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3. Editorial
Diest/Herwijnen, June 2018
Dear friends,
We're glad to introduce you to June 2018's edition of MEGC. As was announced
before, the magazine from this year on is to have four annual editions; the next
will be in September (please submit entries before September 10th to
contribute@let-me.be). This edition is once again full of news surrounding
everything that stood in the spotlight and affects all of us personally, whether
directly or indirectly.
All of a sudden there was the horrendous news from Denmark where the health
authorities turned the clock backwards with some 70 years publishing new
treatment ME/CFS guidelines on 18th June, based on a 100% psychological
concept of the disease. We decided to include the message concerning this
information from Rebecca Hansen twice: under the heading PACE (as the new
guidelines are also based on the PACE-trial) and News from Denmark.
We would like to also direct your attention to the article "Unraveling the Fray", as
it draws a picture of the schism which keeps the worldwide ME community in an
ever tightening stranglehold. The editorial staff wishes to remain unpartisan,
although they do not wish to sweep under the rug the fact that information about
the patients - especially the most gravely ill patients (if applicable) - forms the
basis of their existence. ME can potentially be fatal, which shows from the In
Memoriam entries in each release, and they're just the tip of the iceberg.
Because already many websites and Facebookwalls are in existence devoted to
the initiatives around May 12th, among which the Millions Missing page, we
decided not to pay as much attention to them. Otherwise, this already long edition
would've been two to three times longer. Reminder: just click the article you’re
interested in in the Table of Contents and go back to the Table clicking the link at
the bottom of each page.
We would also like to once again remind people that this project is a project that
everyone can participate in. Without all of your contributions, this e-zine wouldn't
exist. Hence we would again like to thank all who contributed to this edition from
the bottom of our hearts, on behalf of everyone. Thanks to the growing interest
in the wall of the MEGC (http://bit.ly/2Ike4yu) which draws increasing amount of
active participation, we can draw the conclusion that the magazine suffices to
meet the intended needs. Make sure to also take a look on there and share this
edition within as many groups you're active in as possible. We wish those on the
northern hemisphere a very beautiful summer, and to those on the south a nottoo-cold winter.

Rob Wijbenga - Eddy Keuninckx
5 Back to Table Of Contents

4. NIH/CDC/HHS
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Paradigm-Shift in New York State
The New York State Department of Health has launched its website for ME.
Highlights PEM and pacing and rejects CBT and GET!

https://health.ny.gov/diseases/conditions/me-cfs/
"Although cognitive behavior therapy (CBT) and graded exercise therapy (GET)
were once recommended to treat patients with ME, these interventions assume
that patients are just out of shape (deconditioned) and are based on studies that
included patients with other fatiguing conditions.
These recommendations have caused more harm than good for people with ME
and have been eliminated from the Centers for Disease Control and Prevention
(CDC) website."

from a tweet of Mary Dimmock
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NIH Pilot Program: Wait and See
The NIH Pilot Program: Wait and See
MEAction has collected thousands of signatures on a letter to Dr. Francis Collins,
(https://bit.ly/2I3m4Ui) asking for a meeting with him and a plan of action to
attack the ME public health crisis. That request is all the more urgent because NIH
already has a de factoplan for ME, and more than a few people with ME will die
before that plan produces meaningful results.
What is the plan? NIH is going to wait for the new Collaborative Research Centers
to lead to more research proposals, rather than investing money to stimulate that
research now. NIH has no intention of addressing the need for a consensus case
definition now and has chosen an approach that could take a decade or more.
NIH doesn’t officially call it a plan and has neither announced it to the ME
community nor engaged with us in formulating it. Denise Lopez-Majano found
the plan buried in the hundreds of pages NIH submitted to Congress with its 2019
budget request. But despite how feeble NIH’s plan is, we can do something about
this!
Today, I will tell you what we know about the plan. In my next post, I will share
ideas for what we can do about this. NIH may be content to twiddle its thumbs
and wait, but I am not.
Finding the Plan
Each year, NIH submits a request to Congress as part of the President’s budget
for the next fiscal year. Congress passes a budget and includes comments back
to NIH in its appropriations report. Those comments are not binding on NIH, but
they do show NIH what Congress cares about. So the following year, NIH responds
to that report language to show Congress how they are addressing those issues.
This back and forth between NIH and Congress is not something most people pay
attention to, although ME advocates have succeeded in getting favorable report
language many times over the decades.
Denise Lopez-Majano found NIH’s plan for ME on pages 76 and 77 of the FY2019
document called (https://bit.ly/2GJiIFG) “Significant Items.” In the report
language with the 2018 budget (finally passed in March), Congress had
recommended that NIH “consider increasing research funding to be
commensurate with disease burden,” and suggested several types of projects to
accelerate progress in the field. In its 2019 response titled “Action taken or to be
taken,” NIH described its current approach to ME and deflected many of
Congress’s suggestions. And between the lines of its response, NIH revealed what
it plans to do (or not do) beyond FY2019.
Congress Says One Thing, NIH Does Another
RFAs: The 2018 Congressional appropriations report suggested RFAs for
biomarkers and treatment trials. We already know that NIH is not doing this, and
there is no plan to do it in the future.
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Funding: The report suggested additional funding for investigator-initiated studies
and early stage investigator awards. NIH said it encourages new grant
applications, funded one fellowship, and it expects the three Collaborative
Research Centers and Data Management and Coordinating Center to attract more
researchers to the field. Of course, NIH failed to point out to Congress that there
is no current Program Announcement for ME/CFS, which would normally signal
NIH’s interest in those types of applications.
NIH also claims that 2017 funding will reflect an increase due to the CRCs as well
as “new and on-going investigator initiated projects.” My analysis
(https://bit.ly/2HUCNd5) shows that this is not entirely true. Funding did increase
overall, but without the CRCs the 2017 funding would have DECREASED by almost
15%. The only new grants were the fellowship and Dr. Kathleen Light’s grant
(https://bit.ly/2u5hgMF), totaling less than $375,000 in 2017.
Case Definition: The report also suggested NIH undertake “an initiative to reach
consensus on the case definition.” NIH said no. Specifically, NIH said, “Developing
better diagnostics and ways to characterize patients are necessary before reaching
consensus on a case definition” (emphasis added).
In other words, NIH will take no immediate action on reaching a consensus case
definition. Congress suggested it. Advocates have demanded it. The P2P report
recommended it. Nope! NIH wants “better diagnostics and ways to characterize
patients” first. Never mind that NIH’s willful neglect is a major contributing factor
to our lack of better diagnostics.
NIH Has A Plan: Do A Little And Wait
NIH’s responses in this report reveal its true approach to ME for 2019 and beyond.
NIH is running a pilot program and waiting to see what turns up. That’s the sum
total of the plan, and this means people with ME are in for a very very long wait.
Yes, NIH funded three CRCs and the DMCC in 2017. But NIH could have funded
more. In fact, Cort Johnson reported (https://bit.ly/2MACmHU) that, “Vicky
Whittemore said the proposals were strong and if enough funding had been
provided, the NIH could have funded several more centers.”
Think about that for a minute. There were other proposals good enough to be
approved if there was more funding available. We could have more CRCs right
now. Why don’t we? Because NIH would not invest the money.
Do you know why? Dr. Walter Koroshetz (https://bit.ly/2ynnBoD) actually told
us why on June 9, 2017 when he said:
I think the goal was that this was not the solution but the seed to grow the
research that could then come in through regular mechanisms or else to kind of
add on centers so we can kind of move the field across. I think we could fund
three, three or four centers, that’s not gonna do it. (emphasis added)
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NIH is planting seeds, my friends. Seeds. And NIH is content to wait and watch
those seeds grow. I admit that I am not much of a gardener, but I do know that
you can’t just wait on seeds. You need to prepare the soil, water frequently, and
fertilize. THAT is how you help those seeds grow into a fruitful garden.
There is another piece of NIH’s slow strategy: the intramural Clinical Center study
led by Dr. Avindra Nath. This study is using very tight selection criteria and is
doing the deepest dive ever into the pathophysiology of ME. The results from this
study will inform–but not conclude–NIH’s direction on those better diagnostics and
patient characterization that NIH sees as the prerequisite to establishing
consensus on a case definition.
So how long will this take?
First, it’s important to remember that the Clinical Center study is small. As Dr.
Nath said in March 2016 (https://bit.ly/2I3fNbl), “[Y]ou don’t want to do a huge
expansive study the first time around. If it takes 1000 patients to find something,
it probably isn’t worth chasing a result.”
The study was originally planned (https://bit.ly/2ynrudj) to have 40 ME/CFS
patients, 20 healthy controls, 20 post-Lyme patients, and 20 people with
functional movement disorder. The movement disorder group was subsequently
dropped and the healthy control cohort increased to 40.
From the very beginning, Dr. Nath cautioned that the study would take awhile,
with each subject requiring a week at the Clinical Care Center, and an additional
two weeks for those who come back for the second visit. The first visit was later
extended to two weeks for people with ME because they cannot undergo as many
tests in a day as the other groups. Dr. Nath kindly provided me with an update
on the number of subjects who have gone through the protocol and those still
remaining as of May 7, 2018:
People with ME (first visit, 2 weeks): 13 of 40 completed
People with ME (second visit, 2 weeks): 2 of 20 completed
Healthy Controls (first visit, 1 week): 16 of 40 completed
Healthy Controls (second visit, 2 weeks): 5 of 20 completed
Post-Lyme Controls (first visit, 1 week): 0 of 20 completed
Post-Lyme Controls (second visit): 0 planned
Based on the number of weeks per visit, the 36 total visits so far should have
taken 56 weeks. The reality is that it has been 82 weeks since the first subject
visited NIH (Dr. Nath previously said (https://bit.ly/2JWvt1H) visits began at the
end of October 2016). No doubt some of the delay is due to holidays and other
calendar issues, and some of it was caused by working out the kinks in the
protocol. However, even if all delays were eliminated, there are still 164 weeks
remaining to complete data collection. If the pace remains the same, we could see
239 weeks go by before the collection phase is complete.
In other words, we are looking at an additional 3 to 4.5 years for the data
collection phase of this study to be completed. That’s not data analyzed and
results published; that’s just data collection. Unless NIH increases its pace, data
collection won’t be completed until May 2021 at the earliest.
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But will this study produce a case definition? Dr. Nath addressed this back in
March 2016 (https://bit.ly/2I3fNbl) when he said, “Whether we are able to
establish [a case definition] beyond an element of doubt or not, it won’t be from
this study.” (emphasis added)
Dr. Walter Koroshetz then commented:
the biologic basis of the illness in most of the illnesses is eventually what moves
the definitions and allows break-up in the heterogeneity of a disorder.
It’s a particular biological entity. That process is a long process. And so, I would
urge people to basically stay the course there. Clearly this protocol which is looking
currently at 40 patients – what they find will then need to go into another stage
to be validated in other groups of patients to make sure that it’s a real finding that
can be generalized. (emphasis added)
In other words, the Clinical Center study will not produce a new case definition.
The results may get us closer, but as Dr. Koroshetz points out, it will be a long
process.
NIH won’t put a firm timeline on all of this, of course. But I will make a firm
prediction: If NIH is going to wait for better diagnostics, better patient
characterization, and for Nath’s findings to be validated in a larger group, then
NIH won’t return to the case definition issue for at least a decade.
To summarize: NIH is using the three Collaborative Research Centers (but only
three) as seeds to generate interest and will wait for more research applications
to come in as a result. NIH’s slow approach to case definition is going to take ten
years (or more) to show results.
But we are NOT powerless!!!!! Not by a long shot. In my next post I will share
some ideas on what we can do.

Jennie Spotila
Source: https://bit.ly/2IEH5tE
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5. PACE
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A Letter To NICE About The IAPT
Program
Trial By Error: A Letter to NICE About the IAPT Program
18 JUNE 2018
This morning I sent the following e-mail to key NICE executives involved in the
effort to overhaul the clinical guidance for ME/CFS. I cc’d several stakeholders in
the process as well.
(note: IAPT = the Improving Access to Psychological Therapies programme Of the
British NHS, ed.)
Dear Sir Andrew and Professor Baker (and others)—
In an e-mail to Sir Andrew last year (https://bit.ly/2t95Q7K), I posed some
questions concerning the involvement of NICE with the Improving Access to
Psychological Therapies program being rolled out across England by the National
Health Service. According to the NICE website (https://bit.ly/2iyAJQo), the
organization is working with IAPT to “assess digitally enabled therapies for
anxiety, depression and medically unexplained symptoms which offer the potential
to expand these services further.”
Here is part of that e-mail from last fall:
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 [the 2007
NICE guidance for CFS/ME] 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?
Despite positive developments in the NICE process since then, these questions
remain. IAPT’s interest in digitally delivered therapies raises particular concern
among ME/CFS patients and advocates because it suggests the possible or even
likely adoption or endorsement of some version of FITNET-NHS
(https://bit.ly/2fAyNAL). That is the Bristol University trial investigating online
CBT for children, based on the purported success of earlier Dutch research. Critics
of the PACE trial, including me, have documented serious methodological
weaknesses in both the Dutch study and the U.K. version.
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Last year, before NICE announced its decision to pursue a full update of the
guidance for this illness, FITNET-NHS was being cited as a study of interest to be
considered in a future review. But given the identified deficiencies of this research
into online CBT, it has no place being considered during the development of health
policy or clinical guidelines for ME/CFS.
As the NICE process for producing the new ME/CFS guidance moves forward, so
does IAPT’s implementation of its expansion strategy. IAPT’s recent publications
contain no indication, as far as I can tell, that anyone from NICE has
communicated with anyone from IAPT about the paradigm shift occurring in
perceptions about and treatment of ME/CFS. Those involved with IAPT seem not
to have noticed yet that the CBT/GET approach is rapidly losing credibility
worldwide.
Does NICE have any current plans to communicate with IAPT about ME/CFS, and
specifically about IAPT’s ongoing roll-out of CBT and GET services for these
patients? Or will such communications need to wait until the new guidance is
released in 2020? Does NICE at least plan in the interim to suspend its cooperation
with the NHS on developing digitally enabled or non-digitally enabled IAPT
services related to ME/CFS? Since a new NICE guidance is in the works, developing
any ME/CFS services for IAPT based on what will soon be an outdated document
would seem to be a questionable way to invest limited public resources.
Thanks for your attention to this matter.
Best–David
David Tuller, DrPH
Senior Fellow in Public Health and Journalism
Center for Global Public Health
School of Public Health
University of California, Berkeley
Source: https://bit.ly/2JXSL7F
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Debate
British
Commons On ME

House

Of

Debate British House of Commons on ME: Treatment and Research, June 21, 2018
On Thursday 21 June the eagerly awaited debate on ME in the British House of
Commons took place, on behest of the Scottish MP Carol Monaghan (Glasgow
NW, see also the Q&A of David Tuller with her in this issue), who introduced the
debate with a summary of symptoms (amongst which btw PEM/PENE wasn’t
mentioned) and the statement that “it is estimated that around a quarter of a
million people in the UK suffer from myalgic encephalomyelitis—ME. It costs the
UK around £3.3 billion per annum.” Costs seem to always be interesting data,
even more than the suffering of patients. “ME receives practically no biomedical
research funding. Because of the misunderstanding of the condition, the
treatments available are often more damaging to the person than no treatment
at all.”
Subsequently she talked about Merryn Crofts who died on May 23, 2017 only 21
years old and the PACE-trial: “Patients have told me that they were pressurised
to describe improvements they really did not feel. One participant in the original
trial said: ‘After repeatedly being asked how severe...my symptoms were. ..I
started to feel like I had to put a...positive spin on my...answers. I could not be
honest about just how bad it was, as that would...tell the doctors I wasn’t trying
and I wasn’t being positive enough’.”
and:” Interestingly, Professor Sharpe, one of the authors of the PACE trial whom
I already mentioned, emailed me this week and told me that my behaviour is
“unbecoming of an MP”. I say to Professor Sharpe that if listening to my
constituents, investigating their concerns and taking action as a result is
“unbecoming”, I stand guilty. [Hon. Members: “Hear, hear!”] If Members of
Parliament are not willing to stand up for the most vulnerable in society, what
hope do any of us have?”
Another MP, Andrew Selous, reiterated:”Does the right hon. Gentleman (the
speaker just before him) share my concern that, as I understand it, there are
roughly two and a half times more people with ME than with multiple sclerosis,
yet there is 20 times more research on multiple sclerosis than on ME and, of what
little ME research there has been, the vast majority has been through
psychological and behavioural studies rather than the biomedical approach?”
MP’s particating were obviously more or less well informed about ME and its
current status, but what’s the outcome of this debate? In the words of Carol
Monaghan herself, who was the first and the last to speak:
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“I thank hon. Members once again. I also appreciate the great support from the
people in the Public Gallery, many of whom are living with ME. It has been tough
enough for us to sit here for three hours, so it must have been a hard slog for
them. I hope they do not feel the impact of the debate too badly over the next
few days.
I have been following the debate on Twitter, and it has been interesting to see the
messages of support coming in for individual Members. People really are watching
and were interested and encouraged by what they heard. Although we are talking
about treatment and diagnosis in the UK, the repercussions are far wider.
Messages of support have been coming in from Norway, Canada, the United States
and right across Europe. ME affects people worldwide, and I hope the debate has
given them some hope.
The debate was about more than just raising awareness. Members asked specific
questions, and I am glad the Minister said that he would work with the DWP to
draw up guidelines for people with ME. We will all watch that with interest, and
perhaps some parliamentary questions will go in as a result.
I was also a bit disappointed. The Minister, who is a compassionate person, talked
about funding, and I think he said that the Medical Research Council is putting
£2.6 million into ME research. Unfortunately, that is not for biomedical research—
or little of it is. I quickly googled and found that a new research programme is
taking place at Bath University, but, once again, it is at the department of
psychology. That is where we have the trouble: it is not a psychology department
that needs to be doing research, but a medicine or biomedical sciences
department.
Members have spoken passionately on the ME community’s behalf, and once again
I thank everyone here this afternoon. I do not see this as the end. The fight for
people with ME both here and across the world continues.”

Transcript: http://bit.ly/2KgkiEM
Video debate: http://bit.ly/2txcdRG
16 Back to Table Of Contents

17 Back to Table Of Contents

Q&A With
Monaghan

Scottish

MP

Carol

Q-and-A with Scottish MP Carol Monaghan - by David Tuller, DrPH
On February 20th 2018, Carol Monaghan, a member of Parliament from the
Scottish National Party, led an extraordinary debate (https://bit.ly/2qJUwOj) in
the House of Commons about the ethical and methodological failings of the PACE
trial. The debate included discussion of the debilitating nature of the illness, the
conflicts of interests of the PACE authors, the study’s unfortunate reliance on
subjective outcomes, the unacceptable outcome-switching that juiced the
reported findings, the hundreds of thousands of pounds spent by Queen Mary
University of London to avoid the release of raw data, and the trial’s “devastating”
impact on patients.
One colleague asked MP Monaghan, a science teacher by profession, about the
conduct of the PACE trial and the “cover-up” of the results promised in the
protocol. Here’s how she responded: “I think that when the full details of the trial
become known, it will be considered one of the biggest medical scandals of the
21st century.” Not surprisingly, the overall debate and that statement in particular
heartened the patient community and provided hope that the apparent power of
the CBT/GET ideological brigades to shape the PACE narrative is on the wane.
Professor Michael Sharpe, one of the leading lights of those brigades, didn’t
seem too happy about the debate. Afterward, he tried to engage MP Monaghan
with what can only be described as “PACE-splaining.” In a patronizing tweet
(https://bit.ly/2teQ3Ez), he asked her if she’d actually read the study. “I shall be
very happy to send you a copy,” he assured her.
Here’s a Q-and-A I recently conducted with MP Monaghan via e-mail:
What first got you interested in the issue of ME/CFS? Did you have a personal or
family connection to the illness?
During my first election campaign in 2015, I visited a constituent at home who
had been living with ME for over 30 years. I knew very little about ME and I
considered it to be a condition that simply made a person tired. I suppose this is
typical; unless an individual has personal experience of ME, it remains very much
an unknown condition.
Over the next few years I was contacted by a number of constituents who were
living with ME. The thing that struck me most was the lack of support availablethe main carer is often an elderly parent and state support is often minimal.
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Given the influence of the PACE trial and the reputations of the investigators, what
helped you decide that it was a problem?
It was another constituent with ME who persuaded me to look into the PACE trial.
Although he had worked in the City and had substantial private health insurance,
his insurance company would not pay out because he was unable to complete a
program of GET, as recommended by PACE. He asked me, as a scientist, to
examine the evidence. I was astounded by what I read about PACE and about the
research methods used.
You have referred to it as “one of the biggest medical scandals of the 21st
century.” What do you mean by that? Do you think it would be fair to call it one
of the biggest medical scandals of the millennium, even though the millennium is
less than 20 years old?
The PACE trial started from an assumption that ME is a psychological condition
and this assumption affected all aspects of the research. In science it is fine to
start with an assumption but when the evidence doesn’t match the original
hypothesis, it must be revised. In PACE the evidence should have forced a rethink
of the original hypothesis. The failure to do this has had serious implications for
those living with ME. I do believe the trial is a medical scandal; how big a scandal
is probably for society to decide.
Do you think this is a case of research misconduct, or is it a case of reasonable
differences of opinion?
I believe this has been a very poorly conducted piece of research by some of the
most eminent psychologists in the world. It is not for me to say whether or not
misconduct has taken place, but I would say that had this been dreamt up and
carried out by junior researchers, many more questions would have arisen
regarding the methods used and the data gathered.
What aspects of the PACE trial do you find most troubling?
The self-reporting of improvements was particularly troubling. I have been
contacted by a number of participants from the original trial. They describe being
pressurised to be more positive about their progress than they felt was true. Some
describe giving more positive responses to the questions because they didn’t want
to let people down, or even because they were so determined to get better that
they felt being positive would help. Self-reporting has clearly caused difficulties in
PACE.
Why do you think the U.K. academic and medical establishment has refused to
acknowledge the self-evident problems with the research?
The trial authors are well-regarded and influential and are, without doubt, experts
in their field. Because of this, their results were accepted without question, and
The Lancet swiftly published the paper. Because of the influence of the authors,
any attempt to question the trial has quickly been silenced. This is continuing to
cause difficulties for medical professionals treating people with ME. Whilst the
advice given is not the most effective for ME treatment, until there is a different
recommended treatment, medical professionals have little to which to refer.
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The investigators promised in their protocol to adhere to the Declaration of
Helsinki. But then they ignored Helsinki’s requirement that researchers inform
prospective subjects of “any possible conflicts of interest.” They failed to include
any information in consent forms or other documents provided to subjects about
their extensive “possible conflicts of interest.” I have pointed this out to the
journals involved but they have ignored this issue. Do you find that problematic?
Of course, this is a problem, and this particular point was highlighted during the
debate in Westminster. The conflict of interests are troubling, perhaps even
sinister.
What was your goal for the parliamentary debate?
The initial intention was simply a starting point to raise awareness. I didn’t expect
to secure a commitment to a complete overhaul of treatment methods. However
there has been some positive press response as a result of this and I will be
pushing for a wider debate in Parliament to keep this issue alive.
What did you think about the response from the government in the debate to the
concerns raised about PACE?
The government’s response was predictable and provided no new information.
Unfortunately, it demonstrated the complete lack of understanding of both the
condition and the difficulties with the PACE trial. It is clear that there is much work
still to be done.
What was your assessment overall on how the debate went?
I was pleased with the level of support from fellow MPs from every party, with the
notable exception of one who tried to make a partisan political point. Many who
attended are keen to participate in a longer debate and I will be applying for this
debate in the next few months.
What is the next step? Is there a quick way to make sure that no one further gets
prescribed treatments that are potentially harmful?
I am currently meeting with patient groups and ME charities to discuss how best
to progress. I have a number of MPs on board who are equally keen to see positive
development in treatment methods. NICE guidelines are currently under review.
We hope to apply enough pressure that patients’ views and the views of experts
in the field are considered in the drafting of the new guidelines.

Source: https://bit.ly/2GiYV4p
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Retract
And
Replace
Factsheet On CFS/ME

Your

Forward ME to Science Media Centre ‘Retract and replace your factsheet on
CFS/ME’ | 05 April 2018
Forward ME, 5th April, 2018.
It might be remembered that in advance of the publication of a recent reanalysis
of the controversial PACE trial by Carolyn Wilshire and colleagues, the Science
Media Centre (https://bit.ly/2hi9rbV) published several resources for journalists.
These included a ‘factsheet’ titled ‘The Illness and the controversy’:
CFS/ME The Illness and the controversy (https://bit.ly/2I3aAjK) – 21st
March 2018.
Before the headlines analysis – Reanalysis of the PACE trial
(https://bit.ly/2llLZhg) – 22nd March 2018
Expert reaction to reanalysis of the PACE trial (https://bit.ly/2yn38jQ) for
chronic fatigue syndrome (CFS) treatments – 22nd March 2018
You can read the ME Association press release, the reanalysis study abstract, and
a list of the various news media who reported the findings of the reanalysis on our
website (https://bit.ly/2I2kcew).
It is important to ensure that a correct account of facts relating to ME/CFS is
recorded, and so at the last meeting of Forward ME (https://bit.ly/2JMSJDz) it was
agreed that the Countess of Mar would write to the SMC highlighting the
inaccuracies and asking for a retraction.
The letter can be found below:
Re: Science Media Centre Factsheet – CFS/ME – The illness and the controversy.
On behalf of Forward-ME I write to ask you to retract and replace your factsheet
(https://bit.ly/2I3aAjK) on CFS/ME, published on 21 March 2018, following the
publication of a paper (https://bit.ly/2G4iRne) by Dr Carolyn Wilshire of the
University of Wellington, New Zealand, which found that the findings of the
Principal Investigators of the PACE trial were ‘not robust’ and showed ‘no longterm benefits’.
The factsheet includes numerous inaccuracies and distortions; it denigrates
patients and some doctors; it fails to reflect the numerous peer reviewed papers,
published since the release of some of the raw data from the trial following legal
action, which demonstrate serious defects in the PACE trial, and it fails to take
into account the extensive research from the USA published since 2014. This will
all have been available to you.
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The factsheet states: “CFS/ME is highly controversial with longstanding
disagreements between the mainstream medical community and campaigners
about its cause and treatment”. It also states that “amongst the mainstream
medical research community, CFS/ME and NICE recommend management that is
not especially controversial.”
These claims are patently inaccurate. The mainstream medical community in the
USA concluded that the “campaigners” have actually been correct about the
nature of the condition, stating that “ME/CFS is a serious, chronic, complex
systemic disease” (Academy of Medicine), that it is not a primary psychological
disease in aetiology” (National Institutes of Health). They state that guidance for
managing ME/CFS should include a “declaration that the disease is not the result
of fear-based avoidance of activity”, and a clear indication that the disease is not
a psychiatric or somatoform disorder” (Chronic Fatigue Syndrome Advisory
Committee of the Department of Health and Human Services). There certainly is
controversy and disagreement at this time, but that disagreement is not between
professionals and “campaigners”. It is between professionals in the UK and
professionals elsewhere.
The factsheet claims that: “After sustained pressure from activists the CDC has
removed mention of CBT and GET from its website”. This, too, is patently
inaccurate and even a cursory investigation of the facts would make that clear.
The CDC changed its recommendations at the urging of the Academy of Medicine,
the National Institutes of Health, the Department of Health and Human Services,
and the Agency for Healthcare Quality and Research, all of whom emphatically
agree that the CDC’s former recommendations – that is, the current NICE
recommendations – lack evidence-based support.
The author of the factsheet states that existing evidence in favour of CBT and GET
is “cited by the scientific community”, as if there are no reputable members of the
scientific community, and no reputable health policy authorities who disagree.
They go on to state that “those who disagree …. cite review articles and reanalyses
of trial data published in low impact factor journals such as The Journal of Health
Psychology and Fatigue: Biomedicine, Health and Behaviour”.
It is concerning that a reputable resource like the Science Media Centre would
publish such a grossly inaccurate claim, one that can be so readily overturned.
Those who disagree with the evidence for CBT and GET cite the extensive
investigations of the US governmental health authorities. In particular they cite
the Agency for Healthcare and Research Quality Publication No. 15-E001-EF
(https://bit.ly/2KCuljM), “Diagnosis and Treatment of Myalgic Encephalomyelitis/
Chronic Fatigue Syndrome”.
That document is readily available online and a quick investigation will reveal that
it offers a very long and detailed list of unscientific practices and biases in the
research that claims to support CBT and GET. There are a great many such reports
by US governmental health organisations.
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It is unacceptable for the Science Media Centre to write as if these investigations
did not take place; as if these documents do not exist – and it is unacceptable not
to note that, by comparison, the professional reputations of these organisations
far outstrip those of the PACE trial researchers.
The reality is that at this time there are no US governmental health authorities
who agree that the PACE trial is “good quality”. It is absurd for any “Factsheet”
on ME/CFS to overlook this fact.
Your Trustees’ Report (https://bit.ly/2MAyab8) for the year ended 31 March 2016
gives among the SMC objectives its overall goal to help to achieve the aim of the
House of Lords Science and Technology Committee which sought to renew public
trust in science “by working to promote more balanced, accurate and rational
coverage of the important science, health and environment stories that appear in
the media.” In the case of the promotion of the science relating to CFS/ME the
Science Media Centre have singularly failed in its objectives over many years.
If you are not prepared to retract this factsheet I regret that we have no option
but to report our concerns to the Charity Commission.
I look forward to hearing from you shortly.
Yours sincerely
Countess of Mar
Chairman – Forward-ME
Copy to: Professor Jonathan Baker, Chair of Trustees.
Source: https://bit.ly/2JXvkeE
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A Shameless Statement
An Undeserving yet Powerful Reaction to a Shameless Statement
Dear Professor Sharpe,
I just wanted you to know how much I am enjoying being what you so wisely
describe as ‘the undeserving sick’. Obviously, as you so eloquently have pointed
out, I did not like my active life before M.E., which was filled with awful things like
horse riding, swimming, sport, drama socialising and a boring inadequate
grammar school education. To think that I have missed going to University with
all my friends and been denied the opportunity to have a fulfilling career and travel
the world, fills me with gratitude and satisfaction, especially as I can now spend
so much time in my own bedroom watching Jeremy Kyle.
I mean the advantages of being the undeserving sick are endless.
Now I can be despised by practically all of society, thanks to your valuable and
empathetic input. I can be home alone with few friends to bother me instead of
becoming a speech therapist or a doctor or a lawyer as I had planned. I can spend
every day whining endlessly about my imaginary problems to people such as
yourself, the medical profession who kindly opt to keep reminding me that I am
not ill at all but needy and demanding. It’s just so much fun compared to how my
life used to be or could be.
I mean who doesn’t want to be seen as a lazy scrounger? It’s a life choice that I
made after developing a virus, when I made a conscious decision to never
participate in normal life again.
And you can understand my joy at being in imaginary self-inflicted pain every day
and then having the audacity to complain about it. It’s so great that people like
yourself, who go into this profession to ‘first do no harm’ leave their egos at home
and focus on their patients as a priority. Of course you are right. There would be
no chance whatsoever that you could possibly be wrong because there are only a
few million people disagreeing with you. And who are we compared with you?
It’s wonderful that you can even see your way through all the altruistic intentions
you clearly have, to label all of us as undeserving. It shows character and expertise
to undermine sick people and more especially to be able to differentiate, as if by
magic, those that are deserving and those who aren’t.
Clearly your life of non illness is appallingly difficult and I can’t think how you
manage on that ultra large salary and the unending respect of your peers for your
hard work and research around the problem of M.E. Coming up with the theory
that so many millions of people, including children, just want to lie around all day
being waited on by others and never being able to join in with society, is inspired
and brings to mind the likes of Einstein and Fleming. And how on earth did you
notice that these same people just don’t push themselves and only need to
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exercise in order to get better? If only we had thought of that we could have all
gotten better years ago. Your observations are breathtaking in their simplicity and
would that we weren’t all so stupid, unambitious and weak minded we might have
seen all this ourselves. Thankfully we have you to put us right.
I know some may call you intellectually idle or even, god forbid, a morally inept,
psychopathic self-interested egomaniac but not me.
I bow to your wisdom and know that although some may wish to lock you in a
darkened room and subject you to Jeremy Kyle on a loop for eternity, I am happy
in the knowledge that for all the self inflicted problems I have, I would never want
to be you. Because you have a problem even bigger than mine. You suffer from
that dreadful multi factorial disease of ignorance, arrogance and denial. Sadly,
there is no cure.

by Mandy Charlton-Carroll
9/4/2018
As posted on https://bit.ly/2uZIbtA
Note: this powerful article Mandy wrote in reaction to Sharpe’s statement “Those
who cannot be fitted into a scheme of objective bodily illness yet refuse to be
placed into and accept the stigma of mental illness remain the undeserving sick
of our society and our health service”, during a Lecture given in October 1999,
hosted by the University of Strathclyde, UK
source: https://bit.ly/2IRYyL3
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Physical Training As Treatment
For ME
The Danish Health Authority (SST) released their new treatment
recommendations for ME patients on June 18, 2018, as part of a guideline called
“Physical Training as Treatment.”
The chapter on ME is nothing short of medical abuse.
It defines ME as fatigue and states that since there is no perfect criteria or
biomarker for ME, they categorize ME as a Funktionel Lidelse, which translate best
to a Functional Somatic Syndrome.
It states that all forms of exercise are ok and that there is no evidence that any
type of exercise can hurt ME patients. But because some patients worry about
being harmed, it might be a good idea to give them some “psychological support.”
It uses the PACE study, and the Cochrane reviews from 2015 and 2017 which
include PACE, as the main documentation for using exercise to treat ME.
Possible mechanisms?
The guidelines give 2 possible mechanisms for the cause of ME. One theory is that
ME is caused by deconditioning and if a patient just exercises, they will stop being
tired. The guidelines also say: ”Besides that, it is likely that the patient will achieve
a psychological effect by discovering that physical activity does not necessarily
lead to further fatigue.”
The second theory is that ME is caused by an oversensitive nervous system, and
that exercise will help desensitize the nervous system, so the patient can tolerate
stimulation, like exercise, better.
They also claim that exercise decreases inflammation, but uses a study about
rheumatic diseases as a reference.
And what about all the great ME research that has come out lately about cytokines,
inflammation and metabolic dysfunction? Well this guideline says that all of those
things can be caused by deconditioning, obesity and insulin resistance, which of
course can be solved by exercise.
They completely ignore the warnings from ME experts that GET can be harmful.
They claim there are no contraindications in recommending GET for all ME
patients.
This guideline is what all doctors will be referred to in treating ME in Denmark.
And it will be the basis for treatment at the new Functional Somatic Syndromes
clinics that the government is recommending. The recommendation is that the
new centers be based on Per Finks clinic.
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The Physical Training guidelines can be seen her in Danish. http://bit.ly/2JUNVw5
I will try to post an English version soon.
Propaganda Storm
The publication of these recommendations came with
a state-planned propaganda storm. Newspapers, TV
and radio all had stories saying that 300.000 Danes
had symptoms like tiredness and pain and that these
symptoms were really called Funktional Lidelse. The
health director in charge of this, Søren Brostrøm,
wrote in an opinion piece, that ME is better understood
as chronic tiredness. That it really is a somatoform
illness. He said it was better to forget about a
diagnosis and just concentrate on symptoms. He
explained how “experts” thought that CBT and GET
were the best treatments and claimed that now
patients were going to get the coordinated help they
needed. GET and CBT for everyone.
http://bit.ly/2t97BSu
Søren Brostrøm is on Twitter here: https://twitter.com/SSTbrostrom
This cannot go unchallenged. It is an unscientific approach that ignores the facts.
So many more patients will be harmed. Please write about this everywhere you
can, but in a calm, fact-filled way. Inform, don’t attack. Insulting those your write
to, will only harm our case. Our goal is to open eyes, not close ears.
You can contact the Danish Health Authority (SST) here:
https://www.sst.dk/en/about-us/contact
sst@sst.dk,
Tlf. +45 72 22 74 00,
Fax: +45 44 88 95 99

Submitted by Rebecca Hansen
As per exception we have included this submission twice in this issue as we agree
with Rebecca this cannot go unchallenged. It can also be found under the heading
News from Denmark
- the editors
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6. Cartoon Djanko
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7. Grassroot
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Unraveling The Fray
Guest Post by Anonymous
“ME/CFS” advocacy is fractured. I would prefer that was not so and that every
advocate subscribed to the same advocacy philosophy of holding the government
accountable.
For example, I strongly object to welcoming the CDC, with its atrocious “CFS”
history and no genuine course change, to the fold. Until this day, the CFS Toolkit
(touting GET and CBT) has not been recalled. Surely, this must be the lowest of
bars. It shouldn’t be the only condition, but it seems like a “must have” condition
for considering the possibility that the CDC has turned over a new leaf, let alone
for promoting any CDC efforts.
It makes my toes curl to see the intramural NIH study cheered on even though
one of NIH’s ME somaticizers Dr. Brian Walitt is in charge of it. But what concerns
me the most is SEID, the new definition for CFS and ME by the IOM (now called
the National Academy of Medicine). The IOM delivered a criteria that captures a
more heterogeneous patient group than the CDC’s Fukuda definition, with complex
harmful consequences.
These and other positions are held by many seasoned and accomplished advocates
who have been in the trenches for a long time, many for decades. They may not
talk about it, but typically they have paid the price of becoming much sicker,
severe even, for their advocacy efforts.
Reminiscent of Larry Kramer, their warnings and objections are not always
popular with advocacy newcomers who dangerously haven’t familiarized
themselves with ME history and policy implications and whose enthusiasm has
them convinced that quick results are just around the corner, now that they have
entered the arena. They skip right by finding out what has been tried in the past,
what has worked and what hasn’t, what government tactics and strategies have
been used etc. Hope is a hard commodity to come by as an ME patient. That
coupled with a novice’s passion makes it easy to dismiss the warnings of those
who have seen it all before.
Even though many of the veterans have considerable expertise to offer, even
advanced degrees, none of them have ever gotten paid by fellow patients nor
would they consider pursuing salaries or reimbursements of personal luxury items
from impoverished patients. The past contributions of these longtime advocates
have largely been erased. Their current efforts are either hijacked or misconstrued
because genuinely understanding them requires to look past the shiny objects the
government has strewn along our path. It doesn’t help that the veterans’ policy
positions, despite being exceptionally well considered and based on extensive
experience and analysis, are typically not covered by the media. This is largely
due to the fact that all they have is their frail ME bodies whereas the other camp
has a substantial and well-organized fundraising machinery and advocacy platform
allowing for healthy paid employees to promote its agenda.
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The playing field is anything but level. So yes, it would be easier if the ME
community presented a united front. But easier means neither desirable nor
healthy. What is not only unhealthy but wholly toxic and unsafe, is to label the
criticizing of a position a personal attack on those holding the position. There is a
difference between ad hominem attacks and valid criticism of an advocacy
approach, especially when the advocacy approach is pursued by influential figures
or advocacy organizations.
Falsely ascribing the former to the latter is an unacceptable and disgraceful
attempt to quiet dissent, to silence dissidents by shaming them. Nobody’s
positions or actions are beyond reproach, especially not those of advocates in
influential roles. Seeing the victim card played routinely by and for those in such
influential positions has thoroughly worn thin. Emotional manipulation at the
expense of other patients has no place in a disabled community. Many of us have
put everything on the line. We are all sick. We all have relapses and other crises.
Not everybody may live tweet or otherwise mention them, but that shouldn’t tilt
the playing field even further. What has happened to advocacy in ME? It seems
that the old “inside voices” campaign of the CFIDS Association of America (now
called the Solve ME/CFS Initiative) has been rebooted. Ironically, that triggers a
mob mentality at every hint of disagreement with well-funded organizations or
well-connected individuals with unfettered access to a large platform.
This is distressing, especially so because it eerily resembles an HHS action plan
from a few years ago to silence critics. This reflexive shaming of independent
advocates and the organization ME Advocacy for even the slightest challenge of
various initiatives, no matter how ill-advised the initiatives are, must stop. We
have reached a point where even calling out the CDC or NIH for their lethal
wrongdoing is being berated and dismissed without an earnest consideration of
the facts, complexities and probable harms. This is madness. A worldwide
advocacy monopoly that shuts down any dissenting voices only serves the
government’s agenda. This community desperately needs all of its voices instead
of a “smallest common denominator” approach. The latter has led to a
considerable easing up on the government in the last few years.
Among the many advocacy battlefields, most of the seasoned independent
advocates consider the definition and the name to be the critical issues that will
determine the fate of ME patients. Those two issues have a long and complex
history. The way I see them discussed is often treacherously simplistic, employing
facile arguments. One cannot wing getting involved in these intricate discussions
without risking considerable harm to the community. Instead, it requires doing
the laborious homework. If we don’t insist on the proper definition (International
Consensus Criteria – as developed and recognized by our ME experts) and the
proper name (Myalgic Encephalomyelitis, recognized by the WHO), we will enable
the government to condemn ME patients to eternal suffering.

Source: Relating to ME, blog Gabby Klein
https://relatingtome.net/2018/06/15/unraveling-the-fray/
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All The Time And None At All
Dr. Francis Collins, in answering a question about ME research on April 20th
(https://bit.ly/2M1RGwd), said that NIH recognizes and empathizes with our
suffering and our “frustration that so little is known.” Then he dropped some
knowledge.
Dr. Collins said, “Research, done correctly, takes time.” Thank you, Captain
Obvious.
We KNOW research takes time, Dr. Collins. That is why we have been pleading
with NIH to invest appropriately in ME research for more than thirty years.
We have felt every second of those years go by, as the sands dropped grain by
grain through the hourglass like so many drops of blood. I have personally
watched the last 8,603 days (and still counting) of my life dissolve behind me,
along with the dreams and plans of the healthy twenty-six year old woman I was
before ME derailed my life.
In fact, there has already been plenty of time. Time for me to contemplate the
wreckage of my life and try to build something new. And plenty of time for that
research – being done correctly – to find some answers. Can you imagine, Dr.
Collins, if there had been more research over the last 8,603 days? Don’t you think
that more would be known?
Of course, research – done correctly – takes more than time. It takes researchers
and research subjects. It takes money. But you know that, don’t you? Because
when the President asked you in March 2017 (https://wapo.st/2JNvwkH) to direct
the resources of NIH towards the opioid abuse epidemic, you didn’t tell him that
you empathized with his frustration and that it would take time. No, you formed
thirty new partnerships in 10 months to find new addiction treatments and
alternatives to opioids.
And last month, when Congress gave NIH an extra $3 billion over last year’s
funding (instead of the 22% cut proposed by that same White House https://bit.ly/2ykhm51), you didn’t say No thanks, we just need more time. Not
at all. Instead you personally thanked (https://bit.ly/2ECFJZG) the House
Appropriations Subcommittee for the “incredible increase,” as you assured them
that, “NIH has immediately set to work to invest those additional resources into
groundbreaking research.”
I am not suggesting you should ever bite the hand that feeds you, Dr. Collins.
You would not have lasted a quarter century at NIH if you did. But I don’t think
you ask every person with a disease to simply bide her remaining time on earth
while research can be done correctly.
In one interview (https://bit.ly/2t5ZyG1), you talked about your long-term family
friend from Michigan who is participating in an NIH trial. She has survived more
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than three years with glioblastoma thanks to immunotherapy. You said, “She’s
never been herself since the surgery and the radiation, but she’s alive. I don’t
know how to balance those things off. Her husband thinks it’s great that she’s
alive, and I can’t argue with that.”
I can think of some people who would be grateful if their loved ones with ME were
still alive. Did you tell your friend Dr. Ian Lipkin that Vanessa Li
(https://bit.ly/2MxlvWm) should have drawn comfort from the fact that research
was being done correctly, even if it was taking time? Would you say that to the
family of my friend Anne Örtegren (https://bit.ly/2ykoTAT), a woman who
understood that science requires more than time? I can also think of some people
with ME who might run out of time. Have you told your friend Dr. Ron Davis that
you empathize with his family’s suffering and frustration, but after all, research
must be done correctly and that takes time?
So how about we cut the condescending crap. We all know research takes time,
as well as money and researchers and innovative thinking. For most of the last
thirty years, NIH has only offered us time to watch the grass grow around the ME
sinkhole. NIH has had plenty of time, while I have had none at all.
Don’t pat my hand and tell me you care. Don’t tell me that you empathize with
my suffering while NIH does a tiny bit of research – correctly, of course.
Stop wasting my time. Do your job.

Jennie Spotila
Source: https://bit.ly/2rj3wcj
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Another New York First
Another New York first - The New York State Department of Health has launched
its website for ME. Highlights PEM and pacing and rejects CBT and GET!
https://health.ny.gov/diseases/conditions/me-cfs/
"Although cognitive behavior therapy (CBT) and graded exercise therapy (GET)
were once recommended to treat patients with ME, these interventions assume
that patients are just out of shape (deconditioned) and are based on studies that
included patients with other fatiguing conditions. These recommendations have
caused more harm than good for people with ME and have been eliminated from
the Centers for Disease Control and Prevention (CDC) website."
What are the Symptoms?
The most recognizable symptom of ME is post-exertional malaise (PEM),
experienced by all people with ME. This symptom is often described as a "crash"
in physical and/or mental energy following even a small amount of activity. People
with ME have described PEM as experiencing "the worst flu imaginable," feeling
like, "my cells are dying," and "having my life force drained out of me." When
people experience PEM, any or all of their symptoms may worsen and they may
need bedrest for days, weeks or even longer to return to how they felt before the
"crash." For some people with ME, something as simple as brushing their teeth,
eating, or reading email can cause PEM. In some cases, people do not return to
how they felt before the "crash."
Imagine the body's energy level as a battery on a cell phone. Usually, when you
plug in a cell phone overnight, the battery is fully charged in the morning, much
like the way most people feel after a good night's sleep – fully recharged. The
body of a person with ME is like a cell phone with an old battery that can never
be fully recharged. Even after hours of sleeping, they still may not have enough
energy to do their daily activities. In addition to PEM, people with ME experience
a range of other bodily symptoms that can be severe and impact their daily
functioning. The primary symptoms include:
Post-exertional malaise (a worsening of any or all symptoms, following even
small amounts of mental or physical activity)
Extreme exhaustion
Confusion and slowed thinking (often referred to as "brain fog")
Non-restorative sleep (feeling unrefreshed after sleeping)
Dizziness/lightheadedness and racing heart (and other symptoms of
orthostatic intolerance)
Tender lymph nodes and sore throat
Muscle and joint pain, headaches
Sensitivities to light, sound, and chemicals
Difficulty regulating body temperature (feeling overheated or chilled)
Extreme thirst
Gastrointestinal disturbances, such as nausea, bloating, diarrhea and
constipation
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People with ME may appear to be in good
physical health and the common blood
tests ordered by medical providers don't
show anything out of the ordinary. But
that does not mean they are not sick. Most
adults with ME are unable to work either
full or part time and children may either
not be able to attend school or require a
lot of help with school. One out of four
people with ME are housebound or
bedbound, and three out of four are
housebound or bedbound on their worst
days. The most severely affected people
with ME need around the clock care.

A tweet of Mary Dimmock
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Forgotten Plague
Forgotten Plague's Ryan Prior appeared on the
Just Talking Podcast with Christopher Snider to
talk about #MillionsMissing, #MECFS, and The
#MEAction Network. Help us share this important
recording so that more of the world can #SeeME
(and hear it as well)!
Ryan Prior returns to the podcast to discuss tactics
for maintaining sanity amidst all the breaking news while working at CNN, and the
ongoing effort to raise awareness and increase research funding for ME/CFS. We
also discuss the recent #MillionsMissing campaign from The #MEAction Network
and the impact that can be made by a worldwide network of patients and patient
advocates.

https://bit.ly/2JUTvdB

Please donate to further our mission here:
http://theblueribbonfoundation.org/donate/

Ryan Prior
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The ‘Mah Nishtanah’ of ME
The Jewish Holiday of Passover celebrated this past month, as it is every spring,
commemorates the liberation of the Israelites from slavery in Egypt. Its feature
is the Seder when family and friends join together for an elaborate festive meal
with specific customs and rituals. For many families, one of the highlights of the
Seder night is the Mah Nishtanah, the “four questions” recited by the youngest
members of the family. The questions are about the difference between this night
as opposed to all other nights and its purpose is to stimulate interest and thought
about the history and traditions involved with Passover.
Isidore Rabi, a winner of a Nobel Prize in physics, was once asked why he
became a scientist. He replied, “My mother made me a scientist without even
knowing it. Every other child would come home from school and be asked, ‘What
did you learn today?’ But my mother used to ask a different question. ‘Izzy,’ she
always used to say, ‘did you ask a good question today?’ That made the
difference.”
In the tradition of the questions of ‘mah nishtanah’, I would like to stimulate
thought about the history, actions, and state surrounding the acquired
neuroimmune disease Myalgic Encephalomyelitis (ME) which manifests itself in
epidemic and sporadic form and affects an estimated million American men,
women, and children. There is no FDA approved treatment to date regardless of
the fact that it leaves the majority of sufferers disabled from work, housebound
or bedbound – some for decades.
From the beginning, when representatives of the CDC were called down to
investigate the outbreak at Lake Tahoe in the 1980’s, CDC and other US health
agencies have mistreated this disease which has resulted in incalculable harm to
the million American men, women and children with ME. Every item questioned
below are actions the government has taken or refused to make based on their
attempt to disappear the reality and facts of the real acquired neuroimmune
disease ME.
Following the form of ‘mah nishtanah’ questions as in “on all other nights we eat
leavened or unleavened bread; tonight we eat only matzah”, here are the
questions for ME.
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Mah Nishtanah ME Questions
Why is it that:
All other complex chronic diseases are named with people’s names,
geographical locations or distinctive feature; this complex chronic disease is
falsely branded “chronic fatigue syndrome” – after a common symptom of
fatigue? (see how diseases are named here https://bit.ly/2K31Nn1)
All other complex chronic diseases are defined by non-government medical
experts in that specific disease; this complex chronic disease is repeatedly
ill-defined by the government (CDC)? (see Frank Twisk paper here
https://bit.ly/2ymvHy0)
All other complex chronic diseases are taught in depth in medical and
nursing schools; this complex chronic disease is either not taught at all, or
mentioned dismissively?
All other complex chronic diseases have a medical expertise assigned to
them with ample nationwide practitioners caring and treating patients; this
complex chronic disease does not have a distinct medical expertise assigned
to it and has very few knowledgeable doctors caring and treating patients?
All other complex chronic diseases are placed in a specific NIH Institute who
claims responsibility for funding research for it; this complex chronic disease
has not been placed in any particular NIH Institute? (it is currently situated
in the Office of Research on Women’s Health which has no specific budget
set aside for research)
All other complex chronic diseases receive NIH funding commensurate with
the disease severity and burden; this complex chronic disease gets a pitiful
fraction of appropriate funding? (see table here https://bit.ly/2aHLMyP)
All other complex chronic diseases that render patients unable to of a fair
chance to secure Social Security Disability payments; this complex chronic
disease has a high rate of denial for SSD, regardless of the severity of
symptoms and the disabling nature of them?
All other complex chronic diseases that appear in epidemic form are studied
for their infectious nature; this complex chronic disease which has appeared
in over 50 outbreaks worldwide since the 1930’s (see list here
https://bit.ly/2JLPgVV) yet its infectious nature is mostly ignored and
covered up by CDC?
All other complex chronic diseases have appropriate recommendations for
FDA approved treatments; this complex chronic disease has no FDA
approved treatments and has recommendations for treatments that are
harmful to people with ME (graded exercise therapy [GET] and cognitive
behavioral therapy [CBT])? (see a warning about GET from Workwell
Foundation here https://bit.ly/2I8N09w)
All other complex chronic diseases that are biological in nature are
described, defined and studied as a biomedical disease; this complex chronic
disease is falsely labeled, defined and studied as a psychosomatic condition?
Once is happenstance. Twice is coincidence. Three times, it’s enemy action.
– Ian Fleming
All these discrepancies and discriminatory actions by HHS are not
coincidental. They all serve the purpose to minimize, marginalize this
disease and deflect responsibility from the health agencies whose charge it
is to “for protecting the health of all Americans and providing essential
human services, especially for those who are least able to help themselves.”
38 Back to Table Of Contents

The month of May is awareness month for ME. It is time to ask the hard
questions such as:
Why have the government health agencies ignored, neglected and
covered up this severely disabling acquired multisystem disease for
decades?
Why did the government health agencies enable the psych lobby to
highjack this disease when they have known for decades that this is a
biomedical disease?
Why are they so reluctant to properly name and define this disease as
recommended by the medical experts and community?
How much money has the government withheld with their refusal to
properly fund this disease and by their continuous denial of disability
coverage?

This May patients and advocates need to ask deep-seated questions and demand
answers. With the insistence and demand that the proper name (myalgic
encephalomyelitis) with the appropriate definition (ICC - https://bit.ly/2M1MVm6)
be used, it will force the government to finally distinguish ME from fatiguing and
psychosomatic conditions. It is with this most important distinction that
meaningful change will take effect.

May 3, 2018 Gabby Klein
Source: Relating to ME https://bit.ly/2IjYaZ8
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Marathon Mike
I'm attempting to run a marathon in every country in the EU (28 in total) raising
awareness and funds for Invest In ME
(http://www.investinme.org) a leading
ME research charity.
Denmark – 13th May 2018
Before my trip to Denmark I was
interviewed by Lorna from The Bristol
Cable (http://bit.ly/2ypxzWJ) and the
Danish
news
site
AOK
(http://bit.ly/2JQSY0i).
I also recorded a video message
(http://bit.ly/2M4JM53) for the May
12th ME Awareness Day for the Millions
Missing demonstration in Denmark. As part of the May 12th initiative, I was also
honoured to hear that the Euromast in Rotterdam had been lit blue in dedication
to my challenge and the work of Invest In ME (http://bit.ly/2JPYY9r)!
When we arrived, we gathered with the Millions Missing Copenhagen protest at
the
Black
Diamond
(http://bit.ly/2K7KFN1)
and
I
was
filmed
(http://bit.ly/2I45yUf) throughout the day by Alexander who is putting together
a short-film of the challenge and race.
I got to see the sights on a boat trip (http://bit.ly/2M4JWtb) with Helle
Rasmussen from the Danish ME Association as our guide and had a really nice
Danish steak later in the evening. Overnight another £300 came in for Invest In
ME's research projects and as I write it stands at £12.1K from 17 marathons (£715
per race).
Read more http://bit.ly/2K1wtFn
Thanks for your support!

Mike
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Still Fighting Unscientific Claims
The 26th ME Awareness Day: Still Fighting Unscientific Claims
“The highest mode of corruption is the abuse of power.”
― Auliq Ice
May 12 Awareness Day
The late patient and staunch advocate, Thomas (Tom) Hennessy Jr
(https://bit.ly/2tik852), realized the need to have a dedicated day to raise
awareness for the diseases he championed for - myalgic encephalomyelitis (ME)
and other complex immunological & neurological diseases (CIND) - such as
fibromyalgia (FM), Gulf War illness (GWI), multiple chemical sensitivity (MCS),
and chronic Lyme disease (CLD).
Tom chose May 12th as the international awareness day to memorialize the birth
date of Florence Nightingale, the English army nurse who inspired the founding
of the International Red Cross. Nightingale contracted a paralyzing CIND-like
illness and became chronically ill. She spent the last 50 years of her life virtually
bedridden, and despite being severely debilitated, started the world’s first school
of nursing.
26 years have passed since Tom designated this special day which has grown in
its reach year after year. Yet, it seems that the roots and essence of what
information needs to be internalized and spread widely is getting lost as each year
goes by. Tom, as well as other, experienced ME advocates and MEadvocacy have
advocated for the recognition of the distinct acquired neuroimmune disease
myalgic encephalomyelitis (ME) as defined by our ME experts in the International
Consensus Criteria (ICC - https://bit.ly/2M1MVm6).
How Far Have We Come?
Since
the
unveiling
of
the
highly
contested
IOM/SEID
criteria
(https://bit.ly/2JZup0A), it seems like many in the community have jumped on
the CDC bandwagon promoting the IOM criteria - despite the fact that those that
have studied the validity of this governmentally sponsored definition have found
it to be overly broad and inclusive of people who suffer from diverse fatiguing
conditions.
A good example is Dr. Leonard Jason’s recent statement in David Tuller’s
interview (https://bit.ly/2tfYi23):
“But I believe these authors made a mistake in indicating that a patient could have
either cognitive impairment or orthostatic intolerance—one or the other. Cognitive
impairment should have been required for all patients to have. But a more serious
problem is that they inadvertently expanded the case definition by having just
about no exclusionary illnesses, such as primary psychiatric disorders. My team
recently conducted a study where about half the people with a variety of medical
and psychiatric illnesses met the IOM criteria.”
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Asking The Right Question
"The art and science of asking questions is the source of all knowledge." - Thomas
Berger
Patient advocate Alex Young recently posted paramount questions on social
media:
“The real question is why does government, science, and the medical profession
allow unscientific and irrational claims and research to stand? Most of the
psychiatric claims about ME, especially from BPS [biopsychosocial] adherents, are
not rational and do not have sound evidence. How is this acceptable? How can
government function if it takes advice on scientific matters that is not scientific?”
Government Health Agencies who have been charged (and paid for by the people)
to protect the health of their citizenship and to uphold the highest level of scientific
approach are in reality an abysmal failure. When it comes to the study of ME,
these agencies claim to uphold and accept only high level, evidenced-based
studies, yet they accept - even prefer - unscientific papers featuring
biopsychosocial theories such as Bodily Distress Syndrome (BDS) (see Stonebirds’
paper on the bias and danger of BDS here - https://bit.ly/2Mx7uIa) pseudoscience
and refuse valuable biomedical studies of the disease.
The PACE Trial is a perfect example of pseudoscience currently being revealed to
everyone as to all its flaws with its very poor design and wrong and changing
parameters. Many in our community have questioned Lancet’s liability in
publishing such a failure of a study. But, our government health agencies and
some advocacy organizations are culpable of accepting and promoting these
unscientific claims which have caused untold harm to people with ME (pwME).
Why were they all (most countries) so quick to accept this unscientific BPS study
which wasn’t even using ME criteria and therefore many of the cohort used in the
study did not actually suffer from ME?
It’s because the results of PACE and other BPS studies fit the government’s
narrative of what they want this disease to be perceived as.
In reality, all these agencies have budgets and the name of the game is - spending
the least possible. They can accomplish this with their false narrative that
“ME/CFS” is just an umbrella term for all types of fatiguing conditions - most of
which are psychosomatic.
In this way, they can deflect responsibility to do any further study and can rely on
dumping the responsibility of treatment on the patients by using cognitive
behavioral therapy and graded exercise therapy which is relatively inexpensive.
Plus, a lack of progress can be blamed on the patient for not trying hard enough.
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HHS Government Malfeasance
Health and Human Services (HHS) and its agencies continue their malfeasance
because they have been able to get away with it unhindered for decades. Their
purposeful course of minimizing, marginalizing and psychologizing this disease
has bored its way throughout the agencies and medical care institutes. Once
wrongly branded, it is very hard to cause an institutional reversal.
HHS uses insidious methods to accomplish the perpetuating of their false
narratives.
They create inaccurate criteria for diagnostic and research purposes that are
overly broad and overly focused on the symptom of fatigue. The result is
to confuse and damage the reality of the disease. Examples of criteria that
harm ME patients are: Holmes, Reeves, Oxford, Fukuda, and most recently
in 2015 the IOM
They encourage and prefer to fund studies based on the psychosocial myth
(PACE Trial (https://bit.ly/2eUCGS6) and many NIH funded studies such as
from Reeve’s (https://bit.ly/2JLS05D), Unger (https://bit.ly/2lhyLlw),
Friedberg (https://bit.ly/2t8C1E8), Vincent (https://bit.ly/2K0cir5), Antoni
(https://bit.ly/2leCPDd))
They deny funding to serious biomedical investigators (Davis, Montoya,
Chia & many others)
NIH overall funding for the disease is a pitiful fraction of what other similarly
burdened diseases get
NIH appoints investigators who believe ME to be psychosomatic to lead and
work on their ME/CFS NIH intramural study. (see Drs. Brian Walitt
(https://bit.ly/2MCPIUa), Fred Gill (https://bit.ly/2th7Ae9), and Leorey
Saligan.( https://bit.ly/2lhvmDa))
NIH welcomes education of the BPS myth of the disease as was evident with
their Nov. 2016 invitation of Edward Shorter, known ME denier, to give a
lecture to their NIH investigators about the history of ME based only on the
BPS narrative.
Following an outcry from the patient and advocate
community demanding NIH cancel the upcoming lecture, Dr. Koroshetz
refused
to
comply.
(see
MEadvocacy
blog
about
it
here
https://bit.ly/2ykbGZ3)
NIH does not even respect ME enough to place it in one of the 27 NIH
Institutes (https://bit.ly/2JMKY0s) each awarded substantial assigned
budgets (https://bit.ly/2K5906h). Instead, the disease is falsely placed in
the obscure Office on Women’s Health (OWH - https://bit.ly/2leDPHt).
The damage caused by promoting harmful treatments due to poorly conducted
research is self-evident. How many #pwME have been harmed by the damaging
recommendations of CBT, GET, Lightning Process & others?
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Additionally, the use of inclusive diagnostic criteria are dangerous as well. There
are numerous accounts of people falsely diagnosed with ME (when they actually
suffer from other conditions or just the symptom of fatigue) who then go on to
state how they have recovered due to an increase in activity or some type of
psychosocial intervention. These accounts confuse the real facts of ME and give
the wrong impression that this disease can be easily cured - if only the patients
would take some easy steps for their recovery. Of course, all this plays into the
government desired narrative.
This is why MEadvocacy will continue to advocate for the following:
-Educate about the real facts of what myalgic encephalomyelitis is and how
it affects patients
-Advocate for the use of our experts’ International Consensus Criteria (ICC).
(#MEICC)
-Push for dropping the CFS out of the name and returning to the original
name myalgic encephalomyelitis
-Demand $250 Million annually in funding on research into the biological
nature of ME
And finally, MEadvocacy will continue to educate the public including
exposing the governments’ continued malfeasance and misconduct
regarding the lack of proper evidenced-based biomedical research, their
promotion of the Bodily Distress Syndrome (BDS) myth, the refusal to adopt
proper criteria (including use of bad criteria like IOM) and the overall pitiful
attention and funding for ME.
What you can do:
Support organizations who back the experts’ International Consensus
Criteria
Reject the narrative from the IOM that this is a “tired after shopping”
disease.
Speak out when you see any indication that ME is the patient’s fault for not
having right thinking or just needing to exercise more.
Together we can rewrite the narrative of what ME is and get the respect
from our family, friends, and doctors that is afforded to every other serious
debilitating disease.

Submitted by Colleen Steckel

Source: https://bit.ly/2LZ3TS9
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Music 4 M.E Millions Missing
Music 4 M.E Millions Missing is an Album of original songs and poetry composed
and performed by people with M.E and their Carers or family about their
experiences of living with M.E.
The ME illness seriously limits what sufferers can do but a group of talented artists
with ME have come together to show the world that although they may be missing
from their lives, they are not lost.
We hope this project will raise funds for education and research into the
devastating illness M.E. (Myalgic Encephalomyelitis). The songs for this album
have been recorded in their homes, in studios if they had enough energy, and
even from their beds. Sadly, for some featured on the album, they have given
songs they recorded in the earlier stages of M.E but now the illness has robbed
them of the strength to play instruments or sing.
The Music 4 M.E Album was released on May 12th, International ME Awareness
Day, and is available for download from this website priced at £10 and is also
available to buy on iTunes, Google Play and Amazon in all countries & currencies.
Any funds raised will be used in two ways, firstly 50% will be donated in aid of
vital M.E. biomedical research through various charities, including the ME
Association's Ramsay Research Fund, ME Research UK, and the Nightingale
Research Foundation. The other 50% of funds raised will be to support Dr Hng's
M.E. Education & Research Fund for her campaign to educate doctors, and other
organisations, about the reality of M.E.
Because of the nature of the illness, people with M.E easily go missing from their
lives and from society, often forgotten by former friends and colleagues. These
are people with many and varied talents that may never be shown to the wider
world outside.
They may have been singers, performers, writers or musicians before they
became ill, and still have so much to give, but are now too ill to pursue their
artistic talents, or often are too ill now even to play instruments or to sing.
Heartbreakingly, for some with the more severe forms of M.E they are so sensitive
to sound they can no longer even listen to music or voices and must lie in dark
and silent rooms in constant pain.
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Others with M.E have found a great comfort in the arts since becoming ill, and
find writing music or poetry an outlet for the frustrations that come with M.E. It
is also a comfort for others to hear work produced by those that are in the same
situation.
The Music 4 M.E project therefore, is a way of compiling recordings of this work
from M.E patients and their loved ones from all over the world, then releasing it
to the M.E community and the rest of the world.
In addition, this website will showcase works by M.E patients from all creative
forms, Artwork, Music, Poetry, Literature. In short we hope to give M.E patients
a voice, to raise awareness, provide support to other M.E sufferers and raise vital
funds for education and research.
Dr Hng is a UK doctor who was struck down by M.E and has written a book about
her experience of living with this devastating illness, entitled "M.E. and Me”. Her
wish is to educate the medical community and other organisations, and to help
patients. She hopes as many doctors as possible will read it.

Website: http://www.music4me.net
Twitter: https://twitter.com/Nigelmusic4ME
Youtube Channel: https://bit.ly/2MzRPYE
Facebook Page:
https://www.facebook.com/Music-4-ME-Millions-Missing-Album602713990075977
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WHO - What is the International
Alliance for M.E (IAFME)?
Alexandra Heumber, Head of International Advocacy, Coordinator of the
International Alliance for M.E (IAFME), based in Geneva, Switzerland.
Through a coordinated, inclusive and worldwide advocacy movement along with
the current mobilisation of the M.E community, the International Alliance for M.E
(IAFME) is a collaboration between national organisations of M.E. who wants a
coordinated and appropriate public health response from World Health
Organisation and its Member States to meet the needs of M.E. patients. This global
response from the high public health authority (WHO) would lay the foundation
for advocacy activities at the national level. The overall framework put in place by
WHO would serve as a reference and guide for national government responses.
The main role of WHO is to lead and coordinate international health within the
United Nations system.
We are working as an Alliance primarily to call upon WHO and its Member States
to:
Recognise M.E. as a “serious, chronic, complex, and multisystem disease
that frequently limits the activities of affected patients” (Institute of
Medicine, 2015) and adopt measures to provide a global and co-ordinated
public health response.
Put in place transparency and a consultation process with M.E. organisations
and people living with M.E., on decisions related to M.E.
Support accelerated biomedical research to develop better diagnostic
methods and treatments for M.E.
Ensure appropriate medical education for professionals working with people
living with M.E.
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What is your personal motivation to be an activist on behalf of M.E. patients?
I do not come from the M.E. field. Since 15 years I work as an advocate in public
health at the European and international level, more specifically on issues related
to access to medicines concerning HIV, TB, neglected tropical diseases, with
Médecins sans Frontières- I was not aware about M.E, but when I started to inquiry
about it, I realised the widespread depth of its impact, due to the almost no
response to its care, the lack of research and especially the despair of patients, I
therefore decided to get involved. This inventory must change. M.E. is a neglected
disease and this, from an ethical and public health point of view, is unacceptable.
I wish that when a patient consults a doctor, he/she can receive an appropriate
diagnosis without waiting years and he/she can receive appropriate care and
treatment. So, patients can live with dignity, not having to stay locked in their
room and in their body because they know they will not be heard and treated as
they should. It is a human right.

Photo: Pierre Lepoutre,
MillionsMissing France,
M.E Awareness Day,
Chateaubourg, May 27, 2028.

Submitted by Maya Leutwiler
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#MEAction
I’ve been bedridden the last six weeks. It’s nothing compared to my first three
years with ME or what so many of us have been forced to face for decades. And
yet, these weeks have been among the hardest in years. It reminds me of why
it’s so important for us to keep fighting for recognition and equality, and why I’m
so proud of everything we in the ME community have accomplished these last few
months.

Even from bed, we’ve shown that when we come together, we can be a powerful
force for change. In just the last few weeks, we’ve:
coordinated over 300 #MillionsMissing visibility actions in 22 countries;
mobilized thousands to reach out to their representatives in support of the
US Senate resolution introduced in May and the upcoming UK Parliament
debate;
rallied thousands more to sign the letter to US National Institutes of Health
Director Francis Collins;
grown MEpedia, our knowledge base of ME science and history to over four
million page views.
But all this requires the resources to support our team and tools. To sustain these
efforts, we need the support of patients, family and allies like you all.
https://bit.ly/2t2He0e

Jen
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The impact of #MillionsMissing 2018 was phenomenal.
Protestors took to the streets in
100 countries across the world
with demonstrations taking place
in North America, South America,
Europe, the United Kingdom,
South Africa and Asia. Along with
people taking action from home,
there was a total of 300 visibility
actions. More than 50 news
organizations ran stories about the
plight of people with ME. The
#MillionsMissing hashtag trended
on Twitter.
If you haven’t seen photos of the beautiful, bold and creative actions, please take
a minute to read the email that we sent out with highlights from the day.

Source: https://bit.ly/2JSIrhd
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Unrest
Dear friends,
We are thrilled to announce that
Unrest is in the running for the
2017-18
Independent
Lens
Audience Award!
It was an honor to have Unrest
premiere on PBS Independent Lens
this past January and it would
mean the world to us if we could
count on your support for this award-- after all, this film was especially made to
serve audiences like you.
Voting for the Audience Award opens today Monday, June 18th and ends on Friday,
June, 29th, 2018 at 1 PM Pacific Standard Time. Cast your vote now!
VOTE NOW (https://bit.ly/2ynTiyf)
If you found solace in watching Unrest, if you felt seen, if Unrest moved you or
your friends, family, neighbors to greater understanding and empathy, please vote
and encourage others to vote as well.
Winning this award would mean renewed interest in Unrest and therefore, further
visibility for Myalgic Encephalomyelitis. Let’s keep elevating ME every chance we
get until the neglect and stigma are gone for good.
Let’s make some noise for ME! Vote now! (https://bit.ly/2ynTiyf)

Jen & The Unrest Team
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In Memoriam: 2017 - 2018
In Memory of those ME warriors lost between May 12, 2017 and May 12, 2018
Constance Eleanor Turner McIntyre May 2017
Merryn Crofts

May 2017

Martin Rhisiart

Jun 2017

John Falk

Aug 2017

Julia Browell

Aug 2017

Cheryl Schaverein

Nov 2017

Gina Giarusso Bettor

Nov 2017

Lara Dawn George Henderson

Nov 2017

Mag Friel

Dec 2017

Kathy Lynne Walker

Jan 2018

Rhian Charlesworth

Jan 2018

Anne Örtegren

Jan 2018

Nicola Schmidt

Jan 2018

Holly Butcher

Jan 2018

Rebecca aka Goldfisch Goldi

Feb 2018

Robert Courtney

Mar 2018

Alison Thomas

Mar 2018

Ian Rudd

Mar 2018

Dr. Betty Fretz

Mar 2018

Jane Scott

Apr 2018

Harvey Keith Carden

Apr 2018

Joseph Biener

Apr 2018

Submitted by Colleen Steckel, ME Advocacy
Source: http://bit.ly/2M54GRE
These invaluable souls ‘just’ represent the many unknown that must have left us
without our even being aware of it. Ed. MEGC
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Beloved Ones Who Left Us
For all the beloved ones who left us, before and recently.
God looked around his garden
and found an empty space
he then looked down
upon the earth,
and saw your tired face.
he put his arms around you
and lifted you to rest.
God's garden must be beautiful
he always takes the best.
he knew that you were suffering
he knew you were in pain
he knew that you would never
get well on earth again.
he saw the road was getting rough,
and the hills were hard to climb.
so he closed your weary eyelids,
and whispered "peace be thine"
it broke our hearts to lose you
But you did not go alone,
for part of us went with you
the day God called you home.

Adrina

With thanks to Hermine Couvreur,
Belgian ME-sufferer who lost her sister to ME on March 27, 2009
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In Memoriam:
Carden

Harvey

Keith

Born February 19,1954
Died April 10, 2018
His Life Legacy reads:
He worked primarily in the construction trades, owing
his own small company for some years before being
struck down with a then little-known medical condition
called chronic fatigue syndrome. In recent years he
had become a fearless warrior attempting to educate
the public and the medical profession about the
disease while at the same tome helping and
supporting those with the same condition. He was also
an advocate for veterans, especially those with Gulf
War Syndrome which shares may characteristics with
Chronic Fatigue Syndrome.
Instead of flowers at his funeral he requested people
to donate to the Open Medicine Foundation.
On 22 April Ryan Prior wrote about Harvey:
I'm saddened to hear this week of the passing of Harvey Keith Carden, from
ME/CFS.
I came to know Harvey nearly five years ago, as I was setting out to chronicle
this forgotten plague on film. He was a stalwart among the national ME/CFS
community and a support group leader in Orange County, CA. But he’s now
perhaps the 13th or 14th patient I’ve known personally in the past few years who’s
lost his or her life, too early, to ME/CFS.
We know that the evil that killed Harvey is one not easily traced. It was in what
philosopher Hannah Arendt called the “banality of evil.” It’s an evil that occurs
when the seemingly moral individuals who compose our institutions conspire in
silent neglect, passing the buck on our most intractable problems, until
responsibility fades into nothing.
Among the medical establishment, Harvey’s disease didn’t get much respect.
Most doctors don’t learn about it in medical schools, and the NIH and CDC don’t
put nearly enough funding into researching it. Harvey’s disease could have been
treatable. He wasn’t just fighting a disease, he was fighting neglect by the medical
establishment.
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And he did it boldly, cheerfully. But ultimately, he joined the countless ranks of
those who choose to take their own lives rather than face the ensuing decades of
severe pain.
I got to know him more as he worked with us to set up Forgotten Plague film
screenings in Houston and Los Angeles. And I saw him shining brightest as a
brother-in-arms, with his hair waving in the breeze, speaking in front of one of
dozens of #MillionsMissing protests held around the world. Harvey insisted, “There
is a cure out there somewhere.”
It’s up to us to renew the fight to find it.
Rest in power, Harvey.

Sources: http://bit.ly/2yuwbCb and http://bit.ly/2K8SIJq
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In Memoriam: Camilla Lindskog
Born November 12, 1965
Died April 25, 2018
Camilla had been diagnosed with stationary/
progressive ME. After a long battle against
disease and pain she peacefully fell asleep in
Basel.
In a letter she left these statements:
“After living in an isolation cell with constant
torture, I have finally found peace in eternal sleep. With me I had my loved partner
and my dear mom by my side, when I went on my final journey.
I had severe ME/CFS for 3 years, not long, but besides ME I had a variety of
physical diseases. At 21 years old, I got my first chronic disease. I have since then
been forced to live a limited life and fight continuously.
It was a great sadness to be forced to stop studying due to my poor health at the
age of 27. My plans were to work as a dietician. I have been fighting all these
years for care and doctors. My medical records have been all over the world to
specialists to get help here but I always got the same answer: we can´t do magic.
This was due to my severe epilepsy, which made me have seizures several times
a week, despite 4 major brain surgeries, and medically I am heavily charged.
They didn´t want to remove my brain tumor, even though it was benign. I´ve
done a second opinion because a neurosurgeon wanted to remove it, as he
thought it could be the reason for my epilepsy. I can say that ME with epilepsy
isn´t a good combination.
The neurologist at the University Hospital contacted my former private neurologist
and wrote if he could ask me to participate in a lecture that one can live a good
life even though one is seriously ill. The neurologist thought I was a good an
excellent example of it, as I read in my medical records: a seriously ill woman
without remark.
Even my then G.P was surprised when she first saw me. She said that after reading
my medical records she expected a wreckage and then I came in. She said: ‘you
aren´t your disease’. Even the manager of the insurance fund was surprised when
I wanted to try the workout. I have never seen myself as a victim but chose to
stand up.
I have had so many side effects from the epilepsy medication. One of them was
depression, so I know how it feels. And it´s not how I felt when I had ME. It´s
important to note this: I was not depressed but frustrated that ME had taken the
little life I still had.
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I was so social, I loved to meet up with friends, to dance, do power walks. I was
that kind of person who loved to have my family close by, join family dinners, but
I could do nothing of that. I could just stay in bed with pain between 10-15 on
Bells scale. After every seizure my ME got worse.
I was one of those who went to Norway and got Rituximab, and I did respond.
What a feeling… You can´t imagine if you haven´t gone through it. Dr Ögreid at
the clinic said I shouldn´t take the last one because I had taken 5 double doses
and 1 single dose, and he meant it wasn´t wise to do for I got worse again. I had
a very small chance to get better as I have so many other diseases.
I could write a lot about all my physical diseases, but what I want to say is that
no one can say I didn´t fight, for I did throughout my whole adult life while being
diseased. I had reached my limit!!!

Source: wall of Anders Eriksson,
Public post http://bit.ly/2tpttbj
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In Memoriam: Pamela Jane Scott
Pamela Jane Scott, 50 years old, beloved
partner of Jimmy Alexander, much loved
daughter of Ian and Lily and cherished little sister
of Dawn and Shirley, died peacefully at Aberdeen
Royal Infirmary on Saturday, April 7, 2018
Jane will be remembered by all as someone who
made people happy, a caring heart, supportive ear
and a fondness for animals, especially cats and
horses.
Jane had been suffering from severe ME for three decades.

Sources:
http://bit.ly/2llmAUV
ME/CFS Memorial Page http://bit.ly/2K1CHSe
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In Memoriam: Ian Rudd
Born 1977
Died April 1, 2018
From the blog of Thomas Henry
Anderson:
My cousin Ian Rudd died in April 2018.
Paramedics were called in the early
morning and were unable to resuscitate
him. This is an edited version of a blog I
wrote for severe ME Day in 2015 while Ian
was still alive. He suffered from a cruel
disease called myalgic encephalomyelitis that eventually killed him.
In 1995 my cousin Ian was a positive, happy outgoing young man who was
studying a degree in Fine Arts at a London university.
He didn’t have an acute onset to his disease. His GP told him he had Post Viral
Fatigue Syndrome. Ian felt sick and fatigued but tried to “push through it” for five
years. He went for long walks to try and prove to himself he wasn’t ill. He had to
cut down his days at university – first five days, then four, three, two and finally
one – because he had to rest the other days to build up enough energy to go in.
Finally, he couldn’t make the journey.
He became bedridden and finally got a diagnosis of M.E in 2000.
Despite his severe disablement he remained cheerful and positive about the future
– teaching himself calligraphy, chairing an internet forum on poetry and doing
activities from his bed on the days when he could manage it.
In 2011 he had a few months when he had difficulty in swallowing and could hardly
eat or drink. In the summer of 2012 he had the same problem again. He was
taken to hospital, rehydrated and sent home as some tests carried out showed
nothing abnormal.
A week later he went unconscious and was rushed into hospital. A nurse asked his
mother if he would want to be resuscitated. She said yes. Ian was transferred to
the intensive care unit. He needed a tracheotomy because he could not swallow
and had to be tube-fed. The doctors and nurses had no training in ME. The
consultant in charge of the ICU said he had never heard of Severe ME before.
Then Ian was put on the ward. His mother was worried that his care needs would
not be met as no-one seemed to understand the severity of his ME. He was left
unattended and his tracheotomy became blocked. He went into cardiac arrest and
suffered clinical death for seven minutes before he was resuscitated.
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Because of brain damage he suffered hallucinations and lost most of his memory
of the last few years, He woke up each day not understanding why he was in so
much pain. He was given a care package of a hospital-style bed and carers coming
in each day. They were untrained in ME. They had to be taught about his extreme
severity to any movement and sound. Often, he was too unwell to receive them.
The burden of care fell on his mother who also has ME.
Ian was one of the 25% group of very severe ME-patients who are bedbound and
isolated by the illness, He is one of the thousand of those whose stories are rarely
heard.

Thanks for reading.
I would like to raise money in memory of Ian. The 25% ME Group helped him and
his family with advice and support over the years. http://bit.ly/2M8FCJr

Source: Thomas Henry Anderson http://bit.ly/2td8GbY
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8. Save4Children
Help Karina Hansen and others in similar conditions– donate to Save4Children:

https://let-me.be/page.php?11
The charity Save4Children has been
created by the editors of the ME Global
Chronicle (https://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 (https://let-me.be/request.php?36)
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
It stands to be seen how much of this fund is still necessary to support legal
actions needed in Karina’s case. In case likewise situations are known to you,
please inform us via contribute@let-me.be
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.

Since last issue, € 9,50 has been donated.
The current credit is € 4.697,39.
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Karina Hansen,
Situation

The

Current

June 2018
The case of Karina Hansen continues to be fraught with
challenges. However, there has been one new positive
development: Karina's psychiatrist, Dr Mogens Undén
recently prepared a fresh statement on her behalf and, as
a result, she is now receiving a five-year pension.
Conversely, there has been no further progress in the
ongoing court proceedings relating to the removal of her official guardian
[appointed by the court in the mistaken belief that Karina lacked capacity to make
her own decisions]. We are still waiting for the judge at the local court in Holstebro
to consider Dr Undén's new statement on Karina's condition at the next hearing.
So far, the judge in Holstebro has refused to allow the removal of the guardian in
Karina's case. She recently ordered that a medical officer from the region visit
Karina at home to check her living situation. However, the organisation that deals
with the provision of such medical officers had closed down so there was no one
available to carry out the judge's direction. I tried to find out who was in charge
of providing medical officers in the Region of Midjudland but they sent me to the
North Jutland Region - who then sent me to the Board for Patient Safety. Several
weeks on, I am still waiting for a reply from the Board.
As a matter of the utmost importance, I have requested that no doctor who is
unknown to Karina's family visit her at home. The last time unknown doctors
came to her home, she was forcibly taken away and incarcerated for three and a
half years. There must be no repetition of such traumatic events.
Nevertheless, the judge has now decided that psychiatrist Dr Charlotte Emborg
(http://bit.ly/2MGUf87) should visit Karina at home. Apparently, Dr Emborg will
not make a formal statement; she must simply be satisfied that Karina is
generally well and has the capacity to answer questions about her life and
situation. It would seem that the judge has disregarded our request not to send
an unknown doctor to Karina's home.
It also appears that the judge did not listen to our recommendation that, as
Karina's psychiatrist, Dr Undén's opinion should be given priority in her case. I
had asked the court in Holstebro to treat his additional statement accordingly, but
I did not receive a formal response.
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We are now at the stage where many people (including me) have observed Karina
answer relevant questions in writing. These people include Karina's parents +
other members of her family, her psychiatrist Dr Undén, her lawyer Per BroeAndersen, local physician Dr Stig Gerdes, her official guardian Kaj Stendorf
and several people from the municipality.
It is unclear why the judge in Holstebro is failing to expedite the removal of
Karina's guardian. Mr Stendorf himself agrees that Karina no longer needs his
intervention. However, this has been the consistent pattern with all state and
judicial involvement in Karina's case over many years. A change of official
attitude is long overdue - before even more damage is done to Karina and her
family.
Karina's case is a national disgrace.

Submitted by Bente Stenfalk
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9. Science
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Immunoadsorption To Remove
ß2
Adrenergic
Receptor
Antibodies In Chronic Fatigue
Syndrome CFS/ME
Carmen Scheibenbogen, Madlen Loebel, Helma Freitag, Anne Krueger,
Sandra Bauer, Michaela Antelmann, Wolfram Doehner, Nadja Scherbakov,
Harald Heidecke, Petra Reinke, Hans-Dieter Volk, Patricia Grabowski
Published: March 15, 2018 Plos One
Abstract
Introduction
Infection-triggered disease onset, chronic immune activation and autonomic
dysregulation in Chronic Fatigue Syndrome/Myalgic Encephalomyelitis (CFS/ME)
point to an autoimmune disease directed against neurotransmitter receptors. We
had observed elevated autoantibodies against ß2 adrenergic receptors, and
muscarinic 3 and 4 acetylcholine receptors in a subset of patients.
Immunoadsorption (IA) was shown to be effective in removing autoantibodies and
improve outcome in various autoimmune diseases.
Methods
10 patients with post-infectious CFS/ME and elevated ß2 autoantibodies were
treated with IA with an IgG-binding column for 5 days. We assessed severity of
symptoms as outcome parameter by disease specific scores. Antibodies were
determined by ELISA and B cell phenotype by flow cytometry.
Results
IgG levels dropped to median 0.73 g/l (normal 7–16 g/l) after the 4th cycle of IA,
while IgA and IgM levels remained unchanged. Similarly, elevated ß2 IgG
antibodies rapidly decreased during IA in 9 of 10 patients. Also 6 months later ß2
autoantibodies were significantly lower compared to pretreatment. Frequency of
memory B cells significantly decreased and frequency of plasma cells increased
after the 4th IA cycle. A rapid improvement of symptoms was reported by 7
patients during the IA. 3 of these patients had long lasting moderate to marked
improvement for 6–12+ months, 2 patients had short improvement only and 2
patients improved for several months following initial worsening.
Conclusions
IA can remove autoantibodies against ß2 adrenergic receptor and lead to clinical
improvement. B cell phenotyping provides evidence for an effect of IA on memory
B cell development. Data from our pilot trial warrants further studies in CFS/ME.

Source: http://bit.ly/2JQ1WL7
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Brain Function Characteristics Of
Chronic Fatigue Syndrome: A
Task fMRI Study
Zack Y.Shan, Kevin Fineghan, Sandeep Bhuta, Timothy Ireland, Donald
R.Staines, Sonya M.Marshall-Gradisnik, Leighton R.Barnden
https://doi.org/10.1016/j.nicl.2018.04.025
Highlights
CFS patients recruit larger BOLD activation areas for the Stroop task.
BOLD signal complexities in CFS are lower in ten activated regions.
The BOLD signal complexity is correlated with the SF-36 health score across
all subjects.
The BOLD signal complexity explains more than 40% of variance in the
health score across all subjects.
Abstract
The mechanism underlying neurological dysfunction in chronic fatigue
syndrome/myalgic encephalomyelitis (CFS/ME) is yet to be established. This study
investigated the temporal complexity of blood oxygenation (http://bit.ly/2tlXed6)
level dependent (BOLD) changes in response to the Stroop task
(http://bit.ly/2MGV8gX) in CFS patients.
43 CFS patients (47.4 ± 11.8 yrs) and 26 normal controls (NCs, 43.4 ± 13.9 yrs)
were included in this study. Their mental component summary (MCS) and physical
component summary (PCS) from the 36-item Short Form Health Survey
(http://bit.ly/2JTfIwy) (SF-36) questionnaire were recorded. Their Stroop colourword task performance was measured by accuracy and response time (RT).
The BOLD (http://bit.ly/2JYiNHP) changes associated with the Stroop task were
evaluated using a 2-level general linear model approach. The temporal complexity
of the BOLD responses, a measure of information capacity and thus adaptability
to a challenging environment, in each activated region was measured by sample
entropy (SampEn).
The CFS patients showed significantly longer RTs than the NCs (P < 0.05) but no
significant difference in accuracy. One sample t-tests for the two groups (Family
wise error adjusted PFWE < 0.05) showed more BOLD activation regions in the
CFS, although a two sample group comparison did not show significant difference.
BOLD SampEns in ten regions were significantly lower (FDR-q < 0.05) in CFS
patients.
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BOLD SampEns in 15 regions were significantly associated with PCS (FDRq < 0.05) and in 9 regions were associated with MCS (FDR-q < 0.05) across all
subjects. SampEn of the BOLD signal in the medioventral occipital cortex (occipital
cortex) could explain 40% and 31% of the variance in the SF-36 PCS and MCS
scores, and those in the precentral gyrus (http://bit.ly/2JXFTOK) could explain an
additional 16% and 7% across all subjects.
This is the first study to investigate BOLD signal SampEn in response to tasks in
CFS. The results suggest the brain responds differently to a cognitive challenge in
patients with CFS, with recruitment of wider regions to compensate for lower
information capacity.

(note MEGC: selection patients acc. ICC)
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When EBV Lab Test Comes Back
Abnormal, Why Does It Translate
Into That It Doesn’t Mean
Anything?
NEID Disease? Study Suggests Neuro, Endocrine and Immune Systems Work
Together to Produce ME/CFS. By: Cort Johnson, extract by Lydia Neilson
I am no science genius and therefore had to make notes to myself in order to
understand and absorb the information Cort Johnson related in his excellent
article on Dr.Bruun Wyllier of Oslo University’s research.
For those who are either too ill to read the whole article or need a shorter version
due to limited energy, I am sharing my notes with you, including explanations of
keywords.
In Cort Johnson’s article, he states that Dr. Bruun Wyller of Oslo University
had suggested that more research had to be done into the Epstein-Barr virus in
ME/CFS. Now Dr. Wyller is looking at the interaction between the immune and
endocrine systems.
Dr. Wyller began his new study reporting there was probably systemic
inflammation present and B-cell functioning is impaired.
A *meta-analysis of 38 ME/CFS cytokine studies examining 77 *cytokines, only
TGF-B was consistently elevated in 2/3rds of the studies. Cort Johnson doesn’t
understand why TGF-B was not studied more, given it consistently shows up in
studies. TGF-B can function as both an anti and pro-inflammatory cytokine
depending on the situation it’s in.
Its three forms are involved in both inflammation and immunity and also affects
or is affected by two stress-response systems in our bodies which appear to
increase TGF-B levels and appear to also increase *cortisol levels.
In the past, Dr. Wyller used broad definitions for ME/CFS but this time used the
Fukuda and our Canadian Consensus criteria (CCC) to determine if different
definitions bring different results. It didn’t nor were TGF-B levels higher in
adolescents nor was TGF-B associated with any clinical markers. It turns out that
TGF-B is associated with increased levels of the stress hormones cortisol,
*norepinephrine and *epinephrine in ME/CFS patients but not in controls.
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This association also corresponded with symptom severity. Dr. Wyller found that
TGF-B levels were not important but the network they were embedded in was.
Cort Johnson says that we will shortly see from Dr. Klimas intense testing
during exercise suggests exercise-induced immune activity trips off automic
nervous problems in ME/CFS. Dr. Gordon Broderick’s studies suggest that
cytokine levels don’t need to be high to have untoward effects on ME/CFS patients
but simply depend upon where they are embedded in. Dr. Wyller believes a
complex neuro-endocrine-immune interaction may be contributing to the fatigue
and possibly to the EBV issues in ME/CFS. Dr. Wyller’s follow-up study will be to
check interaction with EBV and determine how effectively the B=cells in ME/CFS
patients respond to EBV in the presense of neuroendocrine hormones.
To read the entire article, please go to: http://bit.ly/2tnZWia
Meanings:
META-ANALYSIS: Conceptually, a meta-analysis uses a statistical approach to
combine the results from multiple studies in an effort to increase power (over
individual studies), improve estimates of the size of the effect and/or to resolve
uncertainty when reports disagree.
CYTOKINES: any of a number of substances, such as interferon, interleukin, and
growth factors, that are secreted by certain cells of the immune system and have
an effect on other cells.
CORTISOL: another term for hydrocortisone aka a steroid hormone produced by
the adrenal cortex and used medicinally to treat inflammation resulting from
eczema and rheumatism.
NOREPINEPHRINE: a chemical released from the sympathetic nervous system in
response to stress. It is classified as a neurotransmitter, a chemical that is
released from neurons. Because the release of norepinephrine affects other organs
of the body, it is also referred to as a stress hormone.
EPINEPHRINE: also known as adrenalin or adrenaline, is a hormone,
neurotransmitter, and medication. Epinephrine is normally produced by both the
adrenal glands and certain neurons.
This entry was posted in Messages From Lydia (http://bit.ly/2tccr15).
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On Case Definitions
David Tuller interviewing Prof. Leonard Jason
What is a case definition, and why are there different research and clinical
definitions?
A case definition is a set of rules that helps a researcher or a clinician make a
decision about whether someone has a particular illness or does not have the
illness. It’s that simple. A good case definition is critical for the assessment
process, to identify those people who actually have an illness or disease. It is the
cornerstone of medicine.
A research case definition tries to identify a homogeneous group of people who
have the illness and can be recruited for research purposes. In contrast, a clinical
case definition is used to identify or diagnose a broader group of patients for
treatment purposes, and many of these wouldn’t qualify for research studies. For
example, if someone is very obese, a research case definition might exclude that
person because the weight issue could be causing the person’s problems. In other
words, for research purposes, we want to select only patients who do not have
other psychological or medical conditions that could be causing the illness we are
studying.
For science to progress, the research case definition is critical, as it can
standardize the selection of patient samples so that research groups around the
world are all studying the patients with the same disease. So gaining consensus
among international scientists for a research case definition is a most critical task,
and one that unfortunately has still not been accomplished for our field.
One of the parameters that’s important for a research case definition for this
illness, in your view, is that psychiatric co-morbidities should be excluded. Can
you explain the reason for that?
Yes, and let me give an example that illustrates this issue. A patient with a major
depressive disorder with melancholic features would probably have fatigue, aches
and pains, as well as sleep and cognitive problems. Yet these are also symptoms
of ME, so some clinicians and researchers could easily confuse these two
conditions. But they are very different illnesses, as people with a major depressive
disorder feel self-reproach, whereas those with ME do not. If you ask people with
a major depressive disorder what they would do tomorrow if they were well, they
would not be sure. In contrast, if you asked people with ME what they would do if
they were well, they’d give you a long list of all the things they have wanted to do
but been unable due to their illness.
If you are studying ME, you need to exclude people who have a primary psychiatric
disorder from your study. If researchers misclassify people with a major
depressive disorder as having ME, this will have serious negative consequences
for identifying biomarkers, estimating prevalence rates, and determining
outcomes of treatment trials.
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The issue of selecting patients who really have ME is the most important issue
facing our field. In a sense, the lack of a consensus on a ME research case
definition is like building a pyramid of playing cards with a very shaky bottom, and
then everything built on top of this foundation is vulnerable to collapsing.
What about the CCC and ICC criteria?
The CCC case definition for ME/CFS in 2003 was better because it specified key
symptoms such as PEM. It was developed as a clinical case definition, and now it’s
being used by several teams as a research case definition. With the 2011 ME-ICC,
I have noticed problems, and in part this is due to them once again requiring too
many symptoms that could, as with the Holmes criteria of 1988, bring into the ME
category some individuals who have a primary psychiatric disorder. In addition,
the ME-ICC criteria is complicated to use, and many clinicians and scientists will
have a difficult time reliably using it with patients.
What is the problem you see with the IOM case definition, apart from the name?
Well, it is true that Systemic Exertion Intolerance Disease (SEID) is a name most
patients dislike. However, the IOM report was correct in requiring several core
symptoms, such as PEM. But I believe these authors made a mistake in indicating
that a patient could have either cognitive impairment or orthostatic intolerance—
one or the other. Cognitive impairment should have been required for all patients
to have. But a more serious problem is that they inadvertently expanded the case
definition by having just about no exclusionary illnesses, such as primary
psychiatric disorders. My team recently conducted a study where about half the
people with a variety of medical and psychiatric illnesses met the IOM criteria.
Now the IOM criteria was developed as a clinical case definition, but there was no
federal effort to develop a research criteria that selects a more homogenous group
of patients. The failure to develop an international consensus on a research case
definition means that many researchers will continue to use the problematic
Fukuda case definition, or they might use the IOM clinical criteria to select patients
for research purposes, and this process has already begun.
My case is simple. You need to have one research case definition that is used by
scientists throughout the world. The clinical case definition can be broader, but
the research case definition has to be tightly focused on those with the illness so
that results can be replicated in different laboratories. This scientific achievement
has been accomplished with every illness or disease except for ME.
We can do better. After working in this area for almost three decades, I am
confident that we have the tools and methods to use psychometrically sound
procedures to develop a consensus on one research case definition. I am optimistic
that one day this will occur, and for me, there is literally nothing as important for
our scientific field.

Taken from http://bit.ly/2K5yyMY
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PEM Versus PENE

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3427890/
With thanks to Colleen Steckel
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Abnormal Response To Physical
And/Or Cognitive Exertion In ME
And CFS
Prof. Lenny Jason is still looking for pwME to fill in this questionnaire:
https://redcap.is.depaul.edu/surveys/?s=YJNCDPHXTH
Goal is to try and map the Abnormal Response to Physical and/or Cognitive
Exertion in ME and CFS.
From Prof. Jason's own wall:
"Dear Patient Community,
First off, we would like to thank you all for participating in this study. In less than
48 hours, over 800 people have responded to our survey.
This far exceeded our expectations and we appreciate your willingness to share
with us.
This survey will be open until the end of July."
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My
Therapy
Regime
Antiretroviral
Treatment
Myalgic Encephalomyelitis

For
Of

Introduction:
I receive numerous inquiries from doctors at home and abroad who have been
made aware of my blog post about the successful antiretroviral therapy (ART) of
my ME afflicted daughter by their patients suffering from Myalgic
Encephalomyelitis (ME). These physicians are interested in my therapy regime
developed by me for my daughter and sometimes also want to clarify further
questions about ART for ME.
Until now I responded to these questions individually. In order to spare myself
this constantly growing (unpaid) work in the future, but above all to also involve
patients in this therapeutic concept and make my method comprehensible to
them, I have now decided to publish my so far very successful treatment strategy.
Unfortunately, I also had to realize that not all doctors who contacted me have
been taking my notes on the urgency and frequency of blood and urine testing
seriously. My proposals on dosage and accompanying treatments do not seem to
always be taken seriously either.
By publishing my concept, every patient can now get an idea and decide for
oneself whether to accept my suggestions.
As a matter of principle, however, I would like to state in advance that these are
by no means medical recommendations or advice, but merely suggestions based
on the experience I and other patients have gathered and on my intensive
research of literature on the subject. In addition, I refer to my disclaimer.
More detailed information on http://meversuscfs.blogspot.com/

Katharina Voss
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Tracking Peripheral Immune Cell
Infiltration Of The Brain In ME
Principal Investigator: Prof. Jarred Younger
Institution: University of Alabama, Birmingham, Alabama, USA
Many of the characteristic symptoms of ME/CFS suggest that the immune system
is activated in the brains of people with the illness, leading to the release of
inflammatory chemicals. This neuroinflammation is known to cause a variety of
symptoms, including fatigue, pain sensitivity, cognitive problems and sleep
disturbances, all of which are common in people with ME/CFS. But how might this
occur?
The central hypothesis behind a newly funded project, led by Prof. Jarred
Younger at the University of Alabama, is that activated immune cells from
elsewhere in the body infiltrate the brain, so driving these symptoms of ME/CFS.
Prof. Younger explains that the brain and body have distinct immune systems
which are separated by what is known as the blood-brain barrier. These two
immune systems employ different kinds of cells: microglia in the brain, and T cells,
B cells and NK cells in the rest of the body.
During neuroinflammation, the blood-brain barrier can become damaged, allowing
peripheral immune cells to infiltrate the brain, and this has been observed in other
neuroinflammatory disorders such as multiple sclerosis. These infiltrating T cells
can then push the native microglia of the brain into an activated and inflammatory
state. To investigate whether this is happening in ME/CFS, Prof. Younger and his
team plan to track peripheral immune cells and see whether they do indeed break
the blood-brain barrier and infiltrate the brain.
This is quite a challenge, and the team has developed a new technique where they
will take a sample of the patients’ own peripheral immune cells, label them with a
radioisotope called zirconium-89, and inject them back into the patients. The
investigators will then use positron emission scanning to track the cells and detect
whether they enter the brain.
The plan is to study 15 women with ME/CFS and 10 age-matched healthy control
women, and to scan them at 24 hours and then 96 hours following the injection.
This should allow enough time for the cells to cross the blood-brain barrier (if they
are going to).
As well as advancing our understanding of the pathogenesis of ME/CFS and the
role of the immune system, the results of this study may indicate that
neuroinflammation is a worthwhile target for treatment of the illness, and even
help in establishing a diagnostic test that can distinguish between patients and
healthy control subjects.
Source: MEResearch UK http://bit.ly/2K2v1SX
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Transient Receptor Potential Ion
Channels In The Etiology And
Pathomechanism
Of
Chronic
Fatigue
Syndrome/Myalgic
Encephalomyelitis
D. Staines, S. Du Preez, H. Cabanas, C. Balinas, N. Eaton, R. Passmore, R.
Maksoud, J. Redmayne, S. Marshall-Gradisnik
Abstract
Chronic fatigue syndrome/myalgic encephalomyelitis (CFS/ME) is a disabling
condition of unknown cause having multi-system manifestations.
Our group has investigated the potential role of transient receptor potential (TRP)
ion channels in the etiology and pathomechanism of this illness.
Store-operated calcium entry (SOCE) signaling is the primary intracellular calcium
signaling mechanism in non-excitable cells and is associated with TRP ion
channels. While the sub-family (Canonical) TRPC has been traditionally associated
with this important cellular mechanism, a member of the TRPM sub-family group
(Melastatin), TRPM3, has also been recently identified as participating in SOCE in
white matter of the central nervous system.
We have identified single nucleotide polymorphisms (SNPs) in TRP genes in
natural killer (NK) cells and peripheral blood mononuclear cells (PBMCs) in CFS/ME
patients. We also describe biochemical pathway changes and calcium signaling
perturbations in blood cells from patients.
The ubiquitous distribution of TRP ion channels and specific locations of sub-family
group members such as TRPM3 suggest a contribution to systemic pathology in
CFS/ME.
Conclusion
Further investigations, particularly regarding the TRP Ca2+ ion channel variants
for potential pharmaco-therapeutic treatment targets, are required. Arguably, the
severity and nature of Ca2+ signaling perturbations may depend upon the
isotypes and extent of TRP ion channels affected. This may help to explain the
spectrum of clinical severity of CFS/ME.
Full text: https://file.scirp.org/pdf/IJCM_2018052114423523.pdf
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News from the Open
Medicine Foundation
Taken from the #OMF ScienceWednesdays-bulletins.
Want to receive them? They’re being translated in some 7-10
languages.
Subscribe http://bit.ly/2JYEZpv or renew your subscription, due to European
privacy-laws (GDPR) needed if you didn’t do so already: http://bit.ly/2MH5gWO
March 28: an explanation of the genome, the transcriptome, the proteome, the
metabolome and the microbiome http://bit.ly/2M8czpC
April 4: shapes and deformability of red blood cells; Understanding why red blood
cells in ME/CFS may have unusual shapes or compromised deformability may
connect to the metabolic abnormalities http://bit.ly/2MH3nJH
April 11: the hunt for elusive pathogens in ME/CFS; If the analysis of
microorganisms reveals a particular pattern of common pathogens, it may be
possible to employ as part of a diagnostic algorithm. If a lingering infection is
causing or contributing to ME/CFS symptoms in a subset of patients, it may be
possible to address with targeted therapies http://bit.ly/2lkwohU
May 8: personalized medicine; We already know that different patients respond
to different treatments, and personalized health research will help us not only to
understand why that is, but to find even better treatments or combinations thereof
http://bit.ly/2tfkLgL
May 9: OMF Funded Severely Ill Big Data Study Update; This study, led by Drs.
Davis and Xiao, included over 1,000 tests per patient, producing, to our
knowledge, the biggest dataset ever generated in a cohort of ME/CFS patients. It
examined the patients’ genome, gene expression, metabolomics, microbiome,
cell-free DNA sequencing and quantitation, and cytokines, as well as a range of
tests typically performed by clinicians http://bit.ly/2llxda6
May 16: OMF Funded Diagnostic Technology Development; the nanoneedle and
magnetic levitation explained http://bit.ly/2tg7MLH
May 23: saw an extraordinary hopeful notice: OMF creates new Harvard ME/CFS
Collaborative Research Center and expands Stanford Data Center; OMF has
funded $1.8 million for the establishment of a new ME/CFS Collaborative Research
Center at the Harvard Medical School affiliated hospitals, which includes
Massachusetts General Hospital (MGH), Brigham and Women’s Hospital, and Beth
Israel Deaconess Medical Center.
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The goals for this new Harvard
Collaborative Center are twofold. First is
a basic research goal: to collect
molecular data on muscle and other
tissues affected by ME/CFS. The second
goal is to establish a Clinical Trials
Network to facilitate multi-center
clinical studies on potential effective
treatments for ME/CFS.
At the same time OMF also decided to
fund the expansion of the Stanford Data
Center for the Severely Ill Patients
(SIPS) Study to encompass all the data
from the Stanford and Harvard ME/CFS Collaborative Research Centers, as well
as data from any other research we are funding. http://bit.ly/2M703GG
May 24: another joyful notice: OMF received a $1 million anonymous pledge to
escalate Dr. Ron Davis’s systems biology approach with Robert Phair
http://bit.ly/2ytK6Zh
June 1: Dr. Ron Davis revealed a glimpse of his talk during the Invest in MEconference in London http://bit.ly/2lp2F7m
June 5: Linda Tannenbaum, CEO of the OMF gave some impressions of her visit
to the Invest in ME-conference and the persons she met and talked with
http://bit.ly/2K9ulbu
June 6: she did the same about old and new friends she met in Utecht, Holland
http://bit.ly/2KaTfuu
See also News from the Netherlands in this issue.
June 12: she described her marvelous visit to Italy and the congress which was
organized over there in the light of her visit http://bit.ly/2lkwXIy
See also News from Italy in this issue.
June 13: Dr. Robert Phair introduced himself and talked about his metabolic
trap-hypothesis and the research he’s doing into it together with Ron Davis
http://bit.ly/2lkZU7k
You can sign up to these bulletins by filling in the form on http://bit.ly/2lmdUgX

Composed by the MEGC
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10. Events
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A 2018 Invest In ME Research
Conference Report
Dr Charles Shepherd provides a summary report (http://bit.ly/2yASPsT) of the
13th Invest in ME Research Conference that took place in London on 1st June.
“The conference again took place at One Great George Street – an impressive
Edwardian building, with equally impressive conference facilities, that sits opposite
St James’s Park in London.
“As usual, the audience consisted of people with ME/CFS, carers, charity
representatives, health professionals and researchers, from the UK and overseas.
The conference was chaired by Dr Ian Gibson with his usual wit and enthusiasm.
“Overall, this was an interesting and enjoyable meeting that covered a number of
important overseas research initiatives, as well as some clinical presentations that
are more relevant to the here and now situation facing people with ME/CFS.”
The ME Association produced a 13-page report as a convenient download
(http://bit.ly/2yASPsT).
Just click the link to open the report and then choose to download or print or
simply view it online. If you are a member of the ME Association, a summary of
the report will appear in the July edition of ME Essential magazine.

Source: http://bit.ly/2yrcXNN
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Hope 4 ME & Fibro Northern
Ireland Annual Conference
Monday 17 September at 7pm Long Gallery, Stormont Buildings, Belfast.
Admission fee is yet to be fully calculated and amount will depend on securing
outside funding or sponsorship for this event. Fees will not exceed £50. We are
offering FREE places to Medical Students Only.
PLEASE NOTE: preliminary bookings from medical professionals, all healthcare
providers, academics, healthcare commissioners and members of the Northern
Ireland Assembly, will be processed at this stage only, as places are limited.

Please book early as high demand is expected.
Contact: hope4mefibro@outlook.com
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Montreal Conference A Hit!
This May 3rd to May 5th marked the first annual Canadian Collaborative Team
Conference at the CHU Sainte-Justine Hospital, Montreal. The conference brought
together American and Canadian, patient and clinician, scientist and activist.
Collaboration was indeed a major theme—with a focus on leveraging innovation
to advance ME/CFS research.
Day 1 introduced clinicians to the diagnosis and management of ME/CFS. Speakers
stressed the importance of refining the diagnostic process. An accurate diagnosis
was deemed the most important factor in patient care and in some cases is
therapeutic. Canadian Clinicians presented a unique multidisciplinary approach
with the establishment of large centers focused on the complex multi-system
needs of patients.
A research-heavy day followed with parallel patient-centered sessions. Here,
advocacy groups came together to brainstorm new projects in a post-Unrest
ME/CFS world. Projects beyond May 12th and Millions Missing were suggested to
continue the campaign throughout the year. Medical school education, leveraging
technology and social media, legislative persistence, and education events
targeted to industry, lawmakers, and philanthropists were all suggested.
Researchers from Europe introduced the European Network on ME/CFS
(EUROMENE), a collaborative research network of 20 European countries. Their
working groups include biomarker discovery, socioeconomics, clinical, and
epidemiological focus. The hope is that EUROMENE can provide a framework for a
similar group in North America.
Further, an Australian initiative was presented to establish biobanks and research
databases for data sharing. With a focus on collecting “big data,” research groups
across the globe can compare findings from larger cohorts of patients and controls
for more robust studies. Indeed, many researchers in attendance underscored the
need for improved standards in research practices to allow for reproducibility and
higher impact studies.
Above all, attendees agreed that putting the patient at the center of future efforts
would be essential. In using patient data, understanding patient needs, and using
patients as a means of disseminating information, research and advocacy will
move forward.

Courtney Craig
__________________________
Courtney Craig is a member of the AMMES Medical and Scientific Advisory Board.
She received her clinical training at Palmer College of Chiropractic, Florida, and
studied exercise science at the College of William and Mary. She holds an MA from
the University of Bridgeport’s Human Nutrition Institute.
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The May 3rd, 2018 Network’s
Montreal’s Pre-Conference Videos are
now available:
Addressing UnMet Needs
Video 1: http://bit.ly/2MHfSFc
Video 2: http://bit.ly/2MGKu9I
Video 3: http://bit.ly/2IaBvdu
http://bit.ly/2K5qqMK

First-Ever ME/CFS Collaborative Conference Held in Canada
The First Canadian Collaborative Team Conference for ME/CFS Research was held
in Montreal, Quebec from May 3 – May 5 at a facility affiliated with the Université
de Montréal, Canada.
The conference brought together an international cadre of physicians, clinicians,
researchers, individuals with ME/CFS, and other healthcare professionals to
discuss progress in ME/CFS research and identify areas of opportunity.
Presentations ranged from methods to properly diagnose patients and strategies
to improve clinical care to research at the molecular level. Several members of
the SMCI family presented, including:
Chris Armstrong, PhD (2016 Ramsay Awardee - http://bit.ly/2JT1pIB),
Lucinda Bateman, MD (SMCI Research Advisory Council member, ad hoc
- http://bit.ly/2llzkLf),
Jonas

Bergquist,

MD,

PhD

(2017

Ramsay

Awardee

-

http://bit.ly/2ywiv9Y),
Maureen Hanson, PhD (SMCI Research Advisory Council Member, SMCI
Directed Research Project partner - http://bit.ly/2llzkLf),
Rebecca McNeil, PhD (RTI partner for Data Management Center http://bit.ly/2llzkLf),
Peter

Rowe,

MD

(SMCI

Research

Advisory

Council

member

-

http://bit.ly/2llzkLf),
Carmen Scheibenbogen, MD (2016 and 2017 Ramsay Awardee http://bit.ly/2MINIti)
as well as SMCI’s President Carol Head.
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Speakers and their subjects were:
Maureen Hanson: Ongoing Research Concerning Metabolism in ME/CFS
Dr. Alain Moreau, PhD, University of Montreal, joined
Wilfred de Vega, PhD, University of Toronto,
Ron Davis, PhD, Stanford Genome Center and
Alexis Goth, MD, a clinician in practice with the Nova Scotia Health
Authority: Genetics, Genomics and Epigenetics
Wilfred de Vega: The Epigenetic Landscape of ME/CFS – Deciphering
Complex Phenotypes
Carmen Scheibenbogen: Infection, Immunity & Clinical Research
Carmen

Scheibenbogen,

Chris

Armstrong,

PhD,

University

of

Melbourne, and Luis Nacul: Biomarkers, Biobanking, and Clinical Trials
Roland Staud, MD: neuroimaging study (http://bit.ly/2lnP2ph)
Nancy Klimas: multi-system approach to treatment development
Vicky Holets Whittemore: update on NIH efforts related to ME/CFS
funding and research, including the intramural study of individuals with
post-infectious ME/CFS
Betsey Keller: Cracking Exercise Intolerance
Alison Bested, MD: overview of the clinical presentation of ME/CFS and
how clinicians can provide care and support
Lucinda Bateman: tools we [currently] have in the clinic
Peter Rowe: clinical management of pediatric ME/CFS and comorbid
conditions
Eleanor Stein: differentiating ME/CFS from psychiatric disorders
SMCI President Carol Head participated in three interactive panel discussions that
brought researchers, clinicians, advocates, patients, and other stakeholders
together.
For more detailed info about the presentations: http://bit.ly/2MJ9gWV

Submitted by Emily Taylor
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RME’s Yearly Conferences 2018
RME’s yearly conferences 2018 – Stockholm & Gothenburg
For the eleventh year in a row, ME/CFS conferences with internationally renowned
researchers and doctors are being organized by RME Sweden.
This year they offer two major events, one in Stockholm and one in Gothenburg,
plus an exciting round table conversation in Stockholm with specially invited
participants. All together, the lecturers have a unique experience with the patient
group.
The conferences are meant primarily for caregivers, researchers, politicians and
the media. Some of the presentations will be in English and followed by a short
Q&A session. There’s a limited number of seats. The participation is free.

STEG FÖR STEG (Step by Step) - Current research and possible treatment
Stockholm, October 17, 2018
Moderator: Dr. Michel Silvestri
12:30 Registration, exchange of conference material
13:00 Opening of the conference, Henrik Fransson, Managing Director RME
Stockholm & Ella Bohlin, KD Barn- och äldrelandstingsråd, SLL
13:10 Neuroinflammatory declaration models for ME/CFS, Prof Jonas
Bergquist, Uppsala University
13:40 Immunometabolism and ME/CFS, Prof Anders Rosén, Linköpings
University
14:10 Analysis of the Rituximab study and other immunological findings.
Researchers from Bergen University
15:00 Post Exertional Malaise, Dr Katarina Lien, Oslo University Hospital
15:30 Advances in ME/CFS Research in USA, Dr Zaher Nahle, ANRF, USA
16:00 Clinical operations and research at the ME Centre, Bragée Clinics, Dr
Björn Bragée, MD & Dr Bo Bertilson MD, PhD
16:30 Panel debate
The conference is a joint venture between Riksförbundet für ME-patents (RME)
and RME Stockholm. If you have any questions, please contact:
stockholm@rme.nu
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STEG FÖR STEG (Step by Step) - Current research and possible treatment
Gothenburg, October 18, 2018
Moderator: Peter Währborg, Smärthjälpen
12:30 Registration, exchange of conference material
13:00 Opening of the conference, Klas Gillberg, Managing Director RME
Väst
13:10 Neuroinflammatory declaration models for ME/CFS, Prof Jonas
Bergquist, Uppsala University
13:40 Immunometabolism and ME/CFS, Prof Anders Rosén, Linköpings
University
14:10 Analysis of the Rituximab study and other immunological findings,
Researchers from Bergen University
15:00 Post Exertional Malaise, Dr Katarina Lien, Oslo University Hospital
15:30 Advances in ME/CFS Research in USA, Dr Zaher Nahle, ANRF, USA
16:30 Panel debate
This conference is a joint venture between Riksförbundet for ME-patients (RME)
and RME Väst. If you have any questions, please contact: vast@rme.nu

After submitting your application, you will
receive a confirmation. For registration in
English,
please
contact:
kerstin.heiling@rme.nu
“All ME/CFS patients dream of getting
back a functioning, active life! New
research can give patients a second
chance. I think that we will soon be able
to understand, and hopefully to slow
down ME/CFS, which is an extremely
disabling disease. Now, research goes
ahead - step by step!"

Kerstin Heiling, Chairman of RME
Source: http://rme.nu/konferens
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ME/CFS Conference
Australia

Goldcoast,

On 26 and 27 November 2018 a conference will be held at Crown Plaza Surfers
Paradise, Goldcoast, Australia.

The conference will showcase the research achievements of the National Centre
for Neuroimmunology & Emerging Diseases, developments in diagnostic tests,
discoveries in treatment and provide a forum for international research leadership.
Invited speakers are:
Dr. Vicky Whittemore, program director NINDS, NIH, Bethesda USA
Prof. Gerald Thiel, medical biochemistry & molecular biology, Hamburg
Germany
Dr. Leighton Barnden, neuro-imaging, NCNED, Goldcoast Australia
Dr. Elizabeth Unger, chief CVDB, CDC, Atlanta USA
Dr. Zack Shan, neuro-imaging, NCNED, Goldcoast Australia
Prof. Katsuhiko Muraki, cellular pharmacologist, Nagoya Japan
For prices & registration: http://bit.ly/2K2RRqw
The program and further details will be finalized by 1st August.
Deadline Early Bird registration: October 15, 2018

Source: http://bit.ly/2K2RRqw
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11. Severe ME
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My Precious Life
13 Million, 148 Thousand 730 Minutes Of My Precious Life
25 years of constant ongoing hellish pain that burns in
the centre of your being
25 years of a never ending cycle of total paralysis, then
partial paralysis, then total paralysis, again and
again,for hours, days, years on end, endlessly
streaming into infinity
25 years of numb face and limbs, feeling swollen,
disconnected, disappeared as proprioception dissipates
and I don’t know where my head, my face, my arm, my leg, begins or ends, where
heat is cold and ice burns and nothing is felt properly or accurately
25 years of needing help to get my basic needs met, help that is still painful to
receive, impossibly hard to access, desperately wanted, yet physically unbearable,
despite gentleness, compassion and understanding
25 years of empty jelly muscles where strength and ability should exist
25 years of continuous head pain with intense agony beyond description on
contact, and with any pressure whatsoever, so that sleep or rest or support are
agony or impossible, no comfortable chair, no comfortable pillow, no comfort
whatsoever
25 years of crawling, screaming, itching, stabbing muscle pain, breaking my
muscles up, incapacitating me in its constancy
25 years of shaking writhing limbs, unexplained, exhausting, uncomfortable,
uncontrollable and demolishing, head shaking, aching, nodding, hurting, gut
tremor, diaphragm spasming, whole body shaking,twisting, contorting to its own
rhythm
25 years of difficulties tolerating food, not knowing what to eat, triggering choking,
paralysing, copious saliva and mucous, stomach swelling, struggling to breathe,
losing weight, losing vitamins, being shut out from the sheer enjoyment of eating
and the love of food, not knowing if it will eventually kill me
25 years of shifted sleep, sleeping late, awake till late, out of sync with everyone
and everything
25 years of crushing, paralysing, tormenting, pain-filled tortuous noise sensitivity,
creating the need for total isolation and separation from normality
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25 years of throbbing, burning, itching, hurting eyes, with agonised
hypersensitivity to light, tunnel vision, double vision, staring or simply shut eyes,
unable to open despite my will or command
25 years of movement sensitivity, confusing, disturbing, hurting, deteriorating,
paralysing with the slightest wrong movement in the room, even using the
wheelchair becomes out of bounds
25 years of chemical sensitivity, rashes, headaches, nausea, swallowing difficulty
triggered by chemicals and perfumes, battered and harmed by every passing smell
25 years of mind blanking horrendous cognitive dysfunction, words disappear,
memory is lost, letters dance about, images are gone, blank, empty nothing
exists, where colour and streams of beautiful, insightful, consciousness should
flow
25 years of endless weakness, inability to hold things, inability to write things,
inability to feed myself, inability to move about, inability to communicate, inability
to stand or walk or run or swim or ride or balance, falling continually, tripping,
bumping into things, dropping things, inability to do what you want when you
want or at all
25 years of being shut off from the world and shut out from proper healthcare,
proper support, proper recognition, proper provision
25 years of misinterpretation, misrepresentation, misinformation constantly
blocking and harming progress
25 years of no proper treatment or understanding
25 years of lack of adequate investigation
25 years of unbelievable neglect of a severely disabling neurological disease
That is 788 million, 923 thousand, 800 seconds of my life that has been spent in
indescribable agony and profound tortured disability.
13 million, 148 thousand 730 minutes of my precious life, immersed in horrendous
indescribable, unfathomable experience, that sadly goes unseen, unrecognised,
unimagined, neglected and denied, yet is totally unbearable and unrelieved,
unrelenting, unbelievably ignored, yet still I have to bear it and live within it.
Just as horrendous the day it began, it gets no easier to bear, 25 years on, I am
still waiting for help that does not come

Greg & Linda Crowhurst
Source: https://www.facebook.com/greg.crowhurst/posts/1932644853472914
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People With ME Are In Danger
People With ME Are In Grave Danger Of Being Misrepresented By People And
Organisations That Will Not Truly Represent Their Needs
A UK debate is raging right now that has profound implications for the whole ME
Community. To what extent should we accept the psychosocial model, because
there is no alternative?
This issue can only be tackled, we suggest, by taking a step back and looking at
the wider picture; the concept of death-making is a particularly useful framework
from which to begin. Death-making is concerned with society's potential to bring
death not life to those it does not value, this includes people with a disability, the
poor, prisoners, street people, native populations, the elderly, the contagious, the
chronically ill, the terminally ill; any group of people that is perceived as a threat
or that has been demonized.
Any practice, action or thought that considers a person to be less than human,
less than valid, less than equal, is potentially a death-making one. People or
groups that society do not value often suffer the "wounds" of being regarded as:
Non-human
A menace / object of dread
A threat to the norm
Waste material, garbage, discard, excrement
Not be taken seriously
Invalid
An object of ridicule
An object of pity
A scrounger, malingerer hypochondriac, manipulator, user.
Childish, immature, irresponsible, unreasonable, demanding
Better-off dead
An economic / emotional burden
A waste of space.
(cf. Wolf Wolfensberger (1994). The Growing Threat to the Lives of Handicapped
People in the Context of Modernistic Values, Disability; Society, 9(3), 395-413.)
A notorious example of death-making was the Nazi's putting to death of sick and
disabled people in German killing centres, as an "act of mercy", the
lebensunwerten Leben; the "life unworthy of life", echoing sentiments that date
back as far as Plato and taking place, as today, against a background of deadly
propaganda masquerading as legitimate scholarly research.
When you look at its underlying messages, its disregard for the truth and its
terrible impact upon people with severe ME the psychosocial stance stance, we
have long suggested, can be considered as a death-making one.
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Our own research, for example, uncovered a shocking picture of severely
physically ill ME sufferers being:
labelled as psychiatric patients
being treated with contempt by many GP's, doctors and nurses
being locked in secure units and shut in AIDS wards
being refused food
being forced to participate in inappropriate graded exercise and behavioural
therapy, designed to convince them there is nothing seriously wrong with
them. and that proper physical testing should not be encouraged.
(https://bit.ly/2MCJlQw)
I have outlined in “Straightjacketed By Empty Air” how the psychiatric lobby lobby
proceed on the basis of a vague sham diagnosis of “CFS” rather than the strict
Ramsay -defined truth of neurological /enteroviral ME. They say: let us make it a
syndrome rather than a disease, let us call it "CFS", let us bury ME in a host of
confusion and vague illnesses and then say we know how to 'treat' it using
rehabilitation techniques. (http://stonebird.co.uk/emptyair/index.html)
These are extremely dangerous times for the physically ill ME sufferer, who is left
to flounder for decades without any medical support or back up, monitoring or
treatment, who may be given a wrong or minimised prognosis, who will not have
had all or any of their symptoms investigated appropriately and is most likely
struggling to obtain benefits and appropriate GP support.
Above all, they are in grave danger of being misrepresented by people and
organizations that will not truly represent their needs.
In the up - coming negotiations with NICE, patient representatives need to step
back from the minutiae of issues and see the bigger picture and look at the
wholeness of their values, principles and intentions.
There is no compromise on the truth of ME, to do so, is to embark on a slippery
slope downwards towards relativism and away from truth; miles away from any
hope of proper research, treatment and a cure.
In short there are only two ways anyone representing people with ME can go:
Life-bringing: from the truth to the truth, with honesty and integrity.
Death-making: slick, glossy, in an ever wider circular cover-up of denial and
manipulation; and this begins the moment we compromise our values.
There is no sitting on the fence.
There is no balance to be struck between a psychososocial and a biomedical
approach.
People have died / are dying right now from ME.

(c) Greg Crowhurst March 2018
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The Stonebird Revised Definition
The Stonebird Revised Definition Of Severe ME:
Severe ME is a hellish experience
that you live and endure without
treatment, cure or respect.
Severe ME is not knowing how to
cope from minute to minute, moment to
moment.
Severe ME is being tormented by
people doing ordinary things.
Severe ME is brutal and cruel
paralysis.
Severe ME is being totally ill, all
the time.
Severe ME is being unable to read.
Severe ME is being unable to hold
anything.
Severe ME is falling over regularly.
Severe ME is your mind not working.
Severe ME is being unable to speak on the phone.
Severe ME is being unable to tolerate two-way conversation or anyone in
the room at all.
Severe ME is finding that going to bed makes you feel even more ill.
Severe ME is discovering that there is no possibility of rest, ever.
Severe ME is being unable to see anybody because they make you more ill,
because you are so hypersensitive.
Severe ME is not knowing what to eat that won't hurt you.
Severe ME is being neglected by the Health Service.
Severe ME is having to regularly have to prove you are ill, just to get your
benefits.
Severe ME is being always in constant pain.
Severe ME is finding that everything you try to do hurts you on some level
somewhere.
Severe ME is feeling dizzy and disorientated most of the time.
Severe ME is spending your life predominantly sitting in a chair unable to
move or function or in bed, paralysed.
Severe ME is being unable to call out for help because you cannot speak.
Severe ME is being not properly medically tested.
Severe ME is being unable to find any clothes that don't itch you.
Severe ME is being unable to go to the shops to buy clothes.
Severe ME is finding that any noise irritates you to distraction and causes
pain and worse, can paralyse you.
Severe ME means that your mind lives in a sea of fog and emptiness.
Severe ME is finding that everything normal is out of reach.
Severe ME is being unable to manage without help, all day long.
Severe ME is having no energy.
Severe ME is living in poverty.
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Severe ME is being unable to decorate because you are chemically sensitive
and the paint would make you more ill.
Severe ME is being unable to tidy away the things on your desk or sort
anything out because it's too complex functionally for you to do.
Severe ME is being unable to carry things.
Severe ME is finding that everything in your world is hurting you, both inside
and outside you.
Severe ME is feeling you have suddenly disappeared from ordinary life and
become invisible for ever.
Severe ME is being unable to travel without torment and deterioration.
Severe ME is being unable to articulate the sheer horror and intensity of
suffering without relief.
Severe ME is finding that motion makes you ill.
Severe ME is having no real choices, apart from not to despair.
Severe ME is a torture and a nightmare.
Severe ME is constantly feeling as if you are screaming with agony inside.
Severe ME is being more sick than an AIDS patient two months before
death.
Severe ME is noticing that people with terminal cancer may ave a better
quality of life than you, almost until they die.
Severe ME is being frustrated by not being understood or recognised.
Severe ME is being hurt by the denial of your reality.
Severe ME is weeping everyday with the sheer physical pain of your life.
Severe ME is having all the things you love taken away from you.
Severe ME is being unable to bear being touched because of the pain and
irritation that it causes.
Severe ME is your body going dead and numb regularly, awake and asleep.
Severe ME is having skin that crawls with intolerable sensations.
Severe ME is being cognitively disabled.
Severe ME is finding that anything you do will lead to worsening pain,
paralysis and numbness.
Severe ME is feeling like you are dying.
Severe ME is having your illness misrepresented and negated by a powerful
psychiatric lobby that denies the physical reality of your neurological
disease.
Severe ME is finding that there is no one with any power or authority doing
anything to change it.
Severe ME is being enraged by the untruths that exist about ME, that are
accepted by professionals and society.
Severe ME is profund, isolating hypersensitivity.
Severe ME is being persecuted because you are disabled and ill.
Severe ME is having to buy your own nutritional medicine and organic
products; you cannot live cheaply as a disabled person.
Severe ME is never going on holiday
Severe ME is never going to social or family events.
Severe ME is having to fight for everything that you should be entitled to.
Severe ME is a desperate thirst that is unquenched.
Severe ME is an extreme head ache that goes on and on, throbbing
unceasingly, day after day, and all night without relent.
Severe ME is head pain so intense you cannot bear any contact or pressure
whatsoever.
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Severe ME is where thinking is so painful that you simply cannot do it.
Severe ME is going to sleep and waking up worse.
Severe ME is having no energy to start with.
Severe ME is struggling to breathe.
Severe ME is struggling to eat because chewing is exhausting and
swallowing is dangerous.
Severe ME is struggling to live.
Severe ME is numb eyeballs and itchy, burning eye pain and scratchy dry
eyes.
Severe ME is not being able to read because the letters are dancing in and
out and up and down and there seems to be two of everything.
Severe ME is where words lose their meaning and comprehension
disappears and is replaced by tormenting pain in your head and worsening
pain in your body instead.
Severe ME is emptiness in your mind where colour and thought once existed.
Severe ME is frequently needing the toilet again and again.
Severe ME is needing total care day and night.
Severe ME is not being able to communicate your needs. Severe ME is not
being able to do anything you hope to do, want to do or need to do, when
you want to do it or at all.
Severe ME is broken connections to every conceivable thing.
Severe ME is a bizarre world where nothing seems as it is and every reaction
is opposite to what you would expect.
Severe ME is where no one tells you what is going on in your body, to make
sense of all the symptoms.
Severe ME is where almost everything is wrongly reduced to a fatigue state
that does not resemble your life or your experience in any fashion.
Severe ME is where your paralysis is ignored, downplayed, denied and not
fully investigated or explained in physiological terms.
Severe ME is where you simply are left without evidence of your nightmare
physiological reality.
Severe ME is where you have to work it all out for yourself.

(c) Linda Crowhurst 2010/2018
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12. ME And Children
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When Children Don’t Get Well
In the absence of a cure, the body, including the brain, must be allowed to heal.
This healing process can be compared in some ways to the healing of a cut. A cut
closes up, scabs, makes new skin underneath, loses the scab, and the daily
miracle of self healing has taken place. We can assist this natural process if we
protect the cut while it heals and allow sufficient time for the healing process by
letting the scab shed itself naturally.
Everyone knows what happens if you pick a scab off a wound before repairs have
been affected, before firm new skin has sealed the wound and become strong.
Raw flesh is revealed, it bleeds, there is the potential for infection. The whole
healing process has to start afresh. Please consider this analogy carefully! When
professionals encourage – or pressurise – families to get their child with ME into
school, they might as well be taking their nails to a scab and tearing it off. A
bleeding cut is visible, you can see the damage.
You cannot see the hidden damage you cause if you try to force recovery from
ME, and enforce school attendance, you can only see its effects. “Seeing’s
believing” as the old saying goes. The child may have looked strong enough. S/he
was not. And the effect can be terrible.
This is the classic delayed effect of effort that occurs in ME, and it leads to disbelief,
accusations, confrontations. The level of disability in ME is often beyond
comprehension to the healthy and well. Likewise, the time needed for healing. It
may never resolve, despite the body’s best efforts.
Professionals must not go round tearing off the scabs.

Jane Colby
Tweet by Tom Kindlon https://bit.ly/2ynqxlc
From a guest blog by Jane Colby on Utting-Wolff Spouts https://bit.ly/2ljU9qx
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Open Letter To The Norwegian
Minister Of Health
Dear Minister of Health Bent Høie.
Recently, we were
https://bit.ly/2M5rPmS

both

participants

in

the

21

news

on

TV2:

You were asked to give your opinion about the fact that many parents of seriously
ill children/adolescents due to ME are reported to the child welfare office (BV,
barnevern). It happens as often as about every fourth child/adolescent. Given the
fact this applies to those under 18, this is an abnormally high percentage.
We were amongst the many with high expectations about what you would say to
this, and we are also amongst the many who are left with the feeling that you
almost helped to make matters worse. It's not hard to understand that you could
not comment on our case. I can nevertheless inform you that we are pretty
average parents.
Do not think we are better or worse than others. The municipal superintendent,
who was the first to report us to BV, has received both supervision cases and
orders from the county governor for the way she treated us. By the way, I can
add that we were "acquitted" by BV as the superintendent was the only one who
spoke badly about us - even though she had not even met or talked to our
daughter nor her parents.
The reason she reported us was "concern" for our daughter. When I write
"concern," it's because she probably got shocked and acted in panic, as she had
finally learned that there was such a seriously ill youth in the municipality - for
which she was responsible.
In the last message of concern that has been received by the BPA coordinator of
the municipality she writes: "We are concerned that the youth in question does
not receive the necessary professional follow-up." This comes from the same
person that is responsible to provide enough assistants for the decision we have
at 60 hrs help/week. They do not want to hire personel, instead they sent a letter
of concern because our daughter is very ill.
Do you think this sounds like a concern for the caring situation, or do you think
like all of us else; that the concern regards the medical profession? When you say
that ‘everyone who is worried must sign up’, the real question is what you intend
with the word ‘worry’. I do not think you'll find many ME parents who are not
worried about their seriously ill child.
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But does it automatically mean that people are poor parents because the child
does not get better? Do you have the same mindset with other serious diagnoses
as well? Do you think you should report to BV the parents of children dying of
cancer? I want to point out that you must have a real concern about the CARE
INSTITUTION reporting parents to BV. BV has no medical expertise and it is also
not their mandate to evaluate current medical treatments.
Therefore, I urge you to approach the media to come up with a clarification on
what you really meant with concern. Unfortunately, after your comment
yesterday, I'm afraid that our municipality and other "helpers" around the country
will think they have acted properly.
I have no reason to believe you are not a good person, so I think that you can
feel the serious additional burden on all of us who are reported, in addition to
already being in a very serious and demanding situation. I think the auxiliary
agencies are not supposed to be an additional burden?

Regards.
Karin E. Wattum,
Mother of a daughter ill due to very serious ME and reported twice to BV of our
municipality.

Source: ME-foreldrene https://bit.ly/2JQSlE7
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Save Our Children - Empower Our
Doctors
Abuse Of ME-Patients By Health Care Professionals
NICE doesn’t work for us, and medical leaders are either blissfully ignorant or
believe too strongly in what they are fed by higher powers. Meanwhile, children
are being harmed. So we need to manage without them. We need a revolt from
the ground.
Desperate parents have got together and composed a scorching letter, putting
together high-quality information and shining a light on all that is wrong in the
world of ME. It is very well researched with links to pertinent information and will,
or certainly should, enlighten all our Paediatricians to the true facts about ME.
We cannot wait for the establishment to teach our Paediatricians the right
information. Not when NICE refuses to see the urgency to remove their harmful
recommendations. Not when CFS/ME clinics are run by Psychiatrists and by the
lovely Professor Esther Crawley. We have waited long enough. Now it’s time to
act. It’s time to empower our Paediatricians with the right information, so that
they will make the right decisions for our children.
We need EVERY Brit who reads this to act. We must come together to save our
children. Save our young comrades from being put through even worse hell than
what we have to live with. This is an anonymous exercise. Therefore, there should
be no risk involved, though it may be wisest for those of us who DON’T have a
child with ME to do it, rather than those of use who do. If you agree with the
contents of the letter below, this is what you should do to help children with ME:
Copy the letter onto your computer, print, and send to EVERY Paediatrician at
your local hospital. Note they ALL have to get one. You can find out their names
by Googling your local hospital.
This doesn’t have to cost you a fortune in stamps. Simply put them in individual
envelopes, with the recipients’ names and department written on, and take it to
your local hospital. Their internal mail system will take it from there. Simply ask
any member of staff to put it in their internal mail. If you know where the
Paediatric department is, take it there and the letters will reach their targets
sooner.
Let’s save our children!

Submitted by Robin Brown
Source, template of letter and further info: http://bit.ly/2I0y7lu
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The Secluded
The Norwegian documentary "De Bortgjemte" ("The Secluded") set out to follow
the breakthrough of Rituximab, which unfortunately ended up showing it was not
the success we had hoped for. The film also gave a very good impression of how
ME impacts the life of even children.
The documentarist, Pål S. Schaathun (http://bit.ly/2K5jmzO), ended up
organizing a fundraiser which has already reached its second goal: NOK 500.000
(over $ 60.000)! It reached the original goal of NOK 300.000 in less than a week.
On May 23, the documentary was shown on Norway’s TV 2, in which director Pål
S. Schaathun shows how reality appears to ME patients and in which he follows
the research on the disease at Haukeland University Hospital. Three days after
the film went on air, he started a fundraiser on Facebook for research on the
disputed disease. His reason for doing so is touching!
In describing the reason of the action, he explains: "The funds raised may be
enough for researchers to choose to run the additional analysis at the laboratory
that changes everything. But the need is of course much bigger. I want to help
Norwegian children to not lose their youth, lose their education or lose their lives."
In just three days, the goal was reached and the money continued to flow.
Schaathun therefore adjusted the target to 500,000 kroner. A week later, that
goal had also been reached, after nearly 2000 people had contributed. On the film
itself Schaathun says: “My goal with this film was to show the severity of a
disease that many people misunderstand, and how widespread it is. But if you see
the movie, you realize much better what the problem is; the pain, the enormous
fatigue and the miserable quality of life. And at meetings, researchers say that
they cannot afford to do different tests while people are lying suffering. Several
doctors I have talked to said that this patient group is among those who suffer
the most.”
He leaves it to the Norwegian ME association how the collected money is to be
distributed. “But they are earmarked for research. I do not know how much
500,000 kroner can help, but everything helps”.
It is impossible not to agree with Pål. More money is spent on research on hair
loss in men than on research to end ME. How long will this continue? Thank you,
Pål, for becoming so engaged in us during working on the film. We need someone
to see what nobody else wants to see. That way, we can get the politicians to
open their eyes, and their money bags – and hopefully end ME!
All material is collected from Pål S. Schaathun on Facebook and media, and
submitted by The ME Parents of Norway
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13. News from
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Australia
Meeting Tuller, Mensah & Armstrong with chief medical officer of
Australia
April 22, 2018
Dr David Tuller of the University of California, Berkeley, USA, Christopher
Armstrong of Melbourne University, Australia, and Fane Mensah of University
College London, UK, met with Australia’s Chief Medical Officer, Professor
Brendan Murphy, in Canberra recently.
Scientists Mr Armstrong and Mr Mensah briefed Prof Murphy on their own
metabolomic and immunological research as well as other important research
around the world. Dr Tuller explained flaws in the evidence currently used in
Australia for recommending graded exercise therapy and cognitive behavioural
therapy for people with ME and chronic fatigue syndrome.
Prof Murphy, (https://bit.ly/2JVcyV1) Australia’s Chief Medical Officer, is the
principal medical adviser to the Minister for Health and the
Department of Health.
As Chief Medical Officer (https://bit.ly/2JTiX6F), Prof
Murphy is on the council of the National Health and Medical
Research Council (NHMRC), as well as on many committees.
Each Australian state and territory has a Chief Medical Officer
also on the council of the NHMRC.

Source: https://bit.ly/2Hop3v2

103 Back to Table Of Contents

Austria
Mike runs the marathon of Vienna but before that interviews
three Austrian patients
Ahead of my trip to Austria I caught up with Sebastian, Sonja and Barbara
(http://bit.ly/2ln14iL) about their lives with ME there. I had lots of support from
the CFS Hilfe group (http://bit.ly/2lka5ZF) and although nobody was well enough
to meet on the day, I had some nice messages throughout the build up. Vienna
Marathon have pledged to post a follow up article after the race about my
challenge on their Facebook page but unfortunately couldn't do anything in
advance due to existing charity commitments. We flew over from Heathrow the
day before the marathon, checked into our hotel and picked up the race number
from the Expo at Messe Wien.

How did you get ill and how were you diagnosed?
Sebastian: Probably following an EBV infection at elementary school age.
Sonja: I had neuroborreliosis from 2011-2014, after which I was fine for 1 year.
When it got worse again in the autumn of 2015 I was told that it was not borreliosis
(Lyme disease). I did the rounds of doctors for two and a half years without a
diagnosis or explanation for my condition of continually increasing weakness and
pain. I have had Hashimoto's since 2014 and fibromyalgia since 2003. In a
Facebook fibromyalgia group, I came across some ME / CFS patients and
recognised myself in their descriptions.
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A doctor in Vienna, recommended to me by a ME / CFS group, made a diagnosis
of CFS, amongst other things. I can not obtain a second opinion, because
according to ME / CFS Help Austria, this doctor is the only one in Vienna!
Barbara: In 2012, I had several ovarian inflammations in a row and suffered from
extreme fatigue. At that time burnout was diagnosed. I worked again until 2016
but was struggling with constant infections and extreme fatigue. Unfortunately, in
2016, I deteriorated and came down with countless urinary tract infections,
extreme fatigue, palpitations, insomnia, pain, and flu symptoms, against which I
had no resilience. I felt as if my body was fighting with all its strength against
something and that this was causing all the symptoms. Countless visits to the
doctor followed, and an 8-week stay in the psychosomatic department of a
hospital.
My condition continued to worsen due to activation programs and numerous
antidepressants which I was not able to tolerate. Nobody could help me. Total
despair and the feeling of not being able to find my feet and get myself together
followed. At the time I was diagnosed with depression and a somatization disorder.
I researched a lot during that time although I could barely concentrate, and always
suspected it could be ME / CFS. In 2017 on the internet I noticed the homepage
of CFS Help (now Österreichische Gesellschaft für ME/CFS - Austrian ME / CFS
Society) which had just gone online.
For the first time, I felt that I was not the only "alien" on this planet with this
disease. It was a relief. I learned about CFS Help from a doctor in Vienna who had
already diagnosed ME / CFS patients. This doctor then provided my diagnosis in
May 2017. It was a long way to get there.
How does this disease affect you?
Sebastian: Due to my many, sometimes severe, symptoms, I am unable to lead
an active life, have little social contact, and the pursuit of hobbies or interests is
virtually impossible. I am housebound, often bedridden, unable to work, and my
daily routine consists of trying to meet my basic physical needs, which takes a
great effort. For example, taking a sitting shower is only possible for me once a
week at most.
Sonja: With a performance capacity of 30% and as a single parent of two children
life is very difficult. The amount of energy available is not even enough for the
bare essentials.
Barbara: The illness restricts my whole life, which is nothing like it was before. I
can not work anymore, have lost a lot of friends, everyday life is a big challenge.
Now I can go outside into the fresh air for 15 minutes on a good day, but there
were times when I could not even manage to make it to the next park bench. I
struggle with neurological symptoms, constant exhaustion, headaches, hormonal
imbalances, high viral levels (EBV and CMV), POTS, inflammation, swollen lymph
nodes, pain, etc.
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I have had to reorganize my life so that physical exertions such as shopping,
vacuuming, washing clothes, cooking, etc. are either taken over by someone else
or done by machine. And I have to deal with all that psychologically, as before I
was used to working in quality management and leading large projects. All of a
sudden, showering and washing my hair is a challenge and I spend many hours
per day in bed.
What's the hardest part about having ME?
Sebastian: That hardly anyone takes you seriously, you are usually left totally
alone, especially by doctors, you are ridiculed, accused of just being lazy, not
wanting to get better, and told that you should just make more of an effort. The
fear of losing financial independence is especially bad, because it is often difficult
to get the financial support you need.
Sonja: That nobody knows about it, and that it is not socially accepted. It is also
not accepted by the authorities, which means that despite having a severe illness
you don't receive a disability pension or even rehabilitation allowance.
Barbara: Not losing faith in life. Learning to accept the disease. Saying goodbye
to one's original life plans. The fight with the authorities. The lack of understanding
from many relatives, doctors, etc. Livelihood and financial worries, and not letting
those worries get the better of you. The general stigma and lack of understanding
when one is affected by this disease.
What is your doctor’s perception/understanding of ME/CFS?
Sebastian: My current family doctor knows little to nothing about ME / CFS and
does not recognize the seriousness of my illness, or that it is physical.
Sonja: She does not know about the disease, but is interested and appalled at
how ill I am.
Barbara: My former family doctor knew nothing about ME / CFS, as is the case
with almost all GPs in Austria (I have many contacts with others affected). I then
switched to a doctor of my choice. She is not a specialist in ME / CFS but she
knows the disease and treats many patients with cancer and various fatigue
conditions holistically. She interacts with her patients on the same level and has
been a great support to me to this day. However, the costs, which must be paid
by the patients themselves, are enormous. As I was a nurse before I studied, I
finally decided to administer my own infusions because of the cost. And I'm not
the only one.
What treatment is currently prescribed to those suffering?
Sebastian: As far as I know there are no official recommendations for the
treatment of ME / CFS in Austria.
Sonja: None.
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Barbara: Although the ICD 10 main diagnosis G93.3 Chronic Fatigue Syndrome
exists in the Austrian LKF (Performance-oriented Hospital Financing) System
(p.29), the affected patients do not currently receive adequate guideline-based
treatment (as eg in the USA), in fact mostly they receive mistreatment which
subsequently leads to a worsening of their condition, often to a complete inability
to work and to a huge deterioration in quality of life. Patients are usually diagnosed
with depression, anxiety disorders or somatization disorders and treated
accordingly.
Activation programs, psychotherapy and psychotropic drugs are unfortunately the
most common approaches. In the whole of Austria, I only know of a handful of
registered doctors who actually know about the disease ME / CFS.
Are there any specialist clinics for ME/CFS patients in Austria?
Sebastian: No.
Sonja: No.
Do patients receive adequate support and benefits?
Sebastian: No, or only with great difficulty. Many sufferers have great difficulty
getting their illness recognized by their health or pension insurers. Most of those
affected who receive a rehabilitation allowance or a permanent pension receive it
on the basis of an erroneous psychiatric diagnosis such as depression or
somatization disorder.
Barbara: All medical care that actually provides support in the treatment of
symptoms (supplements, acupuncture, infusions, massages, TCM, psychotherapy,
etc.) largely has to be to be self-financed, which leads to the financial ruin of most
patients. Even the cost of a detailed immune status check must be borne by the
patient almost entirely and are unaffordable for many sufferers. In my opinion an
immune status check is however unavoidable for a neuroimmunological
multisystem disease. If you become ill whilst employed, at the beginning of the
illness you are on sick leave and must report to the head physician monthly. Within
one year at the latest, the entitlement to sickness benefits expires.
Thereafter you can apply for rehabilitation allowance. For this, however,
comprehensive expert reports / tests are carried out and most of those affected
only receive rehabilitation allowance with a diagnosis of depression. ME / CFS is
not recognized in this review process. The four-hour proceedings are hard for a
person with ME / CFS to survive. If rehabilitation allowance is denied, then the
only way is to try to maintain a guaranteed minimum income. But you only get
the minimum income if you don't live in a household with a partner who has a
normal income.
You only get it if you live alone. There are countless patients in Austria who fall
through the gaps and receive no benefits who depend on the good will of their
partner or relative. I was fortunate enough to get rehabilitation allowance, but I
do not know for how long and have to meet many requirements. But I can consider
myself very fortunate in comparison to others affected and I'm grateful for that.
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What changes would you like to see to the treatments currently proposed in
Austria?
Sebastian: Establishment of competence centers offering in-depth symptomatic
treatment, especially for pain, plus e.g. immunotherapies for existing
immunodeficiencies, and, in individual cases, experimental treatment, e.g. with
antiretroviral drugs. Clinical research should also be included.
Barbara: I would like the disease to be recognized in Austria as a severe
neuroimmunological multisystem disease. These patients should no longer be
declared as psychiatric patients. All those affected should receive adequate
guideline-based treatment. Physicians must be informed and educated. There
should be nationwide detection and initial diagnosis of patients suffering from ME
/ CFS, both in the intramural and extramural sectors.
Affected patients should be referred to an independent center for correct diagnosis
and initial treatment. Inform patients about treatment and support options.
Patients should be provided with essential information on dealing with the disease
(to prevent further deterioration due to excessive activity and improper
medication). Patients should receive information about social security (sickness
benefits, rehabilitation allowance, minimum guaranteed income, pension ...). In
my opinion every patient is entitled to a monthly financial benefit.
What does the future look like for ME/CFS patients in Austria? Is there reason to
be positive?
Sebastian: I am afraid that the situation is unlikely to change for the better in the
short to medium term. I hope that I am mistaken. At the moment, medically,
socially and as far as the media are concerned, Austria can be compared to an
absolute desert.
Sonja: There is no progress.
Barbara: The biggest positive trend is certainly that the Austrian ME/CFS Society
has existed since the beginning of 2017. It has also established a Facebook group,
where those affected in Austria can meet for exchange and support. I also see the
revision of the NICE guidelines as a positive development. Patients also need to
become active here and inform doctors. Although actually the reverse should be
the case.
In my opinion there will have to be a change of thinking in the future, above all
because of the developments abroad with regard to research (OMF etc.), but also
because of films like "Unrest" and many other initiatives, as well as those
mentioned here. I hope that patients suffering from ME / CFS will receive more
support at all levels in the future, as the burden that one has to bear with this
disease on a daily basis is such that a healthy person can not even begin to
imagine it.”
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Mike Harley
Source: http://www.mikeseumarathons.eu/austria.html
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Belgium
#MILLIONSMISSING ON MAY 12TH in BELGIUM
a report by event organizer Eddy Keuninckx
On May 12th, people gathered in Diest
at the Kaai for the #MillionsMissing
event organized by #MEAction. In
Lommel, a similar event took place
that was organized by Esther. She
was even featured by the press!
For the initiative in Diest, we spread
around a request for people to send
labels
on
which
patients
and
caregivers could briefly and concisely
share their story. This was the first
initiative of its kind in Belgium, but
nonetheless the response was abundant. We received more than 50 labels, more
than we had hoped for.
On the day itself, some people who
visited the spot had brought their own
label and shoes. Someone had made an
own flag, and blue ribbons were hung
up around the place.
Belgium's famed rock legend, Guy
Swinnen of the Scabs, had donated his

own shoes, which were sparkling on the
Kaai just for this occasion. In total, an
estimated 100+ people visited the location,
many of which kept sticking around for a
while. Some came from across the border,
speaking a foreign language. Strong
friendships were created, which signified
the dire need for a movement such as
#MEAction.
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We've shot a couple pictures of the event and published them on our Facebook
page: some of them hit home hard. Of course, this included the labels of the
patients who are no longer here, but also the shoes of children. Children who will
never be born as a result of this illness, as well as children who are victims of the
illness themselves. (https://www.facebook.com/MEBelgium/)

We've had countless conversations with people who asked about the situation, but
also with fellow patients. Our mayor (of Diest) came to visit and Eerste Schepen
Jos Uytebroeck who has always supported us through tough and indecisive times.
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It was an exhausting day that ended up
being worthwhile to take place and may
inspire more people to organize their own
local events next year. A movement has
to grow from its roots, i.e. from the
environment that encompasses the
patients. People, come outside and show
yourselves. If for whatever reason, you
can't or won't, please ask someone else
to do it.

Eddy Keuninckx (in the shirt with the diamond pattern)

#MillionsMissing Belgium
#MEAction Belgium
https://www.facebook.com/MEBelgium
https://www.facebook.com/groups/108529623297775
Images and text: Eddy Keuninckx
English translation: Jelle Bouwhuis

Unrest was screened at the Docvile filmfestival of documentary on Friday, March
23, 2018, followed by a panel discussion including:
Jim Faas (NL) - Insurance physician / lawyer
Frank Comhaire (U Gent) - Professor Emeritus.
Moderated by Gunther De Bock - WUCB
150 Persons attended the event
Unrest was also screened at Permeke (Antwerp) on Thursday, January 11, 2018.
100 Persons attended this screening. Unrest was shown at the library in Tervuren
on Tuesday, May 15th, 2018.

Eddy Keuninckx
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Canada
An Open Video Letter to Prime Minister Trudeau of Canada
From a Profoundly Sick Canadian with ME
By Barbara Fifield
Introduced and Delivered by Scott Simpson
Filmed at the Montreal Collaborative Conference on ME May 4, 2018

Watch on YouTube: https://www.youtube.com/embed/463vngcexHA
“Thank you for the opportunity to share with you.
I am too severely ill with ME to travel to be here today to give voice to my
experience. Thank you to Scott, for speaking my words.
The empty wheelchair on stage today, represents myself and all the other
Canadians too sick with ME to leave their homes, let alone travel to Montreal.
I’d like to speak with you today while also speaking directly to the one person in
Canada who has the power to immediately make changes in the lives of Canadians
with ME: Prime Minister Justin Trudeau.
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Prime Minister Trudeau, the central question this panel is discussing is: how is
innovation transforming the ME research landscape in Canada.
My immediate thought was...there is no research landscape in Canada.
The landscape in Canada for ME has been barren in all respects, including
research, and always has been. The conference today is preceded only by two
workshops held nearly 30 years ago in 1989 and 1991.
So it is quite accurate to say there is no landscape at all for ME in Canada. This is
exactly why people with ME are so angry.
Prime Minister, an integral part of establishing a research landscape in Canada is
releasing the substantial funding necessary to begin to create one.
There is about 92 million dollars missing from equitable research funding for ME.
You have the power to release those funds.
The lives of millions of people, including Canadian lives, have been destroyed by
this illness. More are withering away and even dying while everyone is sitting here
today.
Prime Minister, I do not fear for my death. I would welcome its sweet relief if not
for my love for my son Andrew, also severely impacted by ME.
Prime Minister, my biggest fear is that the outcome of this conference will be that
the government’s representatives will smile and wave to their newly acquired
friends, run to catch their planes and fly off into the sunset.
The takeaway plan, no doubt, will be continued discussion and additional planning,
BUT will include no commitment for the profoundly ill to hang onto.
Prime Minister Trudeau, living in a perpetual state of severe impairment and
grueling torture crushes the soul.
I fear that unless you make a public commitment to increase ME funding, it will
merely signal to patients ‘business as usual’, and then there will be more suicides,
with more trips to Switzerland for euthanasia, and more requests for assisted
suicide.
So Prime Minister, don’t try to placate us by telling us you care and you’re working
on it. That does nothing to ease the pain.
Don’t congratulate yourselves for announcing funding for a collaborative
partnership led by the US NIH after decades of neglecting us.
Don't assume you know what's best for ME patients and then exclude us from the
decision-making process. We are the experts on ME, you are the student.
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Don’t tell us that science takes time. Science takes money.
Research results from this latest funding opportunity are more than five years in
the future and many of us will, by then, be dead.
For too long we’ve held onto nothing but hope.
“We now need promises to be made and kept.”
We need you Prime Minister Trudeau to act, and to act with a sense of urgency
that should be obvious, knowing Canadians with ME are harmed by the health
care system, and ME research funding is less than .5% of being equitable.
I wish I was well enough to say these words to you myself. May 12th
isInternational ME day. The Millions Missing Canada campaign is
#canyouseeMEnow?
Prime Minister Trudeau, I challenge you to do 3 things to acknowledge and
“see” ME patients on ME day.
One, stop the harmby giving a public apology to Canadians with ME for the
decades of neglect and harm that successive governments have allowed to
continue,
Two, fund the research by committing to ramp up funding for ME research
to equitable amounts in 5 years,
Three, start the treatmentby committing to increasing access to medications
like Valcyte and Ampligen, available to those with ME in other countries.
All of these are totally doable by you by May 12th. In fact, only you can do them.
You are the one person in Canada who has the power to help Canadians with ME,
so I am talking directly to you Prime Minister Trudeau and asking

#canyouseeMEnow?
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Czechia
Good news from Czechia:
“The Millions Missing Campaign last May in Czechia had a much
bigger impact than suspected.
Next issue an account of what’s happened and is happening over here.”

Lenka Goldsmidova
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Denmark
Physical Training as Treatment for ME
The Danish Health Authority (SST) released their new treatment
recommendations for ME patients on June 18, 2018, as part of
a guideline called “Physical Training as Treatment.”
The chapter on ME is nothing short of medical abuse.
It defines ME as fatigue and states that since there is no perfect criteria or
biomarker for ME, they categorize ME as a Funktionel Lidelse, which translate best
to a Functional Somatic Syndrome.
It states that all forms of exercise are ok and that there is no evidence that any
type of exercise can hurt ME patients. But because some patients worry about
being harmed, it might be a good idea to give them some “psychological support.”
It uses the PACE study, and the Cochrane reviews from 2015 and 2017 which
include PACE, as the main documentation for using exercise to treat ME.
Possible mechanisms?
The guidelines give 2 possible mechanisms for the cause of ME. One theory is that
ME is caused by deconditioning and if a patient just exercises, they will stop being
tired. The guidelines also say: ”Besides that, it is likely that the patient will achieve
a psychological effect by discovering that physical activity does not necessarily
lead to further fatigue.”
The second theory is that ME is caused by an oversensitive nervous system, and
that exercise will help desensitize the nervous system, so the patient can tolerate
stimulation, like exercise, better.
They also claim that exercise decreases inflammation but uses a study about
rheumatic diseases as a reference.
And what about all the great ME research that has come out lately about cytokines,
inflammation and metabolic dysfunction? Well this guideline says that all of those
things can be caused by deconditioning, obesity and insulin resistance, which of
course can be solved by exercise.
They completely ignore the warnings from ME experts that GET can be harmful.
They claim there are no contraindications in recommending GET for all ME
patients.
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This guideline is what all doctors will be
referred to in treating ME in Denmark. And
it will be the basis for treatment at the new
Functional Somatic Syndromes clinics that
the government is recommending. The
recommendation is that the new centers be
based on Per Finks clinic.
The Physical Training guidelines can be
seen her in Danish. http://bit.ly/2JUNVw5
I will try to post an English version soon.
Propaganda Storm
The publication of these recommendations
came with a state-planned propaganda
storm. Newspapers, TV and radio all had
Per Fink
stories saying that 300.000 Danes had
symptoms like tiredness and pain and that these symptoms were really called
Funktional Lidelse.
The health director in charge of this, Søren Brostrøm, wrote in an opinion piece,
that ME is better understood as chronic tiredness. That it really is a somatoform
illness. He said it was better to forget about a diagnosis and just concentrate on
symptoms.
He explained how “experts” thought that CBT and GET were the best treatments
and claimed that now patients were going to get the coordinated help they needed.
GET and CBT for everyone.
http://bit.ly/2t97BSu
Søren Brostrøm is on Twitter here: https://twitter.com/SSTbrostrom
This cannot go unchallenged. It is an unscientific approach that ignores the facts.
So many more patients will be harmed. Please write about this everywhere you
can, but in a calm, fact-filled way. Inform, don’t attack. Insulting those your write
to, will only harm our case. Our goal is to open eyes, not close ears.
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You can contact the Danish Health Authority (SST) here:
https://www.sst.dk/en/about-us/contact
sst@sst.dk,
Phone. +45 72 22 74 00,
Fax: +45 44 88 95 99

Submitted by Rebecca Hansen

As per exception we have included this submission twice in this issue as we agree
with Rebecca this can not go unchallenged. It can also be found in the section
PACE
- the editors
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Finland
The Finnish CFS Association's board has been renewed and we have
a new chairman. Here are some questions to her:
Who are you and why did you want to chair the Finnish CFS
Association’s board?
I am Jonna Strandén, a 35-year-old woman living in Helsinki. The Finnish
Association for CFS needed help and because I was already active in the
association, I decided to apply as Chairman of the association. I hope to
be presided over by our great board and members to be sure that we will
continue to win this fight against the injustice that this patient group has
had to suffer.
Are you ill yourself?
I have ME/CFS. In October 2015 I fell ill with for pneumonia and never
recovered. I was still working until 3/2017 my body was completely
blocked in March 2017. Ever since I have been on sick leave. More of my
story can be read here: https://bit.ly/2HZ5Hs5
What is important in your life?
What matters to me in life is my family (husband and three teenagers),
my pet (two cats), relatives and friends, health (what's left of it),
association and patients, one’s own home and believe that the mystery of
this disease can still be solved and that we will come up with treatment.
4.What kind of message do you want to send to the members of the
association?
I want every member of the association to remember that we will have to
join forces to overcome this battle.
The more members the association has, the more seriously it will be taken
by the decision makers. So join the association.”

Source: https://www.facebook.com/SuomenCFSyhdistysry
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Germany
International ME/CFS Day on 12 May
On 12 May 2018, International ME/CFS Day, #MillionsMissing
protests took place in over 100 cities around the world. ME/CFS
patients and their supporters demanded equality in medical and social care as well
as adequate research funding. Media worldwide, such as The Guardian, BBC and
Marie Claire reported about events. In Germany, a report by the RBB was
broadcast, among others.
The #MillionsMissing campaign was
launched in 2016 by the non-profit
organization #MEAction.
For the first time there were also protests
in Germany in several cities in parallel: in
Berlin,
Hannover,
Gütersloh
and
Bielefeld. The German Society for
ME/CFS is partner and supporter of the
MillionsMissing
Germany
network
founded by patients and was present at
the protest in Berlin.
Daniel Hattesohl talks about the research situation
About 200 people took part in the Berlin
Lustgarten. In addition, more than 200
orphaned pairs of shoes with "shoe messages"
and self-designed posters represented those
affected. In addition to members of the
MillionsMissing Deutschland team, Daniel
Hattesohl and Sebastian Musch, chairmen of
the German Society, also gave speeches.
Lyrics of affected people were read aloud, two
live songs performed and the life and the fight
with ME/CFS expressed in dance. There was a
common call for recognition, research and care.
The Norwegian startup No Isolation provided
five tele-avatars, through which people tied to
their homes and beds could take part in the
action and talk to those present on the spot.
Dr. Grabowski from the immunodeficiency
outpatient clinic of the Charité was also
present. Brochures and factsheets were
distributed at the information stand.
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In Hannover, the Lost Voices Foundation screened the documentary Unrest,
followed by a panel discussion.
In Gütersloh, shoes with embassies were set up in the pedestrian zone and posters
designed by those affected were hung up.

Portrait of Ron Davis and Whitney Dafoe in "Reportagen"
The German magazine "Reportagen" has written a detailed portrait ("Chronisch
todmüde") about Prof. Ron Davis and his seriously ill son Whitney Dafoe. The
report impressively describes the severe ME/CFS disease of 30-year-old Whitney
Dafoe. He is bedridden, lies in a darkened room, can no longer speak and
communicates via notes and gestures.
The author also accompanies Ron Davis in his search for answers in his
biochemical laboratory at Stanford. Davis is one of the world's leading geneticists
and is looking for a biomarker and a therapy for ME/CFS together with the Open
Medicine Foundation.
Article can be viewed on Blendle

"Ignored Disease" in FAZ Woche
The FAZ Woche published a major article about ME/CFS in its print edition on 11
May ("Die ignorierte Krankheit", the ignored disease).
Among other things, the article deals with the documentary "Unrest", the blatant
lack of research funding, the controversial PACE trial and the first efforts to find a
therapy. Prof. Scheibenbogen, Julie Rehmeyer and the journalist David
Tuller have their say.
No online version available yet.

Source: https://www.mecfs.de/me-cfs-news-update-04-18/
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Iceland
One of history's first epidemics of ME took place in Akureyri,
Iceland. This #MillionsMissing (https://bit.ly/2JQE6Li) foto is
from the Akureyri Church, where 465 pairs of shoes represent
those, who got ME in the epidemic in 1948 - 49.

Thanks to Herdís Sigurjónsdóttir for the picture.

Also, a video has been made and published on May 10 by Herdís Sigurjónsdóttir
https://youtu.be/MJE9F7pQ6h0
Icelandic spoken, but most impressive due to the images (with original pix during
the Akureyri outbreak) and music.

Submitted by Helle Rasmussen
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Ireland
Joining the dots.
One illness that hardly receives the needed attention of the
press, the HSE and the Government, is called M.E.
M.E. (Myalgic Encephalomyelitis) is classified under G.93.3 of the WHO
International Classification of Diseases as an acquired neurological disease.
Affecting adults and children, it presents itself with dysregulation of the nervous,
immune, and endocrine systems. On top of that we are dealing with an impaired
energy metabolism, and post exertionalneuro-immune exhaustion. As in, if we go
even a tiny bit over our allotted energy for the day, we end up with a huge increase
in our symptoms. Even to the point that we are stuck in bed for days, or even
weeks/months.
And yet. We do not even have a specialist or consultant service available to us
here in Ireland. There is No clinical care plan pathway available. Yet some people
affected by M.E. are completely bedbound, unable to feed themselves and unable
to bear any stimulation such as light or noise.
It beggar’s belief.
I, and my fellow members of M.E. Advocates Ireland, am determined to change
this for good. We need to be heard.
We need to be seen.
We are ill.
We are not faking this illness.
It is not in our heads…
Before the illness struck me twenty years ago next month, I was a self-employed
artist. Within days of becoming ill with a viral infection (initially thought to be
meningitis), I lost the ability to sit up, or to co-ordinate my movements. Over the
following months I lost the ability to walk, to read and write, and was plagued by
intense pain.
My work was shelved. My life was shelved.
I lost my independence. Needing help with even the most of basic tasks.
My creative mind challenged me to explore this utterly changed existence from
the start. This ultimately led to personal understanding and acceptance. Art,
writing, and most recently puppetry also gives me a voice to highlight the
obstacles and injustice of life with M.E. Including dealing with the Irish “Health”
System. (Puppets aren’t pre-judged or labeled so their voices are heard more
easily than that of someone with a socially denigrated disease.)
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M.E. & the HSE in a nutshell:
No specialist care. No acknowledgment. No information on their website. No
clinical pathway. No Healthcare training. They also fail to ‘join the dots.’
Although I use a wheelchair, have my house adapted, have the Primary Medical
Cert, and in receipt of Disability Allowance, the HSE’s Disability Support Service
does not see me as a person with a disability. For the sole reason, they say, M.E.
is not on their list of disabilities. (Despite their own code of E014 for M.E.) It defies
logic.
Due to this mind-blowing discrepancy, I am
denied PA support. They have yet to actually
meet me. I am refused support because of their
list.
This is only one of the many challenges of life with
M.E. in the Ireland of 2018.
We all fight our own individual fight. But if the
HSE and the Government are unable to ‘join the
dots’, we will do out utmost best to help them.
And ultimately help ourselves.
Corina Duyn

Corina is an artist, writer, and puppet maker, and member of M.E. Advocates
Ireland, a group of seven women who are organised a M.E. Visibility Protest
outside Governemnt Buildings at Leinster House,10th - 11.30am to 2.30pm.
http://www.corinaduyn.com
M.E. Advocates Ireland (MEAI) http://meadvocatesireland.blogspot.ie
This article has been published in the Irish online newspaper, the Journal.ie. and
had already 50.000 views as per 5/31: https://bit.ly/2LWKFN6
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Italy
End ME/CFS Worldwide Tour impressions after a unique event
in Italy
“My heroes, the fighting patients, parents & caregivers.”
Dear Friends,
We arrived Thursday, June 7, on our last stop of our End ME/CFS Worldwide Tour
in Zanè, a town in the province of Vicenza, Veneto, Italy. We were welcomed with
a lovely dinner we shared with Giada Da Ros, President of the CFS Italian
Association, Paolo Maccallini, Dr. Eligio Pizzigallo, and other new friends.
Giada, also coordinator of OMF’s Italian Translations Team, did an absolutely
amazing job planning the event on Friday with the teams of the CFS Associazione
Italiana onlus and the Associazione CFS onlus.
This event was in many ways quite unique in our field. Giada and her colleagues
managed to have it approved as a training session for medical professionals and
journalists, and they also received endorsements from five government
institutions, including the “Italian NIH!” The room was packed with approximately
150 people; about half were patients, parents, and caregivers. Many drove for
hours to be there, and some came all the way from Germany. The rest of the room
was filled with journalists (about 25) and doctors/researchers. The eight speakers
were excellent, and I was fortunate to have my talk translated as I spoke by
translator Valentina. After the talks, we shared a lovely dinner at the same
venue.
“It was a smashing success. We were joined by 150 people, who were thrilled to
hear all the excellent presentations. Linda’s presence made the difference and we
are confident it made a huge impact for the awareness of the community, medical
and at large. We are very happy with the engaging and productive afternoon we
spent together,” Giada Da Ros, President CFS Italian Association.

Linda Tannenbaum
Taken from: https://www.omf.ngo/2018/06/12/tour-impressions-italy
Below Giada Da Ros introduces us to all the speakers during the event Linda
Tannenbaum just described.
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Who’s Whp
Giada Da Ros has been the President of the CFS Italian Association
since 1999. She has been a patient for nearly 28 years, most of
which spent as a severe one. A law graduate, she is a journalist who
edited a collection of personal essays of people with ME/CFS entitled
“Tired: Living with Chronic Fatigue Syndrome” (SBC Editions).
Prof. Umberto Tirelli, a specialist in oncology, hematology and infectious
diseases at the National Cancer Institute in Aviano, in the province of
Pordenone and Director of the Cancer, Chronic Fatigue, Fibromylagia
and Oxygen-Ozone Therapy Center at MEDE Clinic in Sacile, in the
province of Pordenone, was the first physician to speak about Chronic
Fatigue Syndrome in Italy. Active since the beginning in studying the
disease and in raising awareness across the media, he is still one of the leading
national experts on the topic.
Linda Tannenbaum is the President and CEO of the Open Medicine
Foundation since 2012. A bacteriology graduate, she managed an
independent clinical laboratory for more than 21 years before
dedicating herself to raising money and awareness for ME/CFS. She
got interested in the disease when her 16-year-old daughter fell sick
with it, in 2006, and along with her husband she founded their first
non-profit, NIDA (Neuro-Immune Disease Alliance).
Paolo Maccallini is the author of the blog that bears his name in which he speaks
about ME/CFS and related diseases. After graduating high school, he
won a scholarship for the Scuola Normale Superiore of Pisa but,
having fallen sick, he can continue his studies – in mechanical
engineering at Sapienza in Roma – only intermittently. He therefore
decided to dedicate his scarce energies to study his condition, also
publishing on Lyme disease, and he soon became a point of reference for many
patients.
Girolamo Carollo is the President of the “Associazione CFS”. He got
interested in the pathology in 2004, along with his wife, after one of
his children received the diagnosis in 2000. Now retired, he dedicates
himself actively to raising awareness and for his engagement he
received an honorary degree in social sciences.
Doctor Caterina Zilli is a “free choice” pediatrician who works in Albignasego, in
the province of Padua, where she has her own practice. She is part of
the scientific board of the “Associazione CFS” and got interested in the
disease when her daughter fell sick. She is the leading point of
reference in Italy with respect to the disease from a pediatric point of
view.
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Prof. Eligio Pizzigallo, full professor of Infectious Diseases at
the University of Chieti-Pescara from 1994 to 2013, Director of
the Specialization School in Infectious Diseases at the same
university and Director of the Complex Operative Unit of
Infectious and Tropical Diseases at the “S.S. Annunziata” Hospital
of Chieti (1992-2013), is a physician with over 500 papers
published in different fields of infectious diseases and he soon became one of the
leading Italian experts on CFS/ME.
Aron Smesny is a nutrition biologist, with a degree in natural sciences from the
University of Trieste, who is employed at a rehabilitation clinic in
Fiume (Croatia), and works in the field of bacteria-microbiota in
Croatia and Slovenia.
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Norway
The documentarist ended up organizing a fundraiser which has
almost reached goal nb 2: NOK 500 000 ! (zie pb Stine)

The ME association in Hordaland handed over 300,000 kronor to ME research at
Haukeland and the University of Bergen on Wednesday.
250,000 Kroner goes to a research group at the cancer department who is looking
for biomarkers for the mysterious disease. If they find it, ME in the future can be
detected in blood or tissue tests. ME-sick all over the world waited for the results
when the same research group tried out the cancer drug rituximab against ME.
The result was disappointing, but the group continues along the same track. The
support from the ME association will be included in the funding of a similar study
with cyclophosphamide.
The last 50,000 crowns go to Professor and Pediatrician Kristian Sommerfelt,
who will investigate how children and adolescents who are diagnosed with ME are
diagnosed.
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Northern Ireland
Unrest was screened in the Arts Centre of Newry on 8th May at 7
pm, followed by a panel discussion, with an expert panel including:
Dr. William Weir, infectious diseases NIH consultant
Dr. Pamela Bell, chair of Pain Alliance, Northern Ireland
Dr. Christine McMaster, Public Health Agency, Northern Ireland
Louise Skelly, Head of Operations, Patient & Client Council
The event was sold out and attended by 150 persons

Here is what we did in Belfast on 24th May, to just under 400 medical students!
Queens University, Belfast, Centre for Medical Education
Screening of Unrest followed by a 30-minute facilitated discussion

On Monday 17 September at 7 pm a conference will be held at Long Gallery,
Stormont Buildings, Belfast.
Speakers: Jose Montoya, Nigel Speight & Peter Rowe
More info: see section Events in this issue of the ME Global Chronicle

Info submitted by Joan McParland
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Scotland
Scottish ME-patient Emma Shorter initiated a petition
(https://bit.ly/2JSSqmL) to the Scottish government on behalf of
#MEAction Scotland, which was supported (https://bit.ly/2tdzisl) by
the MEGC as well.
The petition has received 7,000 signatures and was calling on the Scottish
Parliament to urge the Scottish Government to review the level of support for
people with Myalgic Encephalomyelitis (ME) in Scotland with a view to:
Investing in biomedical research and creating a centre of excellence for ME
Ensuring healthcare professionals' training and education materials reflect
the latest scientific evidence
Providing specialist care for patients and discontinuing the harmful
treatments graded exercise therapy (GET) and cognitive behavioural
therapy (CBT).
On June 7, 2018 Emma appeared before the Scottish Parliament Petitions
Committee to give evidence on this
petition to review treatment of ME
patients
in
Scotland:
https://youtu.be/wDayJXxZSQE
on
which occasion she held a very
powerful discourse describing how ME
turns people into ghosts and her own
devastating experiences with CBT and
GET in a clinic. She said ME leads to
"teachers who can't teach, children
who can't play and parents who
cannot hold their children." When she was first diagnosed 5 years ago she was in
her first year at St Andrew University. "I went from hillwalking and hockey to
struggling to lift a glass of water."
Due to Scottish MP Carol Monaghan a key briefing (https://bit.ly/2tbp4J3) to
help parliamentarians understand the issues facing people affected by M.E. has
been co-authored by #MEAction UK, the ME Association, Action for M.E., and the
ME Trust and has been held on June 21, 2018.
On questions why Invest in ME has not been informed and included in this most
important event #ME Action reiterated that they now were faced with a potentially
tight deadline (the scheduling of the debate was to be decided by MPs imminently
and was out of their control). “Asking for further edits at this stage would seriously
limit the period in which we could effectively engage with parliamentarians to
share the briefing, which is the most important outcome for this piece of work”,
according to #MEAction.
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Sweden
The Swedish Association for ME-Patients, RME, would like to first of
all give our deepest respect and thanks to a sister and friend who
came to mean so much to us all but who is, sadly, no longer with
us.
Anne Örtegren was known all around the World for her deep knowledge, her
fighting spirit, strength and warmth. It was during the first shivering days of the
new year we found out that Anne had decided to end her life after sixteen years
of battling ME.
Her loss has caused a void within all of us. However, Anne and all that she did for
our community will always be remembered and cherished among us. Her last act,
leaving behind a very well written goodbye letter that sent waves around the
Globe, helped us propel what had already been a month of media breakthrough
for ME in one of Swedens main newspapers, into even more public attention. For
that too we are, in the midst of our sorrow, very thankful.
During the last few months, we have seen both very frequent coverage in news
media, large and small, from local papers to major evening newspapers and from
radio coverage to the evening television news, talk shows and more.
The public response has been amazing, and we have reached a point of awareness
among politicians and the medical professions alike that would have just recently
been impossible to imagine. The publicly told stories of musician Henrik
Berggren, former politician Pernilla Zethraeus and not the least several
interviews and stories featuring internationally well-known author Karin
Alvtegen have meant a lot for the dramatic change in opinion and hearts of the
general Swedish public. Nationwide availability of Jennifer Brea’s documentary
Unrest has done quite a lot as well to create a fertile milieu for the betterment of
our visibility and the hopes for better public understanding, better healthcare and
more funding for ME research in the coming years.
As we look toward the future, RME is working toward what will hopefully be a
nationwide campaign in recognition of #MillionsMissing on May 12. Work is going
on also on a campaign epicenter event in Stockholm on that day, to signify the
importance of visibility, hope and the demand for change as the year draws closer
to the Parliamentary elections in September. The year has only started, but
nevertheless, we are moving into yet higher gear as we greet the busiest months
of an already eventful year head on and with ever expanding confidence and
resolve.

Submitted by RME/Susanne

132 Back to Table Of Contents

Statement by the RME General Assembly regarding ME-Care in SLL, sent to the
administration of SLL and HSF on April 24, RME, the (Swedish) National Federation
of ME patients, has decided at the Annual General Meeting to make the following
statement:
We have been deeply concerned with two letters recently sent to the HSF
administration in the Stockholm County Council and the letter from the MEreception at Stora Sköndal with a request for a cessation stop, and the letter from
the ME Center at the Bragée Clinic announcing the termination of the current
agreement.
These receptions are the largest and most effective of the four special receptions
for ME patients currently present in Sweden. Patients from all over the country
are looking for these receptions, as equivalent skills are lacking in almost all
county councils and primary care usually doesn’t have sufficient knowledge to
provide patient-safe care.
The pressure of the reminder is therefore very large. In most cases, ME patients
are severely ill and require qualified interventions for diagnostics and symptom
relief as there is still no cure.
The ME receptions must therefore have resources specially adapted for this patient
group. RME is conducting intensive efforts to establish specialized ME receptions
across the country. In anticipation of this, it would be almost a disaster if the two
Stockholm receptions are not insured resources soin order to be able to continue
their business.
Severily ill people would then be left without adequate care in a very difficult life
situation. We therefore express our strong wish that SLL should make reasonable
agreements and sufficient resources with the ME reception at Stora Sköndal and
the ME Center at the Bragée clinic to provide qualified care for this severely
affected patient group.

Stockholm, April 21, 2018
Source: http://rme.nu/hem
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Switzerland
Screenings of UNREST in Bern and Zurich
Two screenings of UNREST were organized in Switzerland in May.
The screening at cinema Rex in Bern took place on May 5th and was organized by
severe ME patient and advocate Anil
van der Zee who lives in the
Netherlands but still has connections to
Switzerland from his time as a
professional ballet dancer in Bern.
Some readers may know his blog or his
project #Art2CureME. A team consisting
of Jonas Cienfuegos (caregiver of
severe ME patient Anna, the founder of
the photo project „ME Perspective“) and
several friends of Anil contributed a lot
to the organization of the event. The
audience was very touched by the film.
After the movie, there was an interview via Skype with David Tuller which was
translated by Jonas Cienfuegos. David Tuller provided a lot of insight into the
problems with the PACE trial. This was followed by a panel discussion with Anina
Steiner (ME patient), Katharina Vischer (her mother) and Protazy Rejmer (a
Swiss doctor who suffers from ME himself).
The second screening was organized by bed-ridden ME patient Maya Leutwiler,
with a lot of support from Jonas Cienfuegos. It took place on May 22nd at
Kulturhaus Kosmos in Zurich. An introduction written by Maya Leutwiler from
her personal perspective as a severe ME patient was read before the film started.
The film was followed by a Skype interview with Alexandra Heumber, Head of
International Advocacy who works on a project for ME in Geneva. Unfortunately,
technical problems did not allow the second Skype interview which had been
planned, with Daniel Hattesohl and Sebastian Musch from the German
association called „Deutsche Gesellschaft für ME/CFS“. This was followed by a
panel discussion with Nicole Spillmann (president of the Swiss ME/CFS
association), Protazy Rejmer and Antje (ME patient), moderated by Fiona
Gunst. The screening was sold out and the audience was deeply impressed by the
film.
These events were very important for Switzerland since support for ME patients is
practically inexistent in Switzerland. There are no ME specialists in Switzerland
and it is next to impossible to get a diagnosis of ME, let alone treatment, care and
a disability pension.

Submitted by Maya Leutwiler
134 Back to Table Of Contents

The Netherlands
Visit Linda Tannenbaum (OMF) to the Netherlands
On June 2 & 3 Linda Tannenbaum visited the Netherlands to meer
friends and give a presentation about the OMF and the research
being done by the End ME/CFS-team. Below her own description of this visit:
“After London, Don and I traveled on June 2 to the Netherlands (Utrecht), our
second stop on our OMF End ME/CFS Worldwide Tour 2018 and our first visit to
this beautiful country with so many bikes everywhere!
We couldn’t wait to finally meet with old and especially new Dutch friends, some
of them members of our International Translations Team (https://bit.ly/2zPq87U),
who helped us this year with over 45 Dutch translations, including translating the
resources for this event.
On Saturday night, we enjoyed the
evening with our dear friends Rob
Wijbenga and Eddy Keuninckx and
his lovely wife Nicole. We had the
chance to thank them again for their
great work with the ME Global Chronicle
(https://let-me.be) and to catch up
since our 2017 Tour.
On Sunday, we finally had the chance to
meet with Carolien van Leijen and her
great team of the ME/CVS Vereniging,
(https://bit.ly/2MwJHIo)
who
coordinated and organized an absolutely amazing event here in Utrecht. The room
was fully packed with about 100 attendees, half patients, and half parents,
caregivers and family members. In my talk I focused on sharing a research
summary and updates. After my talk, Ruud Vermeulen, PhD, spoke about
recent events in the Netherlands and Europe to support research and treatment
of patients.
We had lots of great questions from an engaged and
interested audience, with whom I had a chance to
meet afterwards. I also met two lovely people from
the KissMEGoodbye group (https://bit.ly/2r9NV0N)
and
Rene
Roberts
(Walk
for
ME
https://bit.ly/2JZExX8)
and
thanked
them
personally for their impressive actions. During the
coffee break, I was interviewed by a Dutch journalist
who asked interesting questions, and he will write
about the status of ME/CFS in the Netherlands and
the fact that it is real disease.
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It was lovely to meet our new Dutch friends and to share hope with them after
the difficult challenges they have been facing. In 2011, a group of 10 severely ill
patients (Group ME Den Haag - https://bit.ly/2LYetJj) started a petition to
recognize ME/CVS. The petition was presented to the Dutch Parliament in 2013
and led to the installation of a “Committee ME/CVS.” The Advisory Report
(https://bit.ly/2HKRFdH) of the Dutch Health Council was published and presented
to the Parliament and Government/Minister of Health in March 2018, stating that
“ME/CFS is a serious disease that is accompanied by substantial functional
limitations, and a patient’s decision to forego CBT or GET should not be regarded
as inadequate recovery behavior.”
The Dutch patients – helped by patients, advocates and doctors from all over the
world — showed us again the strength of patient advocacy working together for a
common goal: better healthcare and biomedical research for patients in the
Netherlands and worldwide. It was an absolute honor for me to be here and meet
some of these great advocates!
At the end of the event, I got a wonderful T-shirt
with
a
great
ME
cartoon
(by
Djanko
https://bit.ly/2yqWvxh), and Carolien finished the
day with an unexpected special presentation and
surprise (photos below): “Linda and Don, in the
last few weeks several groups and people donated
to OMF using the account of the ME/cvs Vereniging.
There were bigger and smaller donations, among
them KissMEGoodbye and a patient who asked to
give her a birthday present by donating, and also
from members of the ME/cvs Vereniging. On this
check, the amount we transferred to OMF today!”
Source: https://www.omf.ngo/2018/06/06/netherlands

Widower of ME patient: The root cause of ME isn’t psychological, but physical.
Sietze van Loosdregt, writer of ‘De Monitor’ spoke with Rob
Wijbenga, former chairman of the ME/CFS Association,
editor of the ME Global Chronicle and a member of the ME/CFS
committee of the Dutch Health Council. He lost his wife to a
serious form of ME. “I practically sat beside her in a dark room
for the duration of the entire day. Completely confined from
the outside world; her nervous system could not even tolerate
having a cell phone around.”
He was one of the people in charge of the report of the Health
Council on the fatigue-inducing condition ME/CFS, but he
didn’t agree with the final result. According to Rob Wijbenga, the Council has
wrongly lumped together ME and CFS (chronic fatigue syndrome). “They’re two
different entities.” On top of that, he thinks the Council is keeping open to the
possibility of ME being (partially) triggered by a psychological cause.
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According to Wijbenga, ME distinguishes itself from
CFS in the so-called Post-Exertional Malaise, or PEM;
symptoms are exacerbated after physical activity.
“This does not occur in patients suffering from CFS,”
Wijbenga says. "Hence, it's strange how the Health
Council is talking about the illness of ME/CFS", says
Wijbenga. He points out how the Council was tasked
with doing research into ME, not into chronic fatigue
syndrome (CFS). Then why did the Health Council
choose to use this term to describe the condition?
The Health Council takes issue with the name 'ME';
'Myalgia' i.e. muscle pains is not a defining trait, and
'encephalomyelitis' suggests an inflammation of the
cranial region even though it remains unclear whether
or not brain inflammation plays a role in the illness, and if so, how. At the same
time, the Health Council writes that the name 'chronic fatigue syndrome'
"trivializes the affliction and stigmatizes its sufferers." Therefore, the Council opts
to use the term most accepted in contemporary scientific literature: ME/CFS.
During the time his wife was ill, Wijbenga could hardly stomach how she lapsed
into progressively worse stages without being presented with a cause, and
therefore a solution. After she passed away, he took interest in the illness and,
shortly after, was elevated to the position of chairman of the (Dutch) ME/cfs
Association. Nowadays, he is in charge of publishing a magazine: the ME Global
Chronicle, in which he keeps his readers up to date with the most recent
developments in researching ME.
The most important conclusion from his long quest for truth: ME does not have a
psychological, but a physical root cause. Wijbenga: "The studies I've read - and
they are hundreds - make clear with no exception that ME has a somatic (physical)
root cause." According to Wijbenga, for years the cause was assumed to be
psychological in nature, because there was "no evidence of the contrary". He also
thinks the lack of government funding has prevented the long-term bio-medical
research.
"You feel completely isolated, left behind by the medical world. They diagnosed
my wife with a strong 'somatization disorder', i.e. she was purported to have
simply imagined the condition herself.
Patients like his wife are what fueled Wijbenga's decision to become a member
of the committee. He represented the Group ME The Hague whose civil initiative
prompted the Parliament to request advice on ME from the Health Council. It
regarded the group of the most gravely ill ME sufferers, who according to
Wijbenga are coping with a multitude of serious physical symptoms, and to whom
the condition could potentially be fatal.
It is correct that numerous studies found physical deviations in ME patients, as
can also be read in the Health Council's report. For example, increased levels of
the so-called cytokine "TGF-beta" (which plays a role in the immune system) have
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been reported in ME/CFS patients, which hints at "bio-energetic muscular
dysfunction" and perhaps reduced blood circulation in the brain.
The big question is: what is ultimately the root cause of these disruptions in the
body? Or, as Wijbenga asks: "which is the first domino to fall over and topple
the others?"
In other Western countries such as the US and Norway, the bio-medical research
is making good progress, the Health Council writes. "The committee deems it
important for the Netherlands to join these developments."
"The only thing patients desire is recovery, which is not accomplished - as
determined by years of past experiences - through psychological treatment." Rob Wijbenga
Doesn't this approach preemptively rule out a possible (partial) psychological
cause too much? And doesn't that pose a threat that a future effective treatment
would also be ruled out by the same token? Wijbenga says it doesn't. "Imagine
if all this bio-medical research yields nothing of use; at least we'll know that at
that point. But so far, the emphasis has only been on research into the effect of
psychological treatments, and only this type of research has been the type to
receive funding, also in the Netherlands."
According to Wijbenga, the focus on the perceived psychological aspect of the
condition has harmful results for patients, because it also results in attempt to
find treatment for the psychological side. "This leaves room for the decadeslasting stigma against ME sufferers and the treatments resulting thereof to persist.
The only thing patients desire is recovery, which is not accomplished - as
determined by years of past experiences - through psychological treatment."
Wijbenga is alluding to the most common therapy used for treating ME/CFS
patients: cognitive behavioral therapy (CBT). In some cases, this could even be
damaging to patients, he says. More on that to come later on our website.”

Source: https://bit.ly/2IVOpBt
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14. Poem - I Ran, I Swam
I ran, I swam, it’s who I am
I laughed, had fun, enjoyed the sun.
I was doing such when this begun.
Felt a chill on a good warm day
Aches and pains that won’t go away
Like the flu, I heard it said
But arms and legs are made of lead.
Can’t remember what I was about to say
Simple words have gone astray
Can’t make a choice between two simple things
Someone else is pulling my strings.
I try to read, but it only drains
Focussing harder, just scrambles my brains
The dark clouds descend, lead to despair
The weight of three men sinks into my chair
No outward sign to give a clue
No bandage, mark, no black and blue
Strange, it seems I always look well
Look from this side, then you could tell
Remove the mask for a day to see
The evil face of this beast called M.E.
Like a thief in the night it takes away
Your hope, your strength, your friends
Your likes, your loves your chance to play
And never makes amends
All we want is to be believed
And trusted when we say
Hey GP, can’t you see
We didn’t ask to be this way
This is real, a real big deal
As big as the ‘popular’ ills
It needs to be taught, given some thought
Not just a bundle of pills
We don’t have a choice, we need a real voice
Give us some hope TODAY
So don’t be doubting, we’re gonna keep shouting
We’re just not going away.

Bill Clayton

139 Back to Table Of Contents

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

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

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