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Errata MEGC 18
The column Being Bedridden has been published incompletely in the MEGC 18. In this issue, we once
more publish the complete column.
Our apologies to the author.
The editors

2 Back to Table Of Contents

2. Table of Contents
1.
2.
3.
4.

COLOFON / PERSONALIA ___________________________________
TABLE OF CONTENTS ______________________________________
INTRODUCTION ___________________________________________
PACE ___________________________________________________

2
3
6
7

PROFESSOR WESSELY, STOP DISSEMBLING _________________________ 8
YOU COULD REALLY USE AN E-CARD. ______________________________ 9
RANDOMISATION IN THE PACE-TRIAL. ____________________________ 10
CFS PATIENTS FIGHT BACK _____________________________________ 11
5.

NIH/CDC/HHS ___________________________________________ 12

RFA TICKER, FY 2016 WRAP UP. _________________________________ 13
CDC CONVENES IN-PERSON MEETING OF ITS TECHNICAL DEVELOPMENT
WORKGROUP (TDW). __________________________________________ 14
6.

DUTCH CITIZEN INITIATIVE ________________________________ 17

CITIZEN EXPERTS CHALLENGE DUTCH ME/CFS SCIENTISTS. ___________ 18
CARTOON DJANKO ____________________________________________ 20
7.

GRASSROOT ____________________________________________ 21

LIGHTING UP A HIDDEN WORLD: CFS AND ME. _____________________ 22
COMMENT ON THE PROPOSED BRITISH MEGA-STUDY. ________________ 24
WARNING
. __________________________________________ 26
FORGOTTEN PLAGUE __________________________________________ 27
HOW CAN GRADED EXERCISE THERAPY BE CONSIDERED "EVIDENCE BASED
MEDICINE"? _________________________________________________ 29
MARATHON MIKE _____________________________________________ 31
POWER & LOSS OF EMPATHY. ___________________________________ 32
17 THINGS. _________________________________________________ 34
BRIDGING THE GAP WITH CREATIVITY. ___________________________ 36
ME/CFS ALERT. ______________________________________________ 38
CANARY IN A COALMINE _______________________________________ 39
#MILLIONSMISSING – ROUND 2 _________________________________ 40
MILLIONS MISSING WORLDWIDE SEPTEMBER 27, 2016 _______________ 41
IN MEMORIAM: MEL JAYNE BAYLEY _______________________________ 42
IN MEMORIAM: CHERYL GATES __________________________________ 43
IN MEMORIAM: DR. TERRY LYNN GRISE ___________________________ 44
OMEGA: NO TO MEGA. _________________________________________ 45
A NEW DIRECTION. ___________________________________________ 47
8.

KARINA HANSEN,

. SAVE4CHILDREN _____________________ 50

KARINA HANSEN 5: A LITTLE PROGRESS?. _________________________ 51
9.

SCIENCE _______________________________________________ 53

RICH’ REVIEWS: FIBROMYALGIA AND SJOGREN’S SYNDROME. _________ 54
3 Back to Table Of Contents

PATIENT PERCEPTIONS REGARDING POSSIBLE CHANGES TO THE NAME AND
CRITERIA
FOR
CHRONIC
FATIGUE
SYNDROME
AND
MYALGIC
ENCEPHALOMYELITIS. _________________________________________ 55
STARTING HEART RATE MONITORING FOR ME. ______________________ 57
ON ‘OMICS’. _________________________________________________ 59
PARKINSON'S DISEASE PROTECTION MAY BEGIN IN THE GUT. _________ 61
RON DAVIS - GROUNDBREAKING STUDY. __________________________ 63
MORTALITY IN PATIENTS WITH MYALGIC ENCEPHALOMYELITIS AND CHRONIC
FATIGUE SYNDROME. __________________________________________ 68
NEW STUDY DEPAUL – AN APPEAL. _______________________________ 69
A RESPONSE TO PROFESSOR FRED FRIEDBERG’S EDITORIAL ABOUT CBT. 70
LEADING INFECTIOUS DISEASE SPECIALIST JOSE G. MONTOYA, MD, TO BE
RECOGNIZED AS A 2016 TOP DOCTOR IN STANFORD, CALIFORNIA. _____ 72
NEWS FROM THE OPEN MEDICINE FOUNDATION. ____________________ 73
SCIENCE TO PATIENTS. ________________________________________ 75
NCNED LATEST UPDATES AND PUBLICATIONS. ______________________ 76
10.

SEVERE ME _____________________________________________ 77

THE CARER & THE TAKEN CARE OF. ______________________________ 78
11.

EVENTS ________________________________________________ 79

IACFS/ME BIENNALE CONFERENCE. ______________________________ 80
THE INSTITUTE FOR NEURO IMMUNE MEDICINE (INIM). ______________ 81
WEBINAR PROF. KOMAROFF. ____________________________________ 82
ME/CFS THOUGHT LEADERS COME TOGETHER FOR SMCI RESEARCH ADVISORY
COUNCIL MEETING. ___________________________________________ 83
12.

ME AND CHILDREN _______________________________________ 84

THE T REX IN THE ROOM. ______________________________________ 85
HELP KARINA – DONATE TO SAVE4CHILDREN _______________________ 87
13.

NEWS FROM ____________________________________________ 89

AUSTRALIA
. _______________________________________________ 90
BELGIUM
. ______________________________________________ 93
FINLAND
. _______________________________________________ 95
FRANCE
. _______________________________________________ 96
NEW-ZEALAND
. __________________________________________ 98
NORWAY
. ______________________________________________ 100
NORTHERN IRELAND
. _____________________________________ 102
THE NETHERLANDS __________________________________________ 103
UNITED KINGDOM
. _______________________________________ 105
14.
15.
16.

POEM – TIRED TARTS AND MUNTED MEN. ____________________ 107
COLUMN – I WON’T APOLOGIZE. ___________________________ 108
CONNECTING YOU TO M.E. ________________________________ 110

4 Back to Table Of Contents

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

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

3. Introduction
Dear friends,
We hereby offer you October’s publication of the ME Global
Chronicle, in which we have synergized as many of the past two months’
developments and look as brightly ahead of us as possible. We’ve all been a
witness to the exposé of the prestigious PACE trial from 2011 - the extensive
research project, funded by the British government with a £6 million budget, which
has had a large influence on the (mis)treatment and stigmatization of ME sufferers
worldwide. We’re publishing this release in remembrance of this event, among
other reasons.
In connection to the reveal of the IOM report using the wrong name of the illness,
but the correct elements of PEM as a compulsory symptom of ME; the pertinent
statement that this regards a biomedical illness; the addenda on the AHRQ report
which emphasized the complete abolition of the Oxford criteria as a valid
description of ME and lastly the repudiations of the efficiency of GET and CGT, the
ME community seems to be caught in a good flow.
On September 27th especially, patients everywhere across the globe protested
the ignorance and denial towards the, in some cases, lethal illness. It was a good
momentum, but if we decide to give up on pressuring this cause, it will remain
just that – a momentum.
In Norway, the Forskningsrådet has allotted €3,3 million to research projects
pertaining to ME who have the Canadian Consensus Criteria as their criteria of
entry. Hopefully, the Norwegian government will set the standard for the years to
come. Additionally, an increasing amount of private funds are being donated to
ground-breaking research groups such as OMF, NCNED, NSE and many others.
May the despair and the perished of the last decades be the sprouting seed for a
landslide in studies and discoveries of biomarkers and treatments for ME.
Our editorial board thanks everyone who has delivered textual contributions. This
is a medium for everybody, but also of everybody interested or involved in ME. If
there’s anything you deem important, send it to contribute@let-me.be before
December 10th, 2016. This is so that we can enter it into our December’s
publication. And help the Dutch community by signing this petition: ME isn’t MUPS:
http://bit.ly/2e2Nsq7, as well as the petition against the planned British MEGAstudy in which again BPS- exponents like Esther Crawley and Peter White have
a say…: http://bit.ly/2dP5ppa
We wish all our friends on the northern hemisphere a vibrant and colourful fall,
and on the southern hemisphere a promising, lively spring.

The editorial staff
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4. PACE
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Professor
Dissembling

Wessely,

Stop

Simon Wessely is at pains to distance himself from involvement with the PACE
trial, but once again he seems to have overlooked the facts.
The Trial Identifier is clear:
“Section 4. TRIAL MANAGEMENT
4.1 WHAT ARE THE ARRANGEMENTS FOR THE DAY TO DAY MANAGEMENT OF THE
TRIAL?
The trial will be run by the trial co-ordinator who will be based at Barts and the
London, with the principal investigator (PI), and alongside two of the six clinical
centres. He/she will liaise regularly with staff at the Clinical Trials Unit (CTU) who
themselves will be primarily responsible for randomisation and database design
and management (overseen by the centre statistician Dr. Tony Johnson),
directed by Professor Simon Wessely, in collaboration with Professor Janet
Darbyshire at the MRC CTU.
4.4. WHAT WILL BE THE RESPONSIBILITIES OF THE NAMED COLLABORATORS?
Prof Simon Wessely will oversee the CTU”
It also needs to be recalled that the post of Statistician Clinical Trials Unit Division
of Psychological Medicine Ref No: 06/A09 was described as the
“Johnson_Wessely_Job” (07/07/2006) at The Institute of Psychiatry where: “The
team works under the direction of Professor Simon Wessely, the Unit Director.
The team is supported by the regular input of a Unit Management Group from
within the Institute of Psychiatry. The statisticians within the Unit also have
regular supervision meetings with Dr Tony Johnson from the MRC Clinical Trials
Unit. The post holder will be directly responsible to the CTU Manager (Caroline
Murphy), supervised by the CTU Statistician (Rebecca Walwyn) and will be
under the overall direction of the Head of Department, Professor Simon
Wessely”.
So please, Professor Wessely, stop dissembling, as you are fooling no-one but
yourself.
Despite the fact that post-hoc changes showed reported results that were up to
five times better than those derived from the original protocol, you continue to
defend what has been described by many as “fraud” in the PACE trial.
Can it be said that the President of The Royal College of Psychiatrists condones
what is widely considered to be scientific fraud?

Margaret Williams
http://www.margaretwilliams.me
Source: http://bit.ly/2dKHYCf
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You Could Really Use An E-Card.
Let's all take pity on this poor Professor P. W. who is being so vexaciously
attacked by all of us, while being totally innocent

(Card to scratch all over as if he would be one of the millions missing: mind your
pencil point)
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Randomisation
Trial.

In

The

PACE-

“I continue to be puzzled how many people focus on technical detail here when
the trial can be dismissed as bad science on general grounds. Unblinded trials by
therapists with subjective outcomes were abandoned in the 1980s in
rheumatology because we could all see that the patients were going to say they
were better on the 'good' treatment to please the therapist. The most
extraordinary thing about this study is the lack of understanding of clinical
psychology of the study authors.
OK the study was randomised, but the point of
randomisation is to do it against a control. For a control
to be meaningful it has to be a manoeuvre that can
reasonably be expected to mimic all the non-specific
effects of clinical intervention found in the test
treatment. In this case those getting the test
treatment were told it was the best treatment and
were systematically trained to believe it was working.
Those in the control arm were told they were
effectively getting no special treatment (and were sent away with nothing). So
the comparison is of a deliberate and optimised placebo intervention with an antiplacebo non-intervention. So there is no control here. We cannot possibly attribute
causal linkage between outcomes and any specific therapeutic manoeuvre. There
may have been a moderate difference but there is nothing to suggest a moderate
effect.
Neuroskeptic concludes that this is not bad science. However, I can imagine myself
in the department corridor trying to persuade my clinical pharmacology chief that
this was a viable study. He would have looked at me with a wry smile to imply
that he thought I was a complete idiot. Anyone who thinks that trial design of this
sort has a place in twenty-first century medicine has missed rather an important
point I would say. And I thought that all my trainees picked this up in their first
year (I am retired). Maybe things have changed?

Jonathan Edwards (http://bit.ly/2dy8NrL) reacting on an article by Neuroskeptic
in the magazine Discover of Sept. 30, 2016 (http://bit.ly/2cUoM2l)
Jonathan Edwards is Emeritus Professor of Connective Tissue Medicine, an
expert in rheumatoid arthritis research and a regular speaker at the Invest in MEconferences in London
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CFS Patients Fight Back
CFS patients fight back against flawed PACE study!
Dr. Ronald Hoffmann
It may seem like a paradox that exhausted, debilitated patients should be engaged
in a militant effort to refute the conclusions of a study published in the Lancet in
2011 which posited that “fatigued patients who go out and exercise have the best
hope of recovery.”
The PACE study claimed that CFS patients were deconditioned and exercisephobic, and that dramatic successes could be achieved with “graded exercise” and
cognitive behavioral therapy.
Critics of the study were denounced as “cranks.” But CFS activists (an
oxymoron?!) were convinced the study was bogus and trivialized the deep-seated
physical dysfunction of true sufferers.
The CFS community waged a long, ultimately successful battle to uncover the
methodological errors and outright conflicts of interest that
rendered the PACE a case study of bad science.

http://bit.ly/2dUuODw
Podcast, ± 20 minutes
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5. NIH/CDC/HHS
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RFA Ticker, FY 2016 Wrap Up.
Fiscal Year 2016 ended on Friday, September 30th. Were you
holding your breath for that ME research RFA? I hope not.
NIH did not issue an RFA for ME research in FY2016. However,
NIH did issue 352 RFAs in that time period, for a total of more
than $2.8 BILLION. Last week alone, with the fiscal year coming to a close, NIH
issued more than $60 million in RFAs.
I started this RFA Ticker with the goal of giving advocates data to help them assess
if NIH was doing everything it could to promote and fund ME research. Seeing how
much NIH is doing in other areas helps shine a bright light on what it is not doing
in ME.
After Dr. Collins's comments at the March 8, 2016 telebriefing, I received a
suggestion that I stop the weekly Ticker because surely new funding was just
around the corner. A similar suggestion was made after the concept clearance for
research network funding. I'm paraphrasing here, but the general sentiment was
Lighten up, NIH funding is on the way.
I said then and I say again now: show me the money. Until there is money on the
table, there is no money on the table. Telebriefings and promises and status
reports are just words. People with the best of intentions can talk until they are
blue in the face. The metric that matters is funding. Promises don't find cures.
And so next week, I will begin the tally for Fiscal Year 2017.
Total RFAs Issued by NIH: 352 (Fiscal Year 2016)
Total Dollars Committed to RFAs: $2,840,680,617 (Fiscal Year 2016)
Total RFAs for ME/CFS: ZERO (Fiscal Year 2016)

Jennie Spotila
Source : http://www.occupycfs.com/?p=3809
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CDC Convenes In-Person Meeting
Of Its Technical Development
Workgroup (TDW).
The long-awaited, in-person meeting for members of the Centers for Disease
Control and Prevention (CDC) Technical Development Workgroup (TDW) took
place on September 26, 2016, in Atlanta, GA. The advocacy community has long
been frustrated that information on the CDC website, which is an important “go
to” source of information for patients, doctors and other medical professionals,
has information that is in some cases incorrect and potentially harmful.
The meeting, preceded by remarks from Dr. Beth Unger, was noted for being
professional, transparent, and productive—a much-sought-after change for the
CDC. It is notable that many senior-level CDC officials were present—perhaps an
indication that the interests of patients are being heard.
The full-day meeting included the following four sessions:
IOM Diagnostic Criteria, Post-Exertional Malaise (PEM), and Diagnostic
Algorithm
How to Present Website Content
Portals/Information for Different Audiences
Discussion of Education Materials
Leading ME/CFS clinicians, researchers, and advocacy organizations participated,
including several members of SMCI’s organization (such as board member Rick
Sprout and members of the Research Advisory Council—namely Dr. Anthony
Komaroff, Dr. Sue Levine, and Dr. Cindy Bateman). Dr. Nahle, who has
served on the TDW since its formation earlier this year, led a group discussion.
This meeting was convened by the CDC to ensure that any educational materials
on ME/CFS are evidence-based, understandable, and useful to stakeholders.
Representatives from the FDA and other agencies as well as those from medical
education portals were also in attendance.
Source: http://bit.ly/2dsKxbs

SMCI Supports the 21st Century Cures Act – August 12th, 2016
(Congressional House Resolution 6)
This pending legislation has significant importance for ME/CFS. We wholeheartedly
support this bill and invite you join us in support (see actions you can take at the
bottom of this article). For two years, Representatives Fred Upton and Diana
DeGette have been leading a bipartisan charge to modernize, expedite, and
streamline American biomedical research enterprise.
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The goal of House Resolution 6 (HR 6) is to “accelerate the discovery,
development, and delivery of life saving and life improving therapies.”
There are a few key provisions in HR 6 that could significantly change the research
landscape for ME/CFS:
Funding for research
A key provision of the 21st Century Cures Act is the substantial increase in
funding for the National Institutes of Health (NIH). Over the years, NIH
funding has stagnated. Other than tiny increases to keep up with inflation,
the overall NIH budget has seen a 20% decline since 2003 when adjusted
for real purchasing power. The funding lapse and the decline in R01 grants
(which academic research labs rely on for stability) has caused alarm in the
research community—particularly that the US will start lagging behind other
nations in biomedical research. The 21st Century Cures Act increases the
NIH budget by 3% and provides an additional $1.86 billion per year for a
new “Cures Innovation Fund” charged with supporting new “high-risk, highreward” areas of research that have the highest potential to lead to
breakthroughs. The new grant program also includes a focus on promising
young scientists and biomedical research.
Increased accountability at the NIH
In a new process that will be welcome news to many ME/CFS advocates, the
21st Century Cures Act provides increased oversight, accountability, and
transparency at the NIH. The new law requires the NIH to issue and publish
a strategic plan and increases accountability at the NIH overall, including
the system used in the distribution of grant awards. SMCI has continually
pressed the NIH for this information regarding ME/CFS with virtually no
success.
Removing barriers to increased research collaboration
Provisions directed at data standardization, data collection and sharing, and
clinical trial reporting are
specifically designed to increase collaboration
between researchers for better results. There are also provisions to
modernize clinical trials and increase the use of patient-generated registries,
both of which have been key barriers in ME/CFS research.
New incentives to research rare diseases
The legislation will create a public-private partnership to specifically target
and accelerate research, treatments, and cures for rare and misunderstood
diseases. This includes specific economic incentives for faster and more
immediate therapies for “serious and life threatening conditions.” We hope
to see ME/CFS in the forefront of this area. Although ME/CFS is not a “rare”
disease, it qualifies as “misunderstood.”
Incorporating the patient perspective
One of the most controversial parts of the bill increases the ability for
researchers and the FDA to consider the direct experience of patients as
data to modify and improve potential treatments. This new structured
framework would take patient reports into account when analyzing a drug’s
benefits and risks.
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After reviewing the legislation in detail, SMCI is proud to formally support
HR 6. This month, the #CuresNow movement is in its final push to make
the 21st Century Cures Act a reality.
Join the Solve ME/CFS Initiative in taking action!
Read the House 21st Century Cures Bill section-by-section summary here
and the Senate Health Committee press release on the progress of the
companion legislation here.
If you have you participated in a clinical trial or conducted translational
research, share your story.
Tell your members of Congress (both senators and representatives) that we
need #CuresNow here.

Submitted by Emily Tailor
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6. Dutch Citizen Initiative
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Citizen experts challenge Dutch
ME/CFS scientists.
Lou Corsius, father of an ME patient and Frank Twisk, ME sufferer, are engaged
in a scientific battle with two scientists, figureheads of the Expert Center for
Chronic Fatigue, part of Radboud University Nijmegen (the Netherlands).
The official complaint to the university relates to an article published in The Lancet
in 2011, in which the scientists pose that cognitive behavioral therapy (CBT) and
graded exercise therapy (GET) are safe interventions and that CBT and GET lead
to recovery of chronic fatigue syndrome (CFS) in 30% of the patients.
CFS is unjustly considered to be synonymous with Myalgic Encephalomyelitis (ME).
ME is a neuromuscular disease associated with a complex of symptoms. CFS is a
misleading name, because fatigue is just a consequence of ME. Many patients with
a diagnosis of CFS turn out to be not a ME patient.
According to the complaint, the article is either misleading or a result of gross
negligence, since the scientists give an incorrect impression of the results of a
large-scale study in the UK (PACE trial) and completely ignore the serious scientific
flaws of that study.
Worldwide, not only patients, but also renowned scientists criticized the scientific
method employed by the PACE trial and the associated article of the scientists
involved. Recently published recalculations of the PACE trial confirm that the
assertions put forward in the controversial article are not sustainable.
On 23th September 2016 Corsius and Twisk underpinned their request to
Radboud University to withdraw the article and to distance herself from the
conclusions (of the article) at a hearing by the commission of academic integrity
at the university.
During this meeting Twisk and Corsius handed over documentation, containing
a summary of all problems in the editorial, a comment on the authors reply on the
complaint, a more elaborate document describing the problems, a letter on the
subject send by Mark Vink, physician and bedbound for years now, after exercise
therapy and the findings of the recent null effect re-analysis by Matthees and
others.
The two scientists have been asked to react on this documentation. Having
received these comments, the committee will come to a decision.

Source: http://bit.ly/2dEu4xO
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Please sign:

ME is not MUPS, a petition against the composition of the panel of the Health
Council of the Netherlands which is investigating the state of the art of ME
currently, with 4 out of 10 members representing the BPS-approach of this
disease:
http://bit.ly/2dcgWUu
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Cartoon Djanko
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7. Grassroot
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Lighting Up A Hidden World: CFS
And ME.
An Illness Denied For Decades Is Exposed
New Book Reveals Surprising Realities of a Hidden Condition
[Alberta, CA – September 29, 2016] Despite millions of people worldwide who
are suffering with chronic fatigue syndrome (CFS) and myalgic encephalomyelitis
(ME) – now also known as ME/CFS – doubt remains about the true nature of the
illness by those within politics, medicine and society.
The long-term dismissal and disbelief have resulted in devastating consequences:
Thousands of people have fallen through the cracks of our health care system –
many too ill to fight for their right to appropriate care and medical resources.
Lighting Up a Hidden World: CFS and ME, a new book by Valerie Free, speaks
out for those too ill to do so. It is a call to health care providers, the general public,
and anyone who continues to ignore the seriousness and severity of the disease.
In July of 1990, Free came down with a sudden, flu-like illness, and after months
of unrelenting and bizarre symptoms, she was diagnosed with CFS. Through years
of personal experience and research, she gained the insight and knowledge that
has aided her in writing Lighting Up a Hidden World: CFS and ME.
“Everyone who has read even portions of the book has been interested in the
fascinating history and politics of ME and CFS; has been surprised by the facts
regarding the lack of research funding; and has been deeply moved by the original
poetry and captivating first-hand perspectives from within the ME/CFS
community,” Free said.
Dr. David Bell, an ME/CFS expert, was one of the first doctors to see a sudden
influx of patients in the 1980’s who presented with an illness he had never seen
before. The illness was later named chronic fatigue syndrome.
Dr. Bell wrote: “Valerie Free has managed the nearly impossible. She has
brought together descriptions and patient stories that convey what the world has
refused to believe – that ME/CFS is not only real, but it is a nightmare that rivals
hell itself and continues to be dismissed as a trivial neurosis by educated
physicians who should have moved beyond this twenty years ago.”
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Free also gives resources for the people who live with ME/CFS and other chronic
conditions, as well as for those who want to participate in the global search for
solutions.
Lighting Up a Hidden World: CFS and ME is available for order from FriesenPress
Bookstore, Amazon, and most other major online book retailers. The e-book
edition will follow shortly for order from GooglePlay and iTunes.

About the Author
Valerie Free continues to navigate life
within the limitations that ME/CFS
imposes while holding a clear vision of
health and well-being for everyone
affected by illnesses that are off the grid
of care and cure.
She resides on an acreage with her family
in Alberta, Canada.

Contact Information
Valerie Free
valfree.co@hotmail.com
http://www.valeriefree.org
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Comment
On The
British MEGA-Study.

Proposed

Here is a copy of an email from Leeds ME Network sent to Sonya Chowdhury,
CEO of Action for ME concerning the petition which she has been circulating
regarding the proposed 'big data' study by the UK CFS/M.E. Research
Collaborative. It is another situation, similar to the NIH study in the US - where
the research sounds very promising but some of the personnel involved sound
alarm bells. Leeds ME Network are therefore requesting more details and hopefully - reassurances.
Dear Sonya - I am writing because I find it difficult to know how to respond to
the MEGA petition which you have been promoting. Of course I am in favour of
more biomedical research into ME. Normally I would sign this petition, circulate it
to our members, and publicise it more widely on social media. Yet I am concerned
about the presence of Profs White and Crawley in the MEGA team. I am sure
you are aware that many other patients share my reservations.
Following the recent release of data, it is now clear that Prof White and his PACE
team deliberately manipulated the data to get the result they wanted, thereby
deceiving patients, doctors, and decision makers both in this country and
worldwide, Action for ME included. I know that your predecessor, Sir Peter
Spencer, expressed surprise at the results of the PACE Trial. Well he might have
done, because it is now clear that the published results were a travesty of the
truth.
As for Prof Crawley, as you will be aware she is now about to test GET on children
in the MAGENTA trial (in spite of widespread concerns about the PACE trial plus
substantial reporting by patients of harms from this therapy), has recently been
testing the quack therapy the Lightning Process on children, and has added to the
substantial body of misinformation about ME by conducting a study of the
prevalence of CFS at age 16 by using subjects who were 'diagnosed' by
questionnaire and without the involvement of doctors.
In view of these issues. I'm afraid I have no confidence in any research involving
either Profs White or Crawley and am therefore loath to sign or distribute the
petition. But on the other hand, I would very much like to support biomedical
research. I therefore feel I am caught between a rock and a hard place and it
seems that many other patients feel the same.
I notice that ME Research UK have put a slightly different list on their web site: a
'main MEGA team' which does not include Profs White and Crawley. This makes
perfect sense, as it is hard to see why either of them, given their skill sets and the
nature of their previous work, should be involved in biomedical research anyway.
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So I wonder if their presence on the petition page is a token one only,
acknowledging their membership of the Research Collaborative perhaps? If this
were the case, if Profs White and Crawley were not actually to be involved in
the big data project (and therefore not at liberty to subvert it), I might well feel
able to support and publicise the petition. I wonder if you are able to advise me
on this or else pass this email on to someone else who can?
I have just being listening to your presentation at the Research Collaborative
conference in which you spoke very tellingly of the need for an appropriate level
of funding for ME research. I am grateful to you for making this case and am sorry
if you feel that I - and perhaps others - are 'shooting ourselves in the foot' by
expressing such reservations about who is in charge of research.
But experience has taught us that bad research is even worse than no research.
The efforts of Prof White and the biopsychosocial school have been one of the
main factors in reducing investment in biomedical research in recent years. It has
taken patients many years - and a lot of energy we could ill afford to spend - to
get to the stage where we are finally starting to expose the PACE Trial for the
sham that it is. We cannot afford for the same thing to happen again.

Source: https://spoonseeker.com/
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Warning

.

It is hardly imaginable any of you were tempted to
sign this treacherous ‘petition’ to support a megaresearch involving ‘researchers’ like Peter White
and Esther Crawley:
http://chn.ge/2dzTBfA
But if you did, this is how you can un-sign:
“If you have signed this Mega Research Project
Petition …unaware of the PACE exponents’
involvement …if you wish to UNSIGN pending
further clarification of patient selection criteria, data sharing protocols, and exactly
how the PACE experts are involved in the study…..
Go to your confirmation email and press the “didn’t sign” text box and that will
remove your name.
If you have lost or deleted the original email confirmation, you can also fill in a
form on the Change org web page and request to be removed. They will do so and
confirm it.”

Thanks to Mr. Spoonseeker & Andy PR
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Forgotten Plague
Thanks so much to the University of Georgia and
the UGA Washington Semester Program for the
opportunity to address students about Forgotten
Plague, the Blue Ribbon Foundation, and about the
#millionsmissing movement.

The students in the program all reside on Capitol Hill and serve as staffers for
members of the US House and Senate, work in lobbying firms, think tanks, nonprofits, and government agencies. They all were deeply engaged, fascinated to
learn more about ME/CFS, and asked excellent questions!

Pretty cool to see Forgotten Plague showing in
Belgium this week!!
Wake Up Call Beweging, a patient advocacy
group, held a successful program and screening
of Forgotten Plague at a movie theater
Saturday, October 15 in Antwerp, Belgium.

We've just finished our German and French subtitles (making the film available in
7 languages now on iTunes) and we're gearing up for our Switzerland premiere
next week as well as our showing at the International Association of CFS/ME
Conference in Miami, FL.
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A few months ago, patients in the ME/CFS community entered me into the Eagle
Rare Life challenge, as part of a chance to win $50,000 to support the Blue Ribbon
Foundation's ME/CFS education efforts. Thanks to voting from around the world,
we've been consistently on the top voted entries in the contest, and I'm thrilled
that we will cross the 50,000-vote threshold this week. It's incredible and moving
to see so much support.
Of course, this has little to do with me, and everything to do with the fact that
this disease is taught in only about 5% of medical schools, nearly 20 million people
worldwide suffer from it, advocating is difficult, and many sufferers are so sick
that voting in online contests or signing online petitions in the only way they can
be a part of forging a better future. But our community is awesome at getting the
vote out on online platforms and we have a chance to really close out strong
through December.
Voting continues through the end of 2016, so if you'd like to help us, please vote
each day and consider sharing this link with your Facebook friends. Remember
you can VOTE DAILY. And you can vote once on your phone, once on your
computer, once on your tablet, once on your roommate's sister's Apple Watch,
etc...anything that connects to the Web can give us a vote for medical education
on each of the 76 days remaining in 2016.
If we win the $50,000 grand prize (or even one of the $5,000 runner-up prizes)
there's a ton that we, as the Blue Ribbon Foundation, can do with those funds to
help make an impact in the way doctors see this forgotten plague.
Thanks all!!

http://www.eaglerarelife.com/content/ryan-prior
Please donate to further our mission here:

http://theblueribbonfoundation.org/donate/

Ryan Prior
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How
can
Graded
Exercise
Therapy be considered "Evidence
Based Medicine"?
If we apply the Sackett Model of
"Evidence Based Medicine" to UK M.E
we gain a clearer picture of how Graded
Exercise Therapy (G.E.T) remains
within
the
UK
NICE
treatment
guidelines despite patient reports of
harm.
Superficially, the case for G.E.T as
"Evidence Based Medicine" appears
scientifically and medically sound.
This, however, changes radically when
we begin to address bias.
(Fig. 1)

A complete and balanced picture of the
views of both M.E charities and
individuals with M.E changes the
"Patient Values" set.
It would seem ridiculous to try to
state M.E patients value the PACE
Trial while 10,000 of them petition for
its retraction. Likewise, it is unlikely
that the majority of supporters of say,
"Invest in M.E", would support
Professors White & Crawley as
expert clinicians.
As we add this information, so we
address bias within our "Patient
Values" set, and so it moves away
from G.E.T as an expression of
patient preference.
(Fig 2)
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The "Best Evidence" set, when
balanced, also starts to pull away from
Graded Exercise as a truly therapeutic
intervention. Both the IOM literature
review and evidence from Columbia
point towards a biological, as opposed
to psychological or biopsychosocial
model for M.E and confirm exertion
intolerance as a primary symptom.
Further the widespread scientific
criticism of the PACE trial and its recent
reanalysis using the original protocol
has to change where "Best Evidence"
can fairly be judged to lie.
(Fig 3)
In the future M.E patients hope more
clinicians will be funded and become
experts in the field, but already, with more realistic sets for "Patient Values" and
"Best Evidence”, the founding triad of "Evidence Based Medicine": Clinical
Expertise, Best Evidence and Patient Values, has pulled apart for G.E.T. It is
therefore time for the UK National Institute for Health and Care Excellence
(N.I.C.E) to review its treatment guidelines for M.E.
Challenge to the PACE trial and the funding and creation of new research is only
one way Graded Exercise can be questioned. The methodology of "Evidence Based
Medicine" shows us another important way forward: M.E patients must express
their true values to their charities and ensure these are fully represented.
People with M.E are aware of the need to use that little energy they have wisely.
It seems a terrible waste to put energy into challenging the PACE trial, or
supporting the "STOP GET" campaign (http://www.stopget.org) while also
supporting charities who welcome PACE or maintain uncertainty over their view of
the trial.
It is remarkable how nothing more than simple bias can end up so radically
changing what counts as "Evidence Based Medicine". It is also important to
understand that patients can radically affect their future by changing their own
behaviour and that of their M.E charities.

James David Chapman
@batteredoldbook
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Marathon Mike
Running a marathon in each EU member country (28 currently) for Invest In ME
(www.investinme.org)
for biomedical research to treat and cure ME.
#8 Brussels (Bel) 02/10/16
#9 Toulouse (Fra) 23/10/16
#10 Barcelona (Spa) 12/03/17
#11 Luxembourg (Lux) 27/05/17
Number 8 of 28 was a relatively last minute
booking of Brussels Marathon in Belgium. Just 6
weeks after the race in Poland, I hit the hills around
Bristol and managed to get in long training runs in Cornwall and Dorset.
The day after we arrived met up with Nancy Van Hoylandt from the Belgian ME
Association who took us to a pasta fuelled dinner
and also told me they were able to donate 250
Euros to the sponsorship total for Invest In ME's
biomedical research. Amazing. We had some
interesting conversations about ME in Belgium
and the difficulties in getting treatment, building
upon some of the info Nancy gave me in our
interview prior to the trip.
We also met with Gunther and Els from WUCB
who told us all about the fantastic events that
they put on to try to
raise awareness in
Belgium.
It
was
great to meet both organisations and I'm totally
behind them in everything they try to do. I had a bit
of press thanks to Gunther from Het Nieuwsblad and
also met a few ME patients online including Linda and
Piki who I enjoyed talking to and am grateful for their
efforts to contact press and translate for me.
Having picked up my race number from the Expo at
the beautiful Parc Du Cinquantenaire on Saturday, I
took the metro up on race day to line up as one of
1479 marathon entrants.

Mike
Read more here: http://bit.ly/2eZEOdz
31 Back to Table Of Contents

Power & Loss Of Empathy

.

When you insist that the criticisms of people and institutions, who are actively
doing harm and are costing people their lives, must be delivered in ways you deem
to be "polite" and "respectful" in order for you to consider them valid, you are
adding to the harm.
When you find the anger that has arisen out of marginalisation and discrimination
to be so unpalatable that you decide to turn away from the problems that clearly
exist, to focus instead on condemning that anger, you are allowing the
perpetuation of that marginalisation and discrimination to continue.
You are holding those who are being harmed to a standard of behaviour that you
are not holding those who are doing the harm, and using that "standard" to silence
the voices of people who are trying to speak out. You are suggesting that a little
anger and impoliteness is more offensive to you than the death and the hurt
inflicted on a whole community; that censoring and criticising that anger is more
important to you than fixing the issues that cause it.
You are taking the easy option of maintaining the status quo, however
unintentionally you may be doing so, by trying to keep the group who are suffering
quiet. You are asking a group of people who are fighting for their lives to use their
library voices while doing so.
When you believe that people should only speak out against injustice if they will
speak out like you do, or imagine you would, you are forgetting your empathy.
You are protecting those who have power, rather than those who have had power
forcibly taken from them. You are complicit in the continuation of the current
reality.
One of my dearest friends said this earlier in the week:
"When we say we don't have to care about millions of our citizens because they
did something we don't like, we're saying life's value is politically conditional. Your
life only counts, your suffering only matters if you behave the way I want."
I'm going to say that last part one more time "We are saying your life only counts,
your suffering only matters if you behave the way I want".
I have seen two separate groups of people condemned for their reaction to actual
harm this week. One I belong to and one I do not.
I have seen two groups of people told that their reactions and commentary are
not welcome or reasonable simply because they are not being delivered in a style
others like.
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When you decide your discomfort
at another person's actions or
words is more crucial than the
context those actions or words
arose from, and that this means
you can't address the serious
issue of their maltreatment until
they "behave", you have become
part of the problem others are
trying to fix.
People's lives are more valuable than their ability to phrase their pain in ways
delicate enough to appease you.

Sarah Louise ‘Feather’ Jordan
http://bit.ly/2cVkIMK
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17 Things

.

17 Things healthy People Need to Hear about being chronically ill
When a person’s illness isn’t easily visible, it can be difficult for outsiders to grasp
the challenges he or she faces. “If you look ‘normal,’” they may say, “you can’t
really be that sick.”
Nothing could be further from the truth:
“I appear as I want you to see me. I paint on my ‘I’m OK’ face every morning
before school and walk around with a smile, but the truth is that I am in
chronic pain, always struggling, but you will never see that because I do not
want to appear in that light. You may believe I am faking being sick, but I
am actually faking being well, and people need to not be as quick to judge.”
“Just because I’m young doesn’t mean I’m not disabled. I have had many
older men and women yell at me and point to the handicapped sign and
then they realize I have handicapped plates. Just because I’m young,
doesn’t mean I’m not struggling. I didn’t realize disability had an age limit…
someone should really tell my body that.”
“I don’t need you to understand what I go through. I just need you to be a
compassionate human being like you would to someone who was fighting
an illness you could see. Don’t pity, but be decent.”
“Just because you’re tired of hearing about us being sick or in pain doesn’t
make us any less sick or in pain. I know you can get desensitized to hearing
we’re in pain every day, but we don’t get the luxury of being desensitized
to the pain. Please be patient with us, and remember we’re struggling and
often smiling through pain.”
“If I’m out doing something and smiling, I’m running on adrenaline and it
will take me several days to a week to recover.”
“My illness may be labeled invisible, but if you look closely you can tell when
I’m not doing well. I use a wheelchair, I’m more pale, don’t talk as much,
etc. so my illness really isn’t that invisible.”
“Though I may have the same illness as your aunt, your friend of a friend,
whomever, I’m not going to be the same or healed by random internet
advice. Please don’t be Doctor Google unless you’re trying to be supportive
and educate yourself.”
“Just because an illness or condition isn’t widely known doesn’t make it any
less serious than any other illness.”
“This isn’t who I am. My illness does not define me. So even when I am sick,
I will pull myself together. I will have a social life. I am determined to live
my life to the fullest, sick and all.”
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“Chronic illness can be lonely. It is easier to make no plans than to cancel
plans, especially when friends and family members may not be able to
understand. Please don’t give up on a person because their lives are busy
with doctors, treatments, and seeking health.”
“Just because I can hang out with you seemingly normally for hours doesn’t
mean I’m not in pain inside.”
“We don’t want unsolicited advice on how to treat our diseases! We don’t
care that someone you ‘know’ has or ‘had’ the same thing. Everyone is
different. Please keep opinions to yourselves unless specially asked a
question.”
“My illnesses may be invisible, but I am not. My illnesses may be invisible,
but my voice is not. My illnesses may be invisible, but the dreams I once
had, the faith I once had, the person I once was — they are not.”
“I push myself well beyond what my illness truly should allow me to. I try
to be the best wife, mother, coworker, and friend I can be. I probably
disappoint myself way more than I do you.”
“I am not going to get better. I think people have a hard time getting that.
For them, they get sick and then a few days or maybe a week later they get
better. When you are still sick months, years later, people have trouble with
that.”
“Ask questions before you judge me. I’m happy to share my story and want
to educate others. My pain is real so if you don’t understand get to know
me.”
“Using the sentence ‘I believe you’ will be one of the most empowering
things you can say to someone you care about who is struggling.”

Source: The Mighty,
http://bit.ly/2dFzFX8
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Bridging The Gap With Creativity

.

Your body is the bridge between your inner self and the world. The bridge that
connects your thoughts and personality with the world outside your own mind.
With people, with places, with experiences.
The world shapes you, and in turn who you
are affects others and the physical world
that surrounds you through your actions and
words.
So what happens when this bridge
collapses? There’s a divide. There’s an open
gulf between the world inside your head, the
very essence of ‘you’ and the physical world
that you inhabit. You feel isolated, cut off, and alone. You can no longer participate
in life, whether it’s work, social events, or hobbies. You no longer have funny
anecdotes about strangers on public transport or the time you locked yourself out.
Because these things don’t happen to you as you don’t go out. You don’t travel
anymore, you don’t learn new skills, you don’t have that constant flow of the outer
world penetrating and shaping who you are. Your world shrinks down to one
square room, or a series of square rooms and largely, the world inside your head.
You don’t make much of a difference to the outside world either, it doesn’t know
you exist. It can’t see you laying in bed, surrounded by pills. It can’t see you in
the car when your seat is so reclined that you’re nearly horizontal. It can’t see you
in the doctor’s waiting room when you sit in the corner with your head in your
hands. You’re invisible, you fall through the cracks. You’re an NHS number,
someone who used to do something but now has been in limbo for so long no one
knows you anymore.
You desperately seek attachment, approval and a voice. You angry-type Facebook
posts about politics, trying to feel engaged. You pour your soul into a blog, trying
to feel understood. You put every last ounce of your energy into seeing friends,
trying to feel connected. But when the friends leave and you shut down your
computer, all you’re left with is your broken bridge, the cracks, the creaking and
the rot. The emptiness and a yearning to be back out there experiencing the world
in its techicolour wonder. And the fear, the pit of your stomach panic rising from
the possibility of the suffering continuing indefinitely.
You watch them from your bedroom window. The healthy people with their shiny
shiny bridges. They show the world who they are through their clothes, their hair,
their makeup. They choose where they go and how fast they walk to get there.
For us, the clothes, the speed and the location is decided for us. By the illness
that has broken our bridge and our connection to the world but has not yet
drowned us fully.
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We are not gone from the world, but we are no longer part of it. We’re the decaying
remains of a once useful structure that had a purpose but is now forgotten. Open
to the elements and long abandoned by the maintenance crew, the bridge breaks
down piece by piece but it’s soul remains. Under the cobwebs, the rust and the
rot there are still pieces of the original detail, you just have to slow down and look
a bit harder to see it. The spirit is still there, even if the paint has peeled.
I take photos. Lots of photos. They’re not award-winning quality
but they’re priceless to me. Photographs are my way of letting
the outside world into my inner experience, and letting my
experience seep out through the images. It’s vital selfexpression of my turmoil when my voice is too weak to talk. It’s
a solid and permanent record of my feelings when there’s no
one there to see them. Nobody writes songs about severe chronic illness, there
aren’t any oil paintings in galleries of patients in waiting rooms with IV drips
hanging out of their arms.
There aren’t poems about the desperation, abandonment and anger at a
healthcare system that simply cannot cope with you. There are a thousand
heartfelt ballads about love, sex and even money, but none about health, illness
or losing hope. (Sia and Coldplay aside; who are permanent fixtures on my
playlists.)
We need to start making more music and art about all aspects of human
experience. We need to embrace the feelings of suffering and fear as much as
those of love and lust. We need to engage with all people, not just the shiny
healthy highly achieving people. We need to give everyone a voice and hear all
the voices. It’s not ‘teenage angst’ to show negative emotions.
It’s not ‘having a breakdown’. It might be upsetting and uncomfortable for people
to see, but isn’t that what art is about? Isn’t that what life is about? All of it, in its
raw entirety.
We need to bridge the gap.
So even if you’re not creative, try taking photos, or drawing, or writing or anything
that lets out the tempestuous fire in your soul, your grieving aching heart, or your
naked unadulterated fear. Feel all the feels, and invite the world to feel them with
you, you might be surprised at the result.

Louise
Source: https://dddangerous.com/2016/10/10/bridging-the-gap-with-creativity/
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ME/cfs Alert.
With Llewellyn King and Deborah Waroff
Episode 82 https://youtu.be/gHBXUpqPmz8, published October 9,2016
Llewellyn King interviews Erica Verillo about
her experiences living with ME/CFS and about the
formation of a national patient non-profit, the
American Myalgic Encephalomyelitis and Chronic
Fatigue
Syndrome
Society
(http://www.ammes.org).
Erica is the author of two books on ME/CFS as
well as three novels published by Random House.
Her most recent book, Chronic Fatigue Syndrome: A Treatment Guide, 2nd Edition
is currently available on Amazon here: http://amzn.to/2egjXlw
Erica's website is http://www.cfstreatmentguide.com/. She also blogs about
ME/CFS on Onward Through the Fog (http://cfstreatment.blogspot.com/). Erica
is the ME/CFS editor for ProHealth.

Episode 83 https://youtu.be/Az9TIlBLK6E Published October 17, 2016
Llewellyn King interviews Valerie Free on her new book Lighting Up a Hidden
World.
In 1990, Valerie Free was a happy, vibrant thirtyyear-old woman – a court stenographer, a loving
wife, and the mother of a precious baby girl. In July
of that year, she came down with a sudden, flu-like
illness, and after months of unrelenting and bizarre
symptoms, was diagnosed with chronic fatigue
syndrome (CFS), later to be understood as myalgic
encephalomyelitis (ME) or ME/CFS.
Lighting Up a Hidden World: CFS and ME can be
purchased from: http://amzn.to/2egjXlw

Valerie Free's website:
http://www.valeriefree.org/
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Canary In A Coalmine
So honored to be included among these bad-ass female artists and TED Fellows.

Here's what I told Karen
Eng:
"There’s a particular kind of
pain that comes with having
no narrative, with not being
able to see your experience
reflected in the culture.
Living with this illness has
helped me to understand
just why it is so important
that
our
stories
and
storytellers are diverse in every way — gender, ethnicity, ability. It’s made me
wonder how many other incredible and important stories are hiding in plain sight?”
http://bit.ly/2dbotC1
(and no – the TED Talk isn't out yet but when it is, trust me, you'll know!)

Jen
Donate here: http://bit.ly/2aVmuxI
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#Millionsmissing – Round 2
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Millions
Missing
September 27, 2016

worldwide

It would take two or three entire issues of the MEGC to cover all that happened
on Millions Missing Day, Tuesday September 27, 2016, but our goal is to report
as much as possible about each aspect of ME. Exception action date was
Melbourne, where Millions Missing was organized on 10th October
http://bit.ly/2esCTvg
In the section News from… of this issue national actions on that day have been
mentioned by several countries.
For an overall summary, we consulted the site of ME Action, which actually
organized the action for a second time this year, although in many countries more
or less independent daughter organizations were formed.
Press coverage: http://www.meaction.net/press-coverage/
Slide show of all MM-locations on
September
27th:
http://bit.ly/2eAhJtN
Slide show MM Holland, Plein, The
Hague which has been joined by
Belgium: http://bit.ly/2eddIye
http://millionsmissing.org/ scrolling
down you can click the city where
action took place you want to know
about
It is hoped that in May 2017 patients all over the world will still get louder,
demanding more research funds, solely biomedical research, better treatment and
an end of stigmatization, mostly caused by the biopsychosocial approach of ME,
claiming false results like in the debunked PACE-trial, and the press buying all
these false claims and without any criticism, being muzzled by such research
groups, mainly in Europe, and their stakeholders.
Death is taking its toll –just have a look at the In Memoriam pages of this MEGCissue, or at the ME/CFS Memorial Page http://bit.ly/2e7riTQ, as well as an
increasing number of more severily invalidated patients in each and every country,
lying hopelessly in the dark, waiting till it’s their turn.
With most promising research going on, but practically unfunded, it is
irresponsible for governments to let this situation endure. They can’t hide these
facts anymore under a cloak of ignorance.
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In Memoriam: Mel Jayne Bayley

October 10, 1967- October 8, 2016
Mel Jayne Bayley was a warrior. She died on Saturday 8th October 2016, two
days shy of her 49th birthday. Her legacy will live on.
Mel was instrumental in starting mutual online support for ME sufferers in
Australia. She was also instrumental in getting the federal government to
recognise ME as a disabling illness for welfare purposes. Mel was able to negotiate
a federally funded in-home care package for herself, including paid employment
for her son for the care he had previously been giving her as an unpaid carer. She
was one of the first in Australia with ME to get a companion card, disabled parking
and taxi vouchers.
Most importantly, Mel was a wonderful friend. Famous for drowning out her severe
pain with Pink played at full volume, Mel rarely complained and focused on
supporting others.
Yes, Mel was let down by the health system, leaving us far too soon. She remains
a big presence in the hearts of those around the globe who knew her and loved
her.

With thanks to Penelope Jane McMillan on ME/CFS Memorial Page
http://bit.ly/2e7riTQ
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In Memoriam: Cheryl Gates

Dear Friends,
I received this message from Evalyn Gates, sister of ME/CFS Memorial Page
member, Cheryl Gates:
"My sister, Cheryl Gates, was a member of the group and I wanted to let you
know that she has just passed away and ask you to share this with the group. She
battled CFIDS for about 28 years, and was active in trying to help others as well
as supported research efforts to better understand this disease and seek a cure.
She was diagnosed with pancreatic cancer in early August of this year, and passed
away yesterday. "
Sending gentle hugs to all who knew and loved Cheryl. And may her memory be
for a blessing.

Jean Masculi,
ME/CFS Memorial Page http://bit.ly/2e7riTQ
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In Memoriam: Dr. Terry Lynn
Grise

April 23, 1955 - September 11, 2016
Terry passed away peacefully at home in Richmond at the age of 61 after
courageously fighting Myalgic Encephalomyelitis/Chronic Fatigue Syndrome
(ME/CFS) for several years.
Terry accomplished a great deal in her life. She was caring and generous, and
had a great sense of humour. At times, she could be quite opinionated and was
passionate about her beliefs. All her life she demonstrated a high level of
determination.
Terry was born in Vancouver and grew up always knowing she wanted to be a
veterinarian. She had a happy, active childhood enjoying many activities. She
established the Companion Animal Clinic in Richmond where, for more than 20
years she dedicated herself to providing a high-level of care to animals along with
showing compassion and kindness to their owners. Terry loved her work and was
very committed to her profession.
Terry had a variety of interests including horseback riding, skiing, swimming,
scuba-diving, hiking, ball-room dancing, toastmasters, tole-painting, traveling,
music - both singing, and playing a piano keyboard. She also loved to quilt and
made a number of beautiful items enjoyed by her family.
Illness prevented Terry from participating in many activities in her later years and
she missed not being able to visit with family and friends very often. She would
read when she could, listen to music, and even taught herself to play the ukulele
while resting on her bed.
Source : http://bit.ly/2dAWqKT
As mentioned on the ME/CFS Memorial Page http://bit.ly/2e7riTQ
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OMEGA: NO to MEGA.
We vote 'no confidence' in MEGA
research
for
M.E.
https://youtu.be/tPFYxpreesE
A UK medical research group
called
MEGA
(M.E./CFS
Epidemiology
and
Genomics
Alliance) has set up a petition for
public support to help them obtain
millions of pounds (estimated
minimum £9m) from research
funding bodies for a prospective
study of a neurological disorder
known for research purposes as
ME/CFS
(Myalgic
Encephalomyelitis/Chronic Fatigue
Syndrome).
The professional ethics of petitioning the public for support in order to obtain
research funds and petitioning support of a vulnerable community of
patients/carers is questionable.
The MEGA petition includes words such as 'biological' 'biomedical' 'big data'
'potentially game-changing' - clickbait for patients/carers desperate for definitive
diagnostic tests and medical treatments, yet updates show how little thought and
planning has been given by the research team to their own proposal. They had
not even thought of including the 25% most severely ill patient cohort in their
proposed 12,000 participants.
A closer look at the MEGA petition reveals that key members and advisors of MEGA
are involved in the discredited PACE trial, and the MAGENTA trial in children with
ME/CFS which follows from the PACE trial, run by leaders of the bio-psycho-social
(BPS) movement known collectively as 'The Wessely School'.
The BPS illness model of ME/CFS assumes that biological abnormalities and
physical symptoms are caused or maintained by psychological or social problems
and may be treated by changing the patient's thoughts and behaviours.
Decades of research shows that no matter how much 'bio' is found in ME/CFS
(plenty has been found) it is interpreted by BPS proponents as due to psychosocial
causes and amenable to behavioural therapies rather than signs of disease
suffered through no fault of the patient or carer.
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The BPS researchers and representatives involved in MEGA have already wasted
millions of pounds of research funds in attempts to validate their model in ME/CFS
by providing policy-based evidence for the psychosocial treatments recommended
by the UK National Institute of Health and Care Excellence (NICE) prolonging
suffering and causing immeasurable harm to patients and families.
There is no further room for The Wessely School, BPS model, or those advised by
The Wessely School, in any context associated with the disease Myalgic
Encephalomyelitis.
Following the Tribunal Decision published August 2016 upholding the decision by
the Information Commissioner in favour of Matthees and providing for the release
of raw data from the PACE Trial, which has subsequently proved that Trial to be a
sham, it would be unreasonable to trust the very same people to have the best
interests of patients at heart.
Thus, in signing this petition we reject calls from the ME/CFS Epidemiology and
Genomics Alliance to create any proposal for a ‘big data’ study, or any study of
any description, regarding it as inevitably and irrevocably tainted.
No more wasting time, money, lives – not in our name.
There are genuine opportunities for UK biomedical researchers to get involved in
ME/CFS research and to really make a difference to millions of people's lives. It is
not a case of 'MEGA or nothing'.
A site has been set up for further information https://opposingmega.wordpress.com/

This was the comment of Prof. Jonathan Edwards (UK researcher and regulkar
speaker at the Invest ME-conferences in London) on the forum of Phoenix Rising,
on 20th October (http://bit.ly/2eqhnXo):
“I was very concerned that a counter petition of this sort would be an own goal.
However, reading this I cannot really fault it and am actually impressed by much
of the wording and argument. The upfront reference to researchers whose work
has been shown to be substandard may seem inflammatory but we are past that
now and I think being to the point is a strength. The point that MEGA is not the
only game in town is well made. From my point of view I have yet to see any
information that would convince me that any original thought has gone into the
project. I am not a fan of Big Data. They jumped the gun and it is entirely
legitimate to say so because it is an insult to the patients' intelligence.
So I think I would encourage all members to sign. If the petition is there and is
making a fair point good numbers of signatures would have impact.”
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A New Direction

.

Note from the editors: long term ME-activist Jeannette Burmeister has been
vilified and slandered that much by Prof. James Coyne that her already poor
health has deteriorated to effect herself, her husband and her daughter in such a
way that she had to step down from patient advocacy.
We, editors of the ME Global Chronicle have found Jeannette most prepared to
cooperate all along the existence of this magazine and are deeply sorry this
happened to such a valuable warrior with an outspoken opinion which she dared
to express fearlessly.
We do hope that taking this distance will give her a chance to recover at least
slightly, as to regain the life she was able to lead before this terrible course of
events.
Prof. Coyne never took the effort to retrace his incomprehensible remarks and
apologize but on the contrary did continue to justify his way of behavior, banning
those who dared to raise an even minimum protest against it.
By the fruit the tree is known. Surely the community has lost a most valuable
advocate due to the whims of one who thought he knew it all before even knowing
something about the history and long trail of fighting and suffering of this
community against all odds.

When I published my blog post last week, “The #CoyneEffect: Is the ME
Community Stepping Up or Backing Down?” following my hiatus from advocacy, I
did not intend for that to be my return to ME advocacy. I simply felt compelled to
make use of this space to express my grave concern about the chilling effect of
organizations and individuals with a sizable platform enabling Coyne’s attempted
silencing of courageous dissenting voices criticizing the unconscionable neglect of,
and misconduct relating to, ME by the federal health agencies. We sorely need
those voices to counter potentially harmful government activities. The absence of
these voices clearly weakens the community.
I also wanted to set the much-distorted Coyne record straight and to make sure
that the efforts to erase the ugly Coyne chapter will not be successful and that
there will be no plausible deniability when (not if) Coyne launches his next
offensive against the ME community and its patients. Now, my work here is done—
ironically and unexpectedly—more effectively due to Coyne’s own comments on
my blog. (Though I certainly might feel that I have to respond to new
developments in the Coyne matter should they be serious enough.)
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Educated, trained and experienced in the field of mental health, Coyne has shown
himself as somebody who takes pleasure in inflicting harm on people who are very
ill and, at least in my case, delighted in taunting and sexual harassment. He made
my case for me.
The aggressive bullying of ME patients by an outsider who is not stricken with ME
and his seeking to isolate them from the rest of the community after they have
dedicated years of their lives to ME advocacy despite being sick is certainly in its
own league. However, that does not mean that name calling from within the
community is not immensely damaging. Although coming from only a handful,
when these personal attacks occur, it is nevertheless counterproductive and
destructive. But I do object to classifying civil disagreement as bullying, as has
become increasingly popular.
I have no regrets about having gotten involved in ME advocacy—particularly in
fighting to hold the Feds accountable for FACA and FOIA violations. My IOM FOIA
lawsuit and judgment against HHS and NIH and award of $140,000 in attorneys’
fees, in addition to uncovering revealing correspondence within the agencies and
demonstrating their contempt for patient interests, still serves as a deterrent to
HHS/NIH stonewalling in future FOIA requests from the community and a
reminder that the ME community can effectively assert its legal rights against
government wrongdoing. I take comfort in knowing that my advocacy has moved
us forward and I am at peace with my decision to take a new direction in my life
now.
Though this decision has not come easily to me, it is ultimately not optional. It
became clear to me months ago that it was necessary. Serendipitously and
unrelated to my stepping back from advocacy, I am very fortunate to have finally
found a way to spend more time with my loved ones while still receiving my
infusions. It would be hard to be more excited about a new chapter in my life.
On a more mundane subject, I will mostly disconnect from the community on
social media in terms of active engagement, so please do not be alarmed if you
don’t see me around much. My blog will be maintained indefinitely, though in
inactive form. And (never say never) I might even return to advocacy one day if
the stars align.
I want to extend heartfelt thanks to those who have collaborated with me over
the years. I am in awe of your dedication, integrity and courage. You have led by
example and helped me grow into a better and more effective advocate. I wish
you the best of luck in continuing the good fight. You will, no doubt, need it. I also
want to thank the many who have supported me, cheered me on and believed in
me. It has made such a difference.
Before parting, let me please encourage everybody to support advocates they feel
speak for them, particularly with respect to government programs that amount to
little more than window dressing or worse. Don’t assume your voices of protest
don’t carry any weight. They can and often do. Take, for example, the IOM report.
Despite containing some useful sound bites, it is dangerously flawed for a number
of reasons.
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For example, not only is the suggested name trivializing and harmful, investigators
have also started to use the IOM definition—which was expressly intended to be
a clinical definition only—for research purposes, despite the fact that it does not
contain any exclusions. Alarmingly, there has been no opposition from any of the
IOM committee members to that highly-concerning, though predicable, practice.
So far, the IOM definition has been used in research only in combination with other
definitions, but that opens the door for the Wesselys of the world to take it one
step further by resorting exclusively to IOM and selecting patients for their
research who predominantly suffer from a psychological or other physiological
condition, as those are not excluded under the IOM definition. It’s a dream come
true for the psych cabal. But as seriously flawed as the IOM report is—and it
certainly is—it is hard to argue with the fact that the strong ME patient community
opposition successfully headed off an even more damaging outcome.
Therefore, please do not bow to the admittedly intense pressure to keep silent.
Everybody has a right to voice his or her opinion whether or not it meets with the
approval of those promoting the party
line. It takes immense courage to stand up
for one’s convictions, but deciding to sit on
the sidelines instead of speaking up might
just tip the scales. For example, there
does seem to be a perilous double
standard in the community. Fighting PACE
is considered imperative and it indeed is.
But fighting an NIH study, which has the
potential of being more damaging than
PACE—for example, having as the lead
clinical
investigator
an
ME-assomatoform-disorder proponent—is all too
often aggressively and baselessly labeled being negative, counter-productive or
something much more sinister.
Hope is important. But without realism, hope will never materialize into tangible
changes. I continue to hold out hope that justice for ME patients will eventually
be achieved and that genuine progress and treatment for all is in our future. But
remember that it will require holding the Feds’ feet to the fire and not letting them
off the hook with improper definition and naming of the disease; woefully
inadequate funding; meaningless lip service; bureaucratic corruption and
stonewalling; legal violations and dangerously designed studies.

Jeannette Burmeister, Sept. 21, 2016
Thoughts about ME
https://thoughtsaboutme.com/
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8. Karina Hansen,
Save4Children

.

Help Karina Hansen – donate to Save4Children
http://let-me.be/page.php?11 is the donation-button for all
major languages
The charity Save4Children has been created by the editors of the ME Global
Chronicle (http://www.let-me.be) and helps parents whose children have been
forced into psychiatric wards by authorities, to try and set them free by legal
procedures.
After the release in 2015 of the German girl
who came to be known as Joanna, it was
decided to focus the fund entirely on
Karina Hansen, who is kept hostage of the
Danish psychiatric system since February
2013. There’s hardly any news to report on
Karina, save that there’s ongoing contact with her parents Kitty and Per, and
the new most proficient lawyer Christina Poblador is studying the case and
trying to find openings. Donations made to this fund will presently solely be used
to provide financial support for expenses, needed to try and set free Karina.
A sum of € 35, = has been donated since the publication of MEGC 18. Obviously
if mrs. Poblador will continue to work on Karina’s case, fees to her will have to
be paid. So please continue to donate. We published a very detailed and extensive
article by Valerie Eliott Smith in MEGC 16 (http://let-me.be/request.php?31, p.
48-52)
So all the reason to continue to donate to the fund: http://let-me.be/page.php?11
Information about Karina and the case can be found in this and future issues of
the ME Global Chronicle and at these sites:
Justice for Karina Hansen - find info under notes.
https://www.facebook.com/JusticeForKarinaHansen
Two videos about Karina from 2013:
http://www.youtube.com/watch?v=Dk3e8IWj7M0
http://www.youtube.com/watch?v=JTkkcvlvYf8
The ME Global Chronicle Special Karina Hansen 20151025:
http://let-me.be/download.php?view.24
The Citizen’s Rights Group of Denmark-documents in the case in Danish:
http://xn--borgerretsbevgelsen-xxb.dk/
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Karina Hansen 5: A little
progress?
.

Regular readers of this blog will be familiar with Karina's
horrifying story. This update follows on from my series of
posts, the most recent of which, Karina Hansen 4
(http://bit.ly/2emgxiI): Timeline, Torture and Tragedy, contains more detailed
information. For the full history of the case, see Karina Hansen 2
(http://bit.ly/2emi3Bv): the Ghost in the Room. For new readers, and those
needing a reminder of events leading up to this point, this is a summary:
Brief re-cap
Karina (pictured above right) lives in Denmark. In 2008, she was diagnosed with
severe Myalgic Encephalomyelitis (ME). The diagnosis was disputed and in
February 2013, then aged 24, she was forcibly removed from home, where her
family had been caring for her. She was taken to Hammel Neurocenter (part of
“The Research Clinic for Functional Disorders” at Aarhus University Hospital).
Several doctors have been involved in her case but psychiatrists Nils Balle
Christensen and Per Fink have dictated the overall course of her treatment at
Hammel. Since shortly after her initial detention, she has been classed as a
“voluntary” patient; she was found by a court subsequently to lack capacity to
make her own decisions. As a result of that finding, the court appointed a legal
guardian to take responsibility for her welfare.
Three years on, Karina remained a de facto prisoner of the state. She had been
moved to a nearby “rehabilitation centre” but allowed very little contact with her
family. Her father was permitted to visit her in December 2015. Whilst she was
physically clean and cared-for, she was nevertheless in a wheelchair and unable
to speak except for incomprehensible mumbling and grimaces. At that time, she
did not appear to recognise her own father.
A change in circumstances
During September 2016, Karina's parents were allowed by the Clinic to visit her
on several occasions. In theory, there was never any reason why they couldn't
see her during her whole time there. However, shortly after as she was taken to
the Clinic by police and social workers in February 2013, she became unable to
speak or communicate and her phone disappeared. As a result, the guardian was
appointed by the court (see previous posts) who then took decisions on her behalf.
Despite repeated efforts, her family members were then allowed very few visits.
This was on the basis that Karina was extremely distressed and therefore unable
to communicate a meaningful response when asked if she wished to see them.
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However, since I last wrote about Karina's situation in April 2016, she has begun
to be able to communicate more clearly, albeit only in nodding or shaking her
head in response to questions. Subsequently, when asked if she wanted to see
her parents, she indicated that she did and so more frequent visits began to take
place.
It is not clear what has caused this shift in Karina's circumstances at the Clinic.
In my post Karina Hansen 3 (http://bit.ly/1SbqDto), I suggested that she might
have been over-medicated; perhaps adjustments have been made during recent
months and this has increased her capacity to communicate. Interestingly, her
phone has also resurfaced.
Whatever the reason, it seems that there is now a little progress in Karina's
condition. She is still in a wheelchair but becoming able to walk short distances
with the aid of a walking-frame.
Still an uncertain future
It is important to emphasise that there is still no clear prognosis, nor any indication
of a more permanent change in Karina's situation. Public speculation will not
influence the eventual outcome and her family have requested that respect for
their privacy is maintained for the foreseeable future.

Valerie Eliot Smith
Source: http://bit.ly/2dy0fAe
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9. Science
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Rich’
Reviews:
Fibromyalgia
And
Sjogren’s Syndrome.
Fibromyalgia and Sjogren’s Syndrome: New Lab Tests
Confirm A Close Connection
Most of my patients who have severe fibromyalgia (FM) also complain of dry eyes
and dry mouth. But the large majority of these “Sicca Syndrome” patients test
negative for the standard Sjogren’s Lab tests, SSA(Ro) and SSB(La). My ME/CFS
patients, who typically also have FM, show a similar pattern. Among patients with
classic primary Sjogren’s Syndrome (pSS), many also have FM. In one study
among 100 patients with primary Sjogren’s 31% also satisfied the American
College of Rheumatology’s 2010 criteria for Fibromyalgia. Among these patients,
severity scores for their Sicca symptoms predicted severity for their fibromyalgia
pain—and vice versa. ( http://bit.ly/2eayKwJ)
This issue’s essay focuses on a novel set of 3 autoantibodies that in primary
Sjogren’s tends to appear earlier than the traditional SSA(Ro) and SSB(La). Alan
Lichtbroun, M.D., an outstanding rheumatologist from New Jersey, has
pioneered the application of early Sjogren’s markers to patients with fibromyalgia.
Dr. Lichtbroun’s findings suggest that a substantial proportion of patients with
fibromyalgia answer Sicca syndrome and have an autoimmune disorder related to
traditional Sjogren’s even when they test negative for SSA and SSB. Dr.
Lichtbroun identified 171 FM patients who also complained of dry eyes and dry
mouth. Using the services of Immco Diagnostics Reference Laboratory in Buffalo,
NY (http://bit.ly/2diNV8E) he tested these patients for Imcco’s “Early Sjogren’s
Syndrome Profile” and also for the traditional (SSA(Ro) and SSB(La).
Of these 171 patients 16 (9.4%) tested positive for SSA(Ro) or SSB(La). But 39
(22.8%) who tested negative for SSA and SSB, nevertheless, tested positive for
one or more of the 3 early Sjogren’s markers ((SP-1, CA6, PSP). Only 4 patients
(2.3%) were positive for both the early and late Sjogren’s markers.
These findings raise two important questions: 1) Is FM pain in these cases due to
an autoimmune process? 2) Would treating FM/Sicca patients with standard antirheumatoid DMARD medicines be likely to help their pain? Dr. Lichtbroun has
treated some of these patients with hydroxycholorquine. I don’t have information
about his results (yet).

Richard N. Podell, M.D., MPH
Clinical Professor
Department of Family Medicine
Rutgers-Robert Wood Johnson Medical School
Podell2@gmail.com
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Patient Perceptions Regarding
Possible Changes To The Name
And Criteria For Chronic
Fatigue
Syndrome
And
Myalgic Encephalomyelitis.
Leonard A. Jason, Laura Nicholson, and Madison Sunnquist
Pub. 18 Sept. 2016 http://bit.ly/2dx0QTT
Abstract
For decades, researchers and patients have been debating the terms and criteria
for chronic fatigue syndrome (CFS) and myalgic encephalomyelitis (ME). This has
led to considerable difficulties in clearly communicating to the public the nature of
these illnesses, and has produced considerable methodological challenges for
researchers who study these illnesses. If different laboratories do not employ
comparable criteria to select patients, this will have negative consequences for
understanding epidemiology, etiology, diagnostic and treatment approaches. In
part due to this ongoing controversy, the Institute of Medicine in 2015
recommended new criteria and a new name. The present study surveyed a
relatively large sample of patients both in and outside the US to determine
attitudes toward the primary names and criteria that have been used to
characterize these patients. Assessing patient opinions is an activity that might
help provide gatekeepers (i.e., federal officials, scientific and patient
organizations) with valuable input for ultimately clarifying this debate regarding
names and criteria.
The term Myalgic Encephalomyelitis (ME) was used in Europe and by the World
Health Organization since the 1970s. In the U.K., the Oxford definition was later
established by Sharpe et al. Patients that meet the Oxford criteria are required
to experience 6 months of either mental or physical chronic fatigue; no other
symptoms are required. Later the Fukuda et al. (1994) criteria were developed
and have been used internationally since then.
But in the 1990s, Jason et al. (1999) found that people who had Major Depressive
Disorders (MDD) have many of the Fukuda et al. (1994) symptoms, which can
cause some individuals with a purely affective disorder to be misclassified as
having CFS by the Fukuda et al. (1994) criteria. A clinical case definition was
developed called the Canadian Consensus Criteria, and referred to as CCC (2003).
A case definition for ME was developed in 2011 known as the International
Consensus Criteria for Myalgic Encephalomyelitis (ME-ICC). In the spring of 2015,
the Institute of Medicine (IOM) recommended a new clinical case criterion and
name (Systemic Exertion Intolerance Disease).
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Case definitions in medicine and psychology are a set of rules that allow
investigators and clinicians to determine who has and who does not have an illness
and they had important implications for the etiology, epidemiology, diagnosis, and
treatment illnesses. Understanding patient perspectives on illness labels and
criteria may facilitate improved communication and efforts to arrive at a
consensus among scientists, government officials and patients. The present study
assessed patient attitudes toward different names and criteria, with the intention
of better understanding opinions on these contentious topics.
1032 participants were recruited from social media outlets (e.g. Facebook), ME or
CFS organizations, and various online patient forums. In general, there were three
criteria that patients provided overall positive ratings of like or definitely like and
those were the CCC Canadian Consensus Criteria (from 58% to 64%), a data
driven approach (from 57% to 59%), and the ME-ICC criteria (from 55% to 58%).
However, only 32% to 35% liked or definitely liked the IOM (2015) criteria
whereas only 16% liked or definitely liked the Fukuda et al. (1994) criteria.
Regarding names, the most favorable attitudes were found for ME, where 65% of
the US sample and 68% of the International sample liked or definitely liked this
term. For ME/CFS, only 31% of the US sample and 21% of the International
sample liked or definitely liked this term. Still lower percentages were found for
CFS, where only 22% of the US sample and 6% of the International sample liked
or definitely liked this term. There were no significant differences for NDS
(Neuroendocrineimmune Dysfunction Syndrome, a name that had been proposed
by the Name Change Work group that was appointed by the CFS Coordinating
Committee; see http://bit.ly/2cXtD2S) with 38% liking or definitely liking this
term, but 30-31% were not sure. However, for the SEID term, only from 16% to
17% liked or definitely liked this term.
There are currently multiple case definitions, some focusing on clinical and others
on research criteria. It is critical to develop a consensus on one clinical and one
research case definition. The broader IOM criteria was developed for clinical
purposes, and a more restrictive criteria could be used for research purposes,
either involving the CCC Canadian Consensus Criteria, the ME-ICCