair of Genetics Mike Snyder
pointed out in our scientific meeting, datasets like these need a lot of eyes on
them. You never know what perspectives others may bring. In the meantime,
Wenzhong is working on integrating these very diverse datatypes, with goals
that include identifying causal factors and creating computational models that will
show us how metabolism works (or doesn't work) in ME/CFS.
Last but not least, Ron Davis closed out the symposium, presenting the different
approaches our team at Stanford is taking to ME/CFS research. "This is a
molecular disease," he stated unequivocally. One of Ron's philosophies that has
brought him success in research is to draw on the strengths of your team. The
Stanford Genome Technology Center, which he directs, integrates people and
expertise from the Stanford departments of biochemistry, genetics, medicine, and
electrical engineering. SGTC's mandate is to invent technologies that cut the costs
of genomics and healthcare, founded firmly on the belief that developments in
technology drive breakthroughs in biology.
"If we had the technologies we have now, we would have figured out AIDS in a
couple of weeks," Ron pointed out. "We're trying to do things here that will
transform medicine, and also ME/CFS.”
With that perspective, we're applying a slew of biosensing technologies that
sounded like science fiction to me when I started at SGTC to find new ways to
diagnose ME/CFS and search for treatments. Nanotechnology, wearables, and
even some implantables are in early-stage development....
Ron favors using electricity for biosensing because it's cheap and robust. We've
developed a wearable sweat sensor that can detect key biomolecules (such as
glucose, sodium, potassium, chloride) in real time – and it should soon be able to
detect cytokines and other prospective ME/CFS biomarkers.
“These kinds of things are possible because we have electrical engineers in-house.
Rahim is the lead engineer on our ME/CFS project, and is responsible for most of
the crazy techs above”.
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The most exciting results we've seen so far by applying our technologies to
ME/CFS point to a potential blood diagnostic. Using a nanodevice developed by
Rahim that measures electrical impedance, we've seen a rather dramatic
difference in how patient samples respond vs. healthy ones to stress via salt
addition. "Let's put a demand on the cells," Ron reasoned. If these results hold
up beyond the patients and controls we've tested so far, we might have a new
cost-effective device that could really accelerate the diagnosis of ME/CFS! Given
that patients currently spend many years and dollars getting diagnosed, this is a
pretty exciting prospect.
Summary:
Swapping healthy and patient plasma makes healthy cells behave more like
patient cells in our device, and vice versa. This suggests that there may be
something unique in – or missing from – patient plasma behind this behavior.
Autoantibodies? Metabolites? Cytokines?
This technology might also work for finding candidate ME/CFS drugs: molecules
that make patient sample impedance look like healthy sample impedance. We
currently have no in vitro (i.e., outside of the body) ways to identify candidate
drugs, so a technology of this kind could really speed up the search.
It's important to point out that although pyruvate and ATP made the cells 'look'
healthy, they are not candidate treatments for ME/CFS and should not be taken
by patients. We tested these to determine whether something metabolic is
behind our observations.
Realizing the potential of this device (or others we are testing) as a diagnostic
or drug screening platform will require additional validation experiments on
more samples and diseases. We're also trying to figure out what this response
to salt stress can tell us about the biology of ME/CFS.
Ron reminded us of the goal behind all of this work. "Our holy grail is a cure, but
we'll take treatment," he said. "When we see a result, we always ask, 'what does
this mean for treatment?'"

Source: http://bit.ly/2iF8YFC
Edited by ME Centraal
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Review
Article:
The
Human
Intestinal Virome In Health And
Disease
S.R. Carding, N. Davis, L. Hoyles - First published: 4 September 2017
Summary - Background
The human virome consists of animal-cell viruses causing transient infections,
bacteriophage (phage) predators of bacteria and archaea, endogenous
retroviruses and viruses causing persistent and latent infections. High-throughput,
inexpensive, sensitive sequencing methods and metagenomics now make it
possible to study the contribution dsDNA, ssDNA and RNA virus-like particles make
to the human virome, and in particular the intestinal virome.
Aim
To review and evaluate the pioneering studies that have attempted to characterise
the human virome and generated an increased interest in understanding how the
intestinal virome might contribute to maintaining health, and the pathogenesis of
chronic diseases.
Methods
Relevant virome-related articles were selected for review following extensive
language- and date-unrestricted, electronic searches of the literature.
Results
The human intestinal virome is personalised and stable, and dominated by phages.
It develops soon after birth in parallel with prokaryotic communities of the
microbiota, becoming established during the first few years of life. By infecting
specific populations of bacteria, phages can alter microbiota structure by killing
host cells or altering their phenotype, enabling phages to contribute to maintaining
intestinal homeostasis or microbial imbalance (dysbiosis), and the development
of chronic infectious and autoimmune diseases including HIV infection and Crohn's
disease, respectively.
Conclusions
Our understanding of the intestinal virome is fragmented and requires
standardised methods for virus isolation and sequencing to provide a more
complete picture of the virome, which is key to explaining the basis of viromedisease associations, and how enteric viruses can contribute to disease aetiologies
and be rationalised as targets for interventions.
Source: http://bit.ly/2yAgxVh(also full text)
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Repeated Exercise: A Pilot Study
Physiological measures in participants with chronic fatigue syndrome, multiple
sclerosis and healthy controls following repeated exercise: a pilot study:
L. D. Hodges, T. Nielsen and D. Baken
Version of Record online: 7 AUG 2017 DOI: 10.1111/cpf.12460
Purpose
To compare physiological responses of chronic fatigue syndrome (CFS/ME),
multiple sclerosis (MS) and healthy controls (HC) following a 24-h repeated
exercise test.
Methods
Ten CFS, seven MS and 17 age- and gender-matched healthy controls (10, CFS
HC; and seven, MS HC) were recruited. Each participant completed a maximal
incremental cycle exercise test on day 1 and again 24 h later. Heart rate (HR),
blood pressure (BP), rating of perceived exertion (RPE), oxygen consumption
(
), carbon dioxide production and workload (WL) were recorded. Data analysis
investigated these responses at anaerobic threshold (AT) and peak work rate
(PWR).
Results
On day 2, both CFS and MS had significantly reduced max workload compared to
HC. On day 2, significant differences were apparent in WL between CFS and CFS
HC (93 ± 37 W, 132 ± 42 W, P<0·042). CFS workload decreased on day 2,
alongside a decrease in HR but with an increase in (ml kg min−1). This was in
comparison with an increase in WL, HR and for CFS HC. MS demonstrated a
decreased WL compared to MS HC on both days of the study (D1 81 ± 30 W, 116
±30 W; D2 84 ± 29 W, 118 ± 36 W); however, patients with MS were able to
achieve a higher WL on day 2 alongside MS HC.
Conclusion
These results suggest that exercise exhibits a different physiological response in
MS and CFS/ME, demonstrating repeated cardiovascular exercise testing as a valid
measure for differentiating between fatigue conditions.

Source: http://onlinelibrary.wiley.com/wol1/doi/10.1111/cpf.12460/abstract
Review by the British MEAssociation
To the heart of the issue
New study on two-day CPET in M.E. and MS
29 August 2017 http://bit.ly/2wKi21H
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RituxME – An Update
B-lymphocyte depletion using the anti-CD20 antibody rituximab (Mabthera®) in
Myalgic Encephalopathy/Chronic Fatigue Syndrome ("RituxME")
RituxME is a multicentre study conducted in five study centres in Norway: The
Oncology Department at Haukeland University Hospital, the ME/CFS Centre at
Oslo University Hospital (Aker), the Dept of Medicine at Notodden Hospital, the
Dept. of Pain and Complex Disorders at St. Olav's Hospital in Trondheim, and the
Division of Rehabilitation Services at the University Hospital of North Norway in
Tromsø.
The purpose of the study is to confirm or disprove the results from two smaller
phase II studies, which have indicated improvement in symptoms in a subgroup
of ME patients after rituximab treatment.
The study is randomized, double-blind and placebo controlled. This means that
out of 152 participants, half will receive treatments with rituximab and the other
half will be treated with placebo (saline). The treatments are allocated at random,
and neither patient nor doctor is informed of which intervention group the patient
is allocated to.
All participants receive six intravenous treatments during one year, followed by
one year of regular consultations and blood tests. The participants complete
examinations and tests before and after treatment, and they submit regular
reports on any changes in symptoms and physical function.
The clinical study also encompasses three substudies:
Endothelial function in ME/CFS – at Haukeland University Hospital and
Notodden Hospital
Ergospirometry in ME/CFS – at Haukeland University Hospital, Notodden
Hospital and Oslo Universitety Hospital.
Irritable Bowel Syndrome and functional dyspepsia in ME/CFS – at
Haukeland University Hospital.
Status, RituxME
All patient treatment and follow-up has been completed according to schedule in
September 2017. The placebo and rituximab groups will be revealed to the
scientists in October, and all participants will receive a letter informing them of
which treatment group they were allocated to. We will then start working on the
analysis of results, and expect to publish the results of the study in a medical
journal during the first half of 2018.
Source: http://bit.ly/2xo8BX3
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Reproducibility Of Peak Oxygen
Consumption And The Impact Of
Test Variability On Classification
Of Individual Training Responses
In Young Recreationally Active
Adults
A Canadian study on exercise test from the School of Kinesiology and Health
Studies, Queen's University, Kingston, ON, Canada
Brittany A. Edgett, Jacob T. Bonafiglia, James P. Raleigh, Mario P.
Rotundo, Matthew D. Giles, Jonathan P. Whittal, Brendon J. Gurd
First published: 28 September 2017
Summary
This study investigated whether VO2peak is reproducible across repeated tests
before (PRE) and after (POST) training, and whether variability across tests
impacts how individual responses are classified following 3 weeks of aerobic
exercise training (cycle ergometry). Data from 45 young healthy adults (age: 20·1
± 0·9 years; VO2peak, 42·0 ± 6·7 ml·min−1) from two previously published
studies were utilized in the current analysis.
Non-responders were classified as individuals who failed to demonstrate an
increase or decrease in VO2peak that was greater than 2·0 times the typical error
of measurement (107 ml·min−1) away from zero, while responders and adverse
responders were above and below this cut-off, respectively.
VO2peak tests at PRE (three total) and POST (three total) were highly reproducible
(PRE and POST average and single measures ICCs: range 0·938–0·992), with low
coefficients of variation (PRE:4·9 ± 3·1%, POST: 4·8 ± 2·7%). However, a
potential learning effect was observed in the VO2peak tests prior to training, as
the initial pretraining test was significantly lower than the third (p = 0·010, PRE
1: 2 946 ± 924 ml·min−1, PRE 3: 3 042 ± 919 ml·min−1).
This resulted in fewer individuals classified as adverse responders for Test 3
compared to any combination of tests that included Test 1, suggesting that a
single ramp test at baseline may not be sufficient to accurately classify the
VO2peak response in young recreationally active individuals. Thus, it is our
recommendation that the initial VO2peak test be used as a familiarization visit
and not included for analysis.

Source: http://onlinelibrary.wiley.com/doi/10.1111/cpf.12459/full
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Grey
and
white
matter
differences in Chronic Fatigue
Syndrome
–
A
voxel-based
morphometry study
Andreas Finkelmeyer, JiabaoHe, Laura Maclachlan, Stuart Watson, Peter
Gallagher, Julia L. Newton, Andrew M. Blamire
Highlights
VBM study of patients with Chronic Fatigue Syndrome without depression.
Patients show increased grey matter in insular cortex and parts of the limbic
system.
Patients show decrease in white matter in midbrain and temporal lobe.
Findings suggest potentially altered processing of interoceptive signals.
Abstract
Objective
Investigate global and regional grey and white matter volumes in patients with
Chronic Fatigue Syndrome (CFS) using magnetic resonance imaging (MRI) and
recent voxel-based morphometry (VBM) methods.
Methods
Forty-two patients with CFS and thirty healthy volunteers were scanned on a 3Tesla MRI scanner. Anatomical MRI scans were segmented, normalized and
submitted to a VBM analysis using randomisation methods. Group differences
were identified in overall segment volumes and voxel-wise in spatially normalized
grey matter (GM) and white matter (WM) segments.
Results
Accounting for total intracranial volume, patients had larger GM volume and lower
WM volume. The voxel-wise analysis showed increased GM volume in several
structures including the amygdala and insula in the patient group. Reductions in
WM volume in the patient group were seen primarily in the midbrain, pons and
right temporal lobe.
Conclusion
Elevated GM volume in CFS is seen in areas related to processing of interoceptive
signals and stress. Reduced WM volume in the patient group partially supports
earlier findings of WM abnormalities in regions of the midbrain and brainstem.
Source http://www.sciencedirect.com/science/article/pii/S221315821730236X#
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Introducing
#OMFScienceWednesday!
Every
Wednesday,
our
Research
Liaison
Raeka
Aiyar
(https://m.facebook.com/raeka.aiyar?refid=52&__tn__=%2As-R ) from Stanford
University will post on Facebook about the science that OMF is supporting:
background on key areas, updates on the latest research, explanations of topics
relevant to ME/CFS... be sure to like our Facebook page so you don't miss out!
To start with, what do we mean when we say ME/CFS is a molecular disease, and
why is that helpful for research?
Molecular biology involves DNA, RNA, metabolites, proteins, cytokines – and there
is evidence that so many of these are involved in ME/CFS.
Molecular biology presents new opportunities to study ME/CFS: this is the golden
era of molecular technologies, like genomics and other 'omics' (transcriptomics,
metabolomics, proteomics) that allow us to measure the full set of these molecules
produced by the body, cheaply and effectively.
These studies can help us to understand how the disease works – for example,
which viruses may trigger it or whether genetics may increase your risk – and to
identify molecular biomarkers that are clearly different in patients compared to
healthy people, which may be useful in diagnosing ME/CFS. Finally, molecular
biology will hopefully lead to new molecular treatments: knowing which molecules
are out of balance could point to ways to treat ME/CFS.
A great example of this is the recent metabolomics study published by Dr. Bob
Naviaux (http://www.pnas.org/content/113/37/E5472.long), in which he found
several metabolites whose levels are different in ME/CFS patients.
This metabolic 'signature' could be useful as a biomarker, and could help to
understand the energy deficiency issues in the disease.
OMF is supporting a metabolomics validation study to confirm and extend Dr.
Naviaux's findings, and a collaboration with Dr. Ron Davis' group to use genome
sequencing to understand how genetics may be influencing metabolism in
ME/CFS.
Stay tuned for more!

Submitted by Sara Piccer
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Cellular
Bioenergetics
Is
Impaired
In
Patients
With
Chronic Fatigue Syndrome.
Toma C, Brown A, Strassheim V, Elson J, Newton J, Manning P.
Abstract
Chronic fatigue syndrome (CFS) is a highly debilitating disease of unknown
aetiology. Abnormalities in bioenergetic function have been cited as one possible
cause for CFS.
Preliminary studies were performed
abnormalities in CFS patients.

to

investigate

cellular

bioenergetic

A series of assays were conducted using peripheral blood mononuclear cells
(PBMCs) from CFS patients and healthy controls. These experiments investigated
cellular patterns in oxidative phosphorylation (OXPHOS) and glycolysis.
Results showed consistently lower measures of OXPHOS parameters in PBMCs
taken from CFS patients compared with healthy controls.
Seven key parameters of OXPHOS were calculated:
basal respiration,
ATP production,
proton leak,
maximal respiration,
reserve capacity,
non-mitochondrial respiration, and
coupling efficiency.
While many of the parameters differed between the CFS and control cohorts,
maximal respiration was determined to be the key parameter in mitochondrial
function to differ between CFS and control PBMCs due to the consistency of its
impairment in CFS patients found throughout the study (p ≤ 0.003).
The lower maximal respiration in CFS PBMCs suggests that when the cells
experience physiological stress they are less able to elevate their respiration rate
to compensate for the increase in stress and are unable to fulfil cellular energy
demands.
The metabolic differences discovered highlight the inability of CFS patient PBMCs
to fulfil cellular energetic demands both under basal conditions and when
mitochondria are stressed during periods of high metabolic demand.

Source: PlosOne http://bit.ly/2iBDTCV
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10. Severe ME
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Walking Away
Severe ME :
It seems too complicated, too much effort, too bizarre.
It is unbelievable, it is not possible to comprehend, empathise with or even
recognise the degree of suffering because it is so vastly out of reach of the
ordinary person's experience or interest even.
How do you stay in touch meaningfully with a person who cannot bear your
physical presence or converse in two way conversation, who is allergic to your
perfume on your body and your clothes, who cannot tolerate physical contact
because of touch, pressure sensitivity and intense indescribable levels of pain?
Who lives in darkened spaces, wears dark glasses indoors and cannot bear the
ordinary light of day?
How do you convey your inner reality, the complete emptiness of your thought,
your inability to answer questions because you simply cannot find the words or
the images in your mind?
How do you explain that the simplest noise, a cough, a laugh too loud, a certain
tone of voice, a phone ringing or a movement or quick gesture might trigger total
body paralysis, feet, legs, arms, hands, fingers, back muscles, face, mouth, eyes,
increase numbness, cause partial or total shaking muscle spasms and a host of
other worsening invisible symptoms that go on long after the person has gone
away ?
How do people know you still care, you are still interested, you think of them every
day, perhaps, but you simply have no safe way of engaging with their presence?
How do they keep caring?
How do they keep interested in your empty tortured life?
How do they keep in touch?
How much easier it is to walk away or get angry or blame or not understand? How
sad that they cannot or will not make the necessary changes, the effort needed,
will not convey they want to really know or at least try to comprehend the
nightmare reality of living with very Severe ME.
They will not try in the right moment, in the right way, to engage or reach out in
love.
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Because it is not enough to just be ordinary, in the face of such suffering. They
have to engage more fully in the how to relate. Ordinary conversation,
communication, interaction is unrealistic and dangerous. But how impossibly
difficult is that to convey?
How terribly sad it is, that with such need to protect the immediate environment,
for the person to remain safe, so few comprehend the danger they pose and are
willing to give the utmost commitment to maintain it.
How much easier it is to ignore the truth or just think you are being difficult or
exaggerating or even playing some kind of game?
How lonely that feels.
How terrible that the most ill are left in this state of blame or ignored or
misinterpreted or just simply excluded and forgotten in the decades of suffering.
Their unrecognised, untreated, unsupported, clinically dismissed, abandoned
physical disease renders them completely invisible and alienated from the people
they once knew and the life they once lived by.
Living in torment with no real idea of what to do or how to cope moment by
moment by moment.

Source: Stonebird http://bit.ly/2eChowc
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Keeping Comfortable
Off and on the British patients’ group Severe ME/CFS: A Guide to Living will publish
parts of Emily Collingridge’s book Severe ME/CFS: A Guide to Living. The following
can be most useful for British-based patients
From Chapter 2: Keeping
Comfortable:
"Most severely affected ME patients should be entitled to a free electric profiling
hospital bed from their local occupational therapy unit, although rules vary from
area to area. (Note: Your GP should refer you to an occupational therapist as a
matter of urgency as occupational therapists can help with your care in many
different practical ways. Children and young people should also be referred to the
local Community Children’s Nursing Team; if your doctor does not know of this
team s/he can find out about it through the children’s ward of your local hospital).
With a profiling bed, the back and foot of the bed will move enabling you to find
the most comfortable position for you. Being able to raise the back of the bed
helps patients who are beginning to improve to learn to sit up after a prolonged
period of having to lie flat. If you opt not to have an electric profiling bed, it is
possible to get electric pillow raisers for your head and wedge cushions for under
the legs – these will offer some of the benefits of a hospital bed.
"Profiling beds designed for the sick and disabled also allow the height of the bed
to be adjusted, making it easier for carers to attend to you without bending (please
note that this is not the case with profiling beds sold purely for comfort purposes;
if you are buying a bed yourself, do check exactly what your chosen bed will do).
If you want an adjustable height bed for caring purposes, but do not want an
entirely new bed, it is possible to get elevating units that will allow you to adjust
the height of your bed electronically. These do take up more space than your
existing bed will and may not be provided by social services (though if you are
interested in one it is well worth asking your occupational therapist). A reliable
elevating unit is available from http://www.scanmobility.co.uk as well as
http://www.nrs-uk.co.uk (Nottingham Rehab Supplies is a company which can
also provide specialist advice on any products).
"If you are interested in a hospital bed and your occupational therapist cannot
provide one, some home independence shops sell them at discounted rates (try
http://www.hslbeds.com). A more expensive supplier with a good reputation is
http://www.theraposture.co.uk. As with any big pieces of equipment, it is
advisable to get as much information as possible before you decide on the right
option for you. Regardless of whether it will be a private purchase or something
provided by an occupational therapist, http://www.livingmadeeasy.org.uk is the
best place to start."
Published with permission of the moderators of Severe ME/CFS: A Guide to Living
http://www.severeme.info/
https://www.facebook.com/severemecfsguide
The book can be purchased at http://www.severeme.info
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11. ME And Children
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ME/CFS In School Age Children
Tools To Help Them Succeed
Back to school time brings many challenges to parents of children with ME/CFS.
We know that when a child has ME/CFS their lives are very different from their
siblings and friends. Under the leadership of Mary Dimmock, OMF's Education
Committee has been working to create tools to help increase your child's success
in school.
Dr. Faith Newton (http://bit.ly/2i6R4I8)of Delaware State University, an avid
advocate for children with ME/CFS and member of our committee, has created
three new exemplary tools to help parents and educators help children with
ME/CFS succeed in school.
OMF has created a Pediatric ME/CFS section (http://bit.ly/2xp9Cd7) with
resources to help parents. The section includes three ME/CFS School Fact Sheets:
Educational Implications - How ME/CFS impacts a student's ability to attend
school and learn.
Classroom Accommodations & Instructional Strategies - A tool to help guide
parents and administrators to meet a child's needs through his/her IEP or 504
Plan (individualized plans to help a child succeed in learning.)
School Fact Sheet for Parent, Educators & School Nurses - An overview of
ME/CFS and the symptoms.
We encourage parents to print these materials and take them into your child's
school. We also encourage you to share these with friends whose children are
dealing with the consequences of ME/CFS. We want all of our children to succeed.

Submitted by Marilyn Simon Gersuk, OMF
http://bit.ly/2y1eERE
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12. News from
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Australia
National Health and Medical Research Council to set up expert
advisory committee
Professor Anne Kelso OA, Chief Executive Officer of NHMRC has
agreed to look at national and international research and clinical guidance needs
for ME/CFS. To do this, NHMRC is setting up a new expert advisory committee and
has invited Emerge Australia to nominate a representative to join this committee.
The outcomes of this scoping work could assist in advising Professor Kelso on
what NHMRC may be able to offer the sector in regards to research or clinical
guidance. Once this new committee is formally established, and members are
appointed, NHMRC will publish a project page on their website where everyone
can keep up to date with the work.
Emerge Australia is delighted to be able to nominate a consumer representative
and we look forward to participating in this important committee. We would like
to acknowledge the work of Scott Ludlam (former Senator for the Australian
Greens), Penny McMillan, Penelope Del Fante and Simone Eyssens who have
been strong advocates to NHMRC for increasing funding and more appropriate
targeting of funding of ME/CFS research.

Unrest documentary making a huge impact here and overseas!
Unrest documentary which shares the experiences of director Jen Brea and others
with severe ME/CFS has been making waves both here and overseas. Screenings
at the Melbourne International Film Festival in August drew a crowd of over 800
people. Local community screenings are also happening across Australia, as well
as a screening specifically targeting people of influence coming up on 21
November. Unrest is now available for presale on Itunes in Australia - more
information on this to come.
The film is also attracting media coverage, including an article in Cosmopolitan
Magazine. Find a local screening of Unrest here.

Names of helpful health practitioners in Western Australia wanted.
We are always seeking feedback on health practitioners that you have found
helpful. Many people find it hard to find a doctor or specialist who has been helpful
in referring them for useful testing and has been able to provide useful treatments.
Your feedback to us is very valuable so that we can assist others to find a health
practitioner that others have found useful.
For feedback use this link: http://bit.ly/2xCOofS
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How will my feedback be used?
Information about helpful practitioners will be collated into a list of healthcare
professionals who have been helpful to other ME/CFS patients. We will also use
the information for our advocacy work, for example, inviting practitioners to
training events or seminars in the future.
Your feedback will be de-identified and will be anonymous, and may be provided
to patients seeking a helpful practitioner and can be sent to
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Belgium
A short news bulletin today, seeing as Belgium is busy.
We’re
currently
committing ourselves to preparing the
screening of Unrest by Jennifer Brea.
Your editorial staff has put several
years of effort into working on and
promoting this film. And finally, the
time has come:
Thursday November 2nd at 19:30, the
film will be played in the auditorium of
the UNESCO-classified beguines of
Diest, Oranjestad.
The Union of Oranjesteden is a treaty
of friendship, established in August
31st, 1963, between several cities
narrowly connected to the Dutch royal
family of Oranje-Nassau. These cities
collectively refer to themselves as
Oranjestad.
Historically, Diest has connections with
the following cities:
-Breda, Netherlands
-Dillenburg, Germany
-Orange, France
This could serve as a symbol of uniting all ME patients across borders. #MEAction
/ #MillionsMissing is trying to make this a reality.
The screening of Unrest is a start of this. I’m hopeful for the project to succeed.
There still a few tickets available at:
http://www.ccdiest.be/e956/unrest-belgische-premiere

Eddy Keuninckx

Check also the OMF Newsletters https://www.omf.ngo/translations/ in Dutch
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Canada
Several months of work culminated in the launch of two critical
campaigns:
‘Open Letter to the Minister of Health of Canada’
The first of the two major campaigns launched was our petition in support of an
‘Open Letter to the Health Minister of Canada’ and was introduced by a short video
clip.
Petition in English: https://tinyurl.com/y9yp7dv9
En français: https://tinyurl.com/ycmvzfyc
Our message is simple. Canadians with ME need emergency interventions!
According to the government’s own statistics, there were over 560,000 Canadians
diagnosed with ME in 2015*. This number had increased over the previous year
by a whopping 37%, bringing the percentage to 1.9% of the targeted population
– the highest in the world.
To be specific, our petition is asking our government to enact an emergency
response to this burgeoning crisis; invest in ME research and fast track
medications and treatment for our suffering population.
The petition is supported by a 15-page document of key facts and is co-signed by
the National ME/FM Action Network and the ME/FM Society of BC.
Heartrending comments are being left on the petition site from ME sufferers all
across the country, their supporters and caregivers. You’ll find many of these
powerful quotes have been translated into graphics and are scattered all across
social media.
Please support, sign and circulate widely. The petition is available in English and
French and international signatures are most welcome and very much
appreciated.
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‘Meet Your MP About ME’
Our second campaign is equally as important as our first. They both go hand in
hand.
Whatever country we live in, we all know how important it is to the success of
advocacy to engage with and gain the support of our parliamentarians.
Our MPs in Canada need to be made aware of the swelling numbers, the current
barren landscape for ME in Canada and the severity of the debilitation that
accompanies this devastating illness - too long hidden in plain sight.
We need to inform them of this crisis and ask for their signature on the ‘Open
Letter to the Minister of Health of Canada’, calling for an emergency response and
immediate interventions.
We’ve been asking our ME community, families, loved ones, caregivers and
supporters, to meet with their MPs. This can be done in person, via Skype, over
the phone or by email.
So far, we have several people who have already reached out and spoken with
their MPs. More appointments are slated for the near future. However, we have
338 MPs across Canada, so we need lots more advocates to step forward to
partner with us in this campaign.
You’ll find everything you need for a successful meeting with your MP at the link
below as well as materials you can print off to take. Full instructions are provided
along with an easy ‘Step-by-Step Guide’ to follow.
Visit our page then call your MP to set up your appointment today!
http://www.millionsmissingcanada.ca/2017-campaign-meet-your-m-p/

Submitted by Barbara Fifield
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Finland
Finnish CFS/ME patients Calling For Help
I'm calling for international help for Finnish CFS/ME patients.
Finnish authorities have started a chase of CFS/ME patients and doctors, and left
thousands of patients without help. Before CFS/ME, this hunt was for
hypotyreosis; several doctors have been silenced, and patients left without help.
Finland has no official consensus of the treatment of CFS/ME - as this illness is not
accepted as an illness in Finland at all.
Now we need your help. We need official and unofficial statements of
international/national CFS/ME or other patient/medical organisations etc.
Especially needing a connection to EMEA and CDC.
Why am I asking this for you, personally? Because I have been shouted at,
threatened and neglected by Finnish public healthcare for years because, and this
is a direct quote "it's your own fault, you have too rare illnesses". I turned to the
one doctor in Finland understanding my rare illnesses, and I got help. I mean
HELP. Actual, real, efficient, medical help. For 4 years.
Until last week, when officials decided that's it. No more treatments, as, a direct
quote "these treatments could possibly be harmful", without never seeing one
patient or consulting this doctor.
Because of my complicated rare illnesses, my body does not tolerate the vital
medical care it needs for myasthenia gravis (for which, thank God, I get help from
public health care), without this medical treatment I had. Without it, my body
functions stop working. I have about 2 weeks worth of medicine left, and not one
single doctor in Finland dares to write a prescription now, as they are afraid of this
hunt. Officials agree, I need my treatment, but nobody takes responsibility. They
are afraid of something.
We need international help now, trying to convince Finnish authorities that CFS/ME
is a real illness, needing medical care (other than CBT or GET) and justice. And
above all, this one doctor needs his rights back, he's internationally distinguished
M.D., professor, and researcher, and has dedicated his life for helping CFS/ME
patients. If you have any ideas how to get a connection to your country's patient
associations or EMEA or CDC, please send me a DM in Instagram
(harvinaisenkauniselama), or comment below. Thank you!

Lars Hassel
Note: please let the editors know in case you might have suggestions. Either on
the wall as a pm (https://www.facebook.com/groups/TheMEGlobalChronicle/ )
or mailing to info@let-me.be
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Finland In Distress
The situation of Finnish CFS/ME patients is extremely difficult at the moment. It
hasn't been easy earlier either because the knowledge of the doctors regarding
the illness, the diagnostic criteria and the treatment has been very poor. The
know-how has been in the hands of very few doctors, especially in Dr Olli Polo's,
who has become the leading CFS/ME specialist in Finland due to his own interest
and vast number of patients. In the absence of national treatment guidelines Dr
Polo has familiarized himself both with the international treatment guidelines as
well as the latest medical research findings. The public sector has instead
continued following the outdated CDC and NICE policies, which have also been
proven misconceived.
In the beginning of 2015, Dr Olli Polo received a warning from Valvira, the
National Supervisory Authority for Welfare and Health, concerning prescribing
certain experimental treatments to too many CFS/ME patients who he was treating
at his private clinic. On September 4th this year Valvira restricted Dr Polo's
licence to practise claiming disobedience on Dr Polo’s part. The warning, however,
was not legally valid because the appeal deadline had not expired. On September
7th the Administrative Court annulled the warning.
The annulment was based on, among other things, updated scientific data that
Valvira did not have when issuing the warning. Since receiving the warning Dr
Polo and his patients have continuously delivered this information to Valvira, who
have replied that assessing scientific data is not their concern and hinted about
proceeding to the Highest Administrative Court. Valvira also declared that securing
patient safety is its primary responsibility. How it assesses patient safety, if not
with medical facts, is a mystery.
Valvira has itself endangered patient safety with its actions. On September 5th
they published a release claiming that treating CFS/ME with CBT and GET has
been proven beneficial. In the same context they informed (as if to warn
everyone) of the limiting of the medical licence of one doctor (referring to Dr
Polo). The implicit message relayed to medical practitioners is that CFS/ME is not
to be treated with any other methods, at least not the ones used by Dr Polo.
It seems that the message has been received far and wide. It is not known by
doctors, however, which treatments are those that can result to punishments from
Valvira, so many doctors leave CFS/ME patients untreated just in case, if not send
them to a psychiatrist or recommend exercise. Some patients formerly treated by
Dr Polo are in a life-threatening situation when their treatment is driven down.
The fear of sanctions from Valvira seems to weigh more than the fact that Dr
Polo's treatment has been successful and medically well justified.
In the same publication of Valvira it was implied that potentially dangerous
information is being circulated in social media by the patient groups lacking
adequate knowledge. As representatives of online patient groups, we find this
judgement needlessly condescending and inappropriate, since it seems that it is
Valvira that is lacking the up-to-date and proper facts, when in turn the patient
groups tend to compile the latest research accompanied by critical argumentation.
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We have been active both as an organization and private patients and asked for
aid from several foreign parties. Nationally we aim to influence the officials, create
functional dialogue with the decision makers and bring out our cause through local
media. Thus, there have been several profiles of patients published lately and
reports of our ill-treatment and neglect. We have excellent connections and
information is passed on rapidly between patients. The recent advances in
medicine and the treatment guideline changes of the CDC and NICE give us an
edge in this battle the facts being on our side. It is a different issue, however, how
long it will take for our officials to start to listen.
We hope and believe that one day our work will pay off and Dr Polo will get his
rights back. Otherwise the Finnish CFS/ME patients continue to be left without
essential medication and treatment in the future.
Best regards,

Suomen CFS-yhdistys ry / The Finnish CFS Association
Kiira Jaakkola
Pauliina Lehtonen
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France
Chronic Fatigue Syndrome:
A Treatment Guide, 2nd Edition available in French
Amazon http://amzn.to/2gx41e6
Barnes & Noble http://bit.ly/2lbQI83
Kobo http://bit.ly/2i1fjaI
Apple https://itunes.apple.com/us/book/id1272766575
Scribd http://bit.ly/2y2IIvZ
Description
Ce livre de référence unique - maintenant révisé et
mis à jour - comprend plus de 100 différents
traitements efficaces, en passant des antiviraux aux
vitamines, ainsi que des emplacements de
spécialistes et de cliniques, des informations sur la
commande par Internet et des organisations du
SFC/EM au niveau national, local et international. Des
sections nouvelles et élargies comprennent des
protocoles de traitements de divers médecins
spécialistes et les diverses recherches sur les causes
et les mécanismes de la maladie, tous écrits dans un
language concis et facile de compréhension.
Tous les aspects de la maladie sont soigneusement
examinés, en partant du diagnostic en allant à une
discussion approfondie des symptômes et en passant
par les thérapies traditionnelles aux thérapies alternatives et aux stratégies
d'adaptation essentielles. La nouvelle édition contient des chapitres pour ceux qui
font face à de multiples sensibilités chimiques et des restrictions alimentaires,
ainsi qu'une section plus appronfondie portant sur les enfants et les adolescents
atteints du SFC/EM. Le livre Syndrome de fatigue chronique: guide de traitement,
deuxième édition, demeure le guide de référence le plus complet sur cette maladie
complexe.

Submitted by Erica Verrillo
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Japan
"ME project JAPAN"
Music and dance, visual
image.
A
fantastic
world
weaved
contemporary art

from

The Japanese ME-project is about
ME/CFS awareness through art. This
music and dance event will take place on
November 4, 2017 at Tokyo Nippori
Sunny hall concert salon
Open at 13:00
Start performance at 13:30
Tickets: 2500 yen
Organisation:
Tokyo
International
Association
of
Artists
(general
incorporated association)
Merry Fullerene
Musicians: vocals (Lica) & piano (Tina)
Vocalist Lica studied at the Kunitachi music college in Japan.
Tina (piano) studied composition for contemporary music at the University of
Music Franz Liszt Weimar in Germany. Got a prize in Japan in the composer
competition 2017.
Tina won an award in the Oikawa music office newcomer competition 2013. In
2016, Lica and Tina performed at Billboard Tokyo and were interviewed for TBSTV news and Nikkei-newspaper. Tina's powerful piano piece moves like a dragon,
and tears will come to your eyes while listening to Lica's healing voice, imagining
a peacock or a phoenix. Mysterious and somewhat sorrowful, the healing
musicians sanctify people's hearts.
Nodoka Muta is a dancer and choreographer. After studying at the Osaka
university of Arts, she tried to improve her dance in N.Y., in Vienna and in other
major places. Presently she is based in Tokyo.
She featured in many pieces produced by many famous directors and
choreographers: Masahiro Yanagimoto, Naoya Aoki, Masaharu Imazu, Mari
Natsuki etc. Performed in Turkey, India and other places in and out of Japan.
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Furthermore she’s performing her own creations and she’s collaborating with other
photographers and musicians.
Performance Summertime on YouTube
https://youtu.be/v0AUcIrx6-I
This is a part of the opera piece Summertime, arranged by Merry Fullerene,
which has been performed in a small theatre on 18th June.
Try to imagine a deep sea, with overlapping dimensions. A mermaid is singing
sadly.
This piece has been created and is being performed to raise awareness of ME in
Japan has been dedicated to #UndauerME (http://bit.ly/2zFmQ7f), an ME project
by Dutch ME-patient and former ballet dancer Anil van der Zee.

Submitted by Chinatsu Hasegawa (Tina)
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Lithuania
Aleksas from Lithuania
On the occasion of running his Lithuanian marathon, Marathon
Mike Harley spoke to Aleksas from Lithuania about his experience
of living with ME and what life is like for patients there....
How did you get ill?
I got ill very unexpectedly, because I was always healthy and strong. It was in
November 2011. In the beginning I thought it was just the flu or something and
would pass through soon, but I was wrong.
I had a very high fever when it started, and terrible headaches. After a few days
the fever dropped away but I felt very weak and still sick. I spent 2 weeks in bed
unable to sleep normally. Blood test results were good; doctors told me that it
was just some kind of strange flu. They told me that I would be fine, but I wasn’t
improving. Now after six years I have recovered a little bit and feel better, but still
live with fatigue and other symptoms including a ringing in my ears, low grade
fever, brain fog, sleep problems, joints and muscle pain.
How does this ME/CFS affect you?
This illness affects me so much. It has destroyed my dreams to have my own
family, good job and normal life. I am 70% housebound (my case is not the
worst). Sometimes I feel better, sometimes really bad. All the time I have to push
myself to do everyday things. I become more antisocial. l lost some friends.
Relationships with people become annoying sometimes because it’s hard to see
happy people, when you are sick all the time and it’s invisible. You don’t know
what to tell them, when they ask you: ''what’s wrong?", "are you sad?" Many
people don’t understand, they think I am depressed or just pretending.
Have you been diagnosed?
After lots of medical procedures (mrt, echoscopy, many different blood tests which
was good) I was told by one doctor that I was sick with ME/CFS. He told me there
is no cure and treatment. I read people stories on the internet that are sick with
ME/CFS and many of them symptoms were just like mine. I’m still not sure
however.
How difficult is it to get a diagnosis of ME/CFS?
It’s very hard to be diagnosed. First you have to go through all the different
procedures. If all the results are good, then it’s ‘probably’ ME/CFS.
Do you know of any support groups or associations in Lithuania for those
suffering from ME/CFS? What are their aims?
No, I don’t know of any support groups in Lithuania. I only saw a few forums on
the internet where people were discussing chronic fatigue syndrome.
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Are there doctors who would be interested in the research into ME/CFS and the
recent scientific advances?
I don’t know of any.
How do doctors and government perceive ME/CFS in Lithuania?
Some doctors want to get rid of you as quick as possible, because your results are
good. They think you are pretending or something. Some doctors are nice and try
to help you. I don’t think the government care, because this illness is invisible and
there is not enough proof that it’s real.
What treatment is currently prescribed to those with ME/CFS?
The only treatment you get is nutrition supplements and psychotherapy. Both help
a little, but not enough to recover completely.
Are there any specialist clinics for ME/CFS patients in Lithuania?
No, I’ve never heard of any.
Do patients receive adequate support? Can they receive disability benefits
when they are unable to work?
I think it’s impossible because there’s no proof that you’re sick. Personally I’ve
never asked for any disability support, because I know there is nothing to expect.
Are patients and doctors aware of the Rituximab trial, which is currently taking
place in Norway?
I am not really sure. Maybe some patients know something about the Rituximab
trial, but I doubt it as its treatment isn’t available yet in Lithuania. I really hope it
will be reachable soon for everyone who suffers from ME/CFS. I’ve heard that it
can be very effective.
And what about the controversy surrounding the PACE Trial in the UK?
I’m not aware of this.
What does the future look like for ME/CFS patients in Lithuania? Is there any
reason to be positive?
I want to think that the future is bright because there are some positive things
happening internationally in ME/CFS research. There is a hope for all who suffer.
What changes would you like to see to the treatments currently proposed in
Lithuania?
I just want to see more understanding from doctors and people; that’s all. This
illness is real and it takes lives away.

Source: http://www.mikeseumarathons.eu/lithuania.html
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Slovenia
On Sunday October 29, 2017 British patient advocate Mike Harley
will run the marathon of Slovenia in Ljubljana. It will be his 14th out
of 28, and his last one in 2017.
A few days before he managed to talk to a number of patients within the only
Slovenia ME/FM facebook group (500 members) about their experiences living
with ME & FM in Slovenia, here's what they told him.....
How do doctors in Slovenia perceive ME?
Some are professional but others are very unprofessional. The result seems
to remain the same, we mostly are left to look after ourselves.
It really depends on where you live and what Doctor you have.
How do they treat people in Slovenia?
The official diagnosis is given, but very few patients receive adequate
treatment. Treatment is classic with anti-depressants and various relaxants.
But I repeat that few have received therapy because there is a lack of proper
diagnosis.
They treat us poorly... too much chemical medicine, too little
physiotherapists, lack of awareness and misunderstanding, maybe there's
something to do about it -hopefully.
Most patients can't get diagnosed. Its a slim chance. Its not done on purpose
however its just the lack of experience that doctors here have. On the other
hand, people do expect too much from a diagnosis. Even if they get a
diagnosis they dont get any treatment. If they get treatment well, we know
how that is. For many not very helpful. Its a never ending circle. Many
people are angry and sad and mostly frustrated here due to the fact they
can't even get it recognized.
As far as I know many doctors are not very well informed about this disease
yet, so many patients are just shoved around, or they cheer you up and
calm you down with antidepressants or painkillers. Painkillers don't really
work, only for a moment, and my doctor told me that the other [medication]
is not like painkillers, which they do not like to prescribe, and that only in
Soča (Slovenia) they will give me more guidance and confirmation.
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In the United Kingdom, many doctors think that disease is not real. Is it the same
in Slovenia?
I have lived in the United Kingdom for a decade and everything about fm
has been well explained by a specialist in connective tissue disease. Much
better than here in Slovenia. In the UK you have at least a chance to get to
the bottom of it, because even though three quarters of the people are
wrongly diagnosed, at least they get it sooner than later. Over here we don't
have any of that unfortunately. The level of education here is low because
we are a small country and most doctors only learn from literature. They
are ignorant in many areas. Especially when it comes to rare diseases and
modern diseases. There are no specialists. The rest of them are not up to
speed. The mentality of doctors is at zero. Very little respect for patients. In
the UK, it's more neatly arranged. GP general doctors have open channels
and at least they send a patient forward. But it's hard to achieve here.
It's almost the same, in fact, they don't support us too much around this
disease, like we're nothing. We are not noticed even though we are very
tired and we are hurting. We are invisibly ill, like a house that has a nice
facade, but you can’t see that inside it has a fallen staircase and a broken
sink. On the outside, the house is beautiful, but on the inside it’s a different
story. How could anyone know that on the inside the house is falling apart?
Slowly but really slowly some are starting to understand...But when
someone has a disease like ours they can get tired of fighting the pain and
everything around it. It throws them in despair and you end up like this. but
these are extreme cases, it could be much better. Health care doesn't do
much for us.
Is there any social assistance / disability pension for patients in Slovenia?
There's no help... no services, no disability... some painkillers and
suffering... Waiting and waiting.
We're not very organized in this area. Individual doctors are trying. My
doctor has another patient with this diagnosis and I have to say, when I tell
her something she quickly writes it down and is involved on many ends .
In general, at the level of the disability commission, I have just received
information that they are changing things for the better. But right now who
knows how long we will be treated like second-class patients . We all just
want to to return our old life and, above all, be healthy.
Do you know of scientific studies such as rituximab (Norway), Ron Davis (open
medicine foundation), etc?
We don't know anything about it, please tell us.
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What changes would you like to see for patients in Slovenia? Do you have hope
for a better future?
Who doesn't have desire for a better future... of course, we should have
more access to physiotherapeutic services and some hot springs, and we
should be allowed to do this through healthcare every year, not paying
everything yourself, massages and the rest ... Health care practitioners
should understand us and be aware of the severity of this disease, because
it is not only in our minds, but we have serious pains, fatigue, brainfog,
gastrointestinal problems and, last but not least, medication hasn't solved
anything in the long run, but they have only strengthened the dysfunction
of other organs. If at least some of it changes, it will be quite a lot and, of
course, that over here too they would understand that we are too exhausted
to be able to work like healthy people.
Of course, hope is indispensable. Without it, it's only worse. We have already
given up on many doctors, so we do not go much to them unless we have
to because we are unable to work.
The most specialized centre for rehabilitation or therapy for fibromyalgia is
only in Soča in Slovenia and unfortunately there are too few doctors and
other staff and, unfortunately, there is too little money for this disease. They
are sorry that they cannot help patients more quickly and better, since they
have the first rehabilitation terms for 2019 and beyond, and so far they have
already been very busy. It is also possible to get involved in some seminars.
The first physiotherapies start at the end of November and then further
instructions will follow, etc.
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South Africa
We are screening the 3rd Unrest on 16 November.
The first 2 screenings went well. Not that big audiences.
Roughly 45.

But awareness was raised, and we have made contact with patients and health
providers.
We have just started a new type of awareness campaign where we show how a
M.E. patient looks prior or during an event and then later when the P.E.M. has
kicked in.
I am trying to show that during an event we are visible and the illness invisible.
However, after the event the illness is visible, but the patient goes missing!

Submitted by Retha Viviers
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Sweden
Conferences in Sweden
During three consecutive days, October 17–19, RME (The Swedish
Association for ME-patients) arranged a roundtable meeting for specially invited
researchers, combined with two open conferences aimed at health care
professionals in Stockholm and Malmö.
The roundtable meeting October 17 -18 was held at Rosersberg castle outside of
Stockholm. Research efforts, both those planned and those completed, often
through international cooperation, in Sweden as well as in Denmark, England and
the US, were being discussed.
The talks, the exact contents of which cannot be shared outside of the group, were
characterized by openness and scientific curiosity.
The program for the conference at Landstingshuset (Stockholm County Council)
October 18 comprised the following lectures:
The Altered Gut Microbiome in ME/CFSb)
Abnormal Exercise Response and Metabolism in ME/CFS
Prof Maureen Hanson, Cornell University, New York
ME/CFS and the immune system: Where are we now?
Prof Geraldine (Jo) Cambridge, Dep. Medicine, University College, London
Biomarkers for ME/CFS in the Cerebrospinal Fluidb)
EMERG and Norwich center of Excellence activities
Prof Jonas Bergquist, Uppsala Universitet
Neuroradiological studies in ME/CFS
Dr Per Julin, the ME/CFS-clinic, Stora Sköndal, Stockholm
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In the closing panel discussion, one of the issues discussed was the difficulties in
having ME/CFS approved/accepted for health insurance and/or disability benefits.
The Stockholm conference has become a tradition and gathers a great number of
participants every year: mainly healthcare professionals, policy makers and
politicians, but also several patients.

Submitted by Kerstin Heiling
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The Netherlands
Call to Action
Keep signing and sharing both these petitions!
https://deziekteme.petities.nl
https://meisgeensolk.petities.nl
They can be signed until the end of spring 2018. According to the Dutch Health
Council’s website, the definitive advice from the ME/CFS committee will be
submitted to the parliament at that point.
The end result of both petitions will once again be presented to the Ministry of
Public Health and the entire parliament. So, keep signing and sharing the
aforementioned petitions!
Attention: this petition can be signed worldwide. So, lock hands with your fellow
Dutch ME patients who’ve suffered the same fate and sign/share!

Screening “Unrest” in Amsterdam on October 13th - a patient’s report
The time had finally come on Friday the 13th, the premiere of “Unrest” in the AMC.
I don’t think I was the only one who hesitated to go at the last moment, it’s an
attack on your ME body… on the bright side, it might not be a good idea to not do
something, but sometimes you have to do something worthwhile. Even if it’s at a
cost.
I have to say it was really worth it, especially because I would finally be meeting
people who I had only known via the Internet, and people I hadn’t seen for a long
time. The guest speakers were worth it and, last but not least, the film itself. Very
confronting and emotional, but filmed very beautifully. Truly a must-watch for
everyone who’s in some way involved with the illness. For the patient,
partner/caregiver, but definitely also medical staff.
It’s a brief look into the life of a patient afflicted by a condition of which still very
little is known, which people think simply a positive attitude will ameliorate
because they often see you at your ‘best’. On the worst days, you’re virtually
invisible, after all.
For those who still wish to see it, there will be a screening on November 10th at
the LUMC, starting at 18:00 with guest speaker Dr. Charles Shepherd.
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Screening “Unrest” in Leiden, Friday November 10th
Goal: to enlighten the general public and caregivers about the complex,
misunderstood condition of ME/CFS.
Guest speaker: Dr. Charles Shepherd, medical advisor for the British patients’
association MEA (ME Association)
Time: 18:00 -21:00
Location: Leidse Universiteit Medisch Centrum (LUMC), auditorium 1
Albinusdreef 2, 2333 ZA Leiden
Language: English (Dutch subtitles)
Everyone welcome
Tickets can be reserved free of charge at:
https://unrestnl.eventbrite.nl
Donations are welcome.
Information about the screening:
https://www.facebook.com/unrestfilmNL
Any questions? Leave a reply or send a PM.
Email (Dutch and English): unrestnl@gmail.com

Mike Harley’s Marathon of Amsterdam
“On October 15th I ran my 13th EU Marathon in Amsterdam to raise funds and
awareness for biomedical research projects for the UK based charity Invest In ME.
I met with Rob Wijbenga the day before the race who told me more about the
situation for patients in the Netherlands. Just like in the UK, advocates,
campaigners and patient groups face a tough fight to change attitudes and policy,
it's a frustrating situation but I know they're fighting hard for justice.
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“The race itself was a challenge but very enjoyable. The stadium start and finish
was breathtaking as was the beautiful 8-10km along the Amstel river out of the
city centre. There were barges cruising past with bands playing on them,
windmills, parks and tremendous support from the crowds throughout. I has a
couple of fantastic supporters out on the course; Celine Verweij and Dieuwertje
Daams who came to watch me cross the line after 4hrs 1 minute out there on a
warm autumn afternoon.
“Later on I met up with Anil Van Der Zee for a few minutes, it was great to see
him too. Everyone I met was really kind about the challenge and through social
media the support from the Netherlands raised over 1000 Euros towards
biomedical research projects for Invest In ME and the European ME Alliance. It
was a fantastic trip and one I wish could have been for longer, but I'll always look
back on this race with fond memories.”

Mike Harley for Invest in ME
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United Kingdom
A very special lunchtime reception and exclusive screening of Unrest
for MPs and honoured guests
October 23, 2017 saw a very special lunchtime reception (12.30-2.00pm) where
MPs and members of the House of Lords were able to watch an exclusive screening
of Unrest at the State Rooms, Speaker’s House, in the House of Commons.
The event has been organised by The ME Association and Shella Films, Jennifer
Brea’s production company. The Rt Hon John Bercow MP – Speaker of the
House and Patron to The ME Association – was contacted earlier in the year and
very kindly agreed to host the event.
Attendees were welcomed by the Countess of Mar who did open with a
presentation on behalf of Forward ME Group (http://www.forward-me.org.uk/)
highlighting the financial cost of M.E. to the UK economy.
Dr Charles Shepherd, Hon Medical Adviser to The ME Association, talked about
the need for better education of health professionals, biomedical research, and
explained what is required to create effective treatments and cure for M.E.
Jennifer Brea then introduced her award-winning documentary and took part in
the panel discussion afterwards with the Countess of Mar, Dr. Charles
Shepherd and others.
Honoured guests
The list of MPs and honoured guests was expected to feature Dr Vince Cable and
Diane Abbott – although at the time it wasn’t known who would be able to attend,
due to the nature of their work.
MPs were invited either by special invitation from the event organisers or through
the impressive early day motion campaign (http://bit.ly/2h5pImh) sponsored by
#MEAction.
Also welcomed was Jessica Taylor-Bearman and her husband Samuel,
together with her carer, Marlena. Jessica is featured in the Unrest documentary,
and is a highly regarded UK patient advocate, particularly on social media.
Other notable guests included, Dr Luis Nacal and members of the UK ME/CFS
Biobank team, Dr William Weir, Dr Ian Gibson, Dr Gabrielle Murphy, and
Professor Jonathan Edwards.
Simon Duffy from the Centre for Welfare Reform (http://bit.ly/2i1z5CP) has been
attending too, and representatives from all the ME/CFS charities who form part of
the Forward ME Group were invited.
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The ME Association hopes to provide us with photographs and comments from the
event as it happens on our social media pages:
Facebook (https://www.facebook.com/meassociation/) and
Twitter (https://twitter.com/MEAssociation).
Dr Charles Shepherd, Nicola Anson, Nicki Strong, Martine Ainsworth Wells
and Mary Riley, represented the ME Association and helped to ensure that MPs
and members of the House of Lords were left in no doubt as to the seriousness of
M.E. and our need for investment in biomedical research and the production of
effective treatments.
The ME Association is especially grateful to Lucy Wilson, UK Impact Producer of
Unrest, and her team who have worked incredibly hard to help make this such an
important event, and to Sarah Reed, for organising the early day motion
campaign with #MEAction.

UK ME/CFS Biobank team receives largest ever grant to continue biomedical
research project | 03 October 2017
ME Association trustees and staff were over the moon when we heard that the
CureME team at the London School of Hygiene and Tropical Medicine had received
a new grant of $2.1 million from the National Institutes of Health (NIH) in America.
The funding represents the biggest ever single investment in biomedical research
to happen in the UK and it will enable a current project, that is searching for
disease biomarkers, to be extended for another 4 years – until 2021.
The project is a longitudinal study that is measuring changes in the immune
system and genetic profile of individuals in a disease whose symptoms are known
to fluctuate over time. The initial £1 million project, which began in 2013, was
over 3 years and had also been made possible by funding from NIH.
Dr Luis Nacul, who leads the CureME team, is also responsible for overseeing
the UK ME/CFS Biobank, which has been built and maintained by charity support
and the funding from America.
The new grant will enable the Biobank to increase in size as even more blood
samples and clinical data will be collected from people with ME/CFS, multiple
sclerosis, and healthy controls, and then made available to research applicants.

All materials submitted by Russell Fleming on behalf of MEA UK
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13. Poem – Just One Day
There are too many boats in this harbour.
Too little room for floating.
It is night, the jetty lights are broken
And there are creatures with a taste for blood
Hidden somewhere in the water.
The blessings are these:
I have friends who made themselves inside the furnace.
Who life painted into art.
They are interesting pots, filled with everything still needed
For joy to stay alive.
I am visited by magpies
Who glide over me
In a swirl of feathers and memory,
Like great bird magicians,
Flourishing themselves before they vanish
In the air beyond my sight.
I have met an honourable man,
Who doesn’t bring darkness into my house,
Like so much mud,
On the bottom of his shoes.
We remain two separate violins,
Carved from the gift of different trees
But there are moments when we harmonise
And my heart finds a note,
As sweet and strange as sherbet,
It has never sung before.
I have learnt my own secrets.
The language I speak, of instincts and dreams,
In the only world that is mine alone,
Where silence is sacred
And kindness is a King with a paper crown.
I know the covers I hide under and I know the ways I rise.
I am in possession of hopes, like a fistful of rubies.
I believe that somewhere there are dancing shoes
That will belong to me,
And steps I’ve yet to take
In perfect time.
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This is only one day.
It does not speak for all the years,
(Don’t let it tell you otherwise).
And like days do, it throws my life,
like a coin into the air.
Whichever way it lands,
For better or for worse,
It remains the lucky penny I was given,
When I began.

Sarah Louise ‘Feather’ Jordan
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14. 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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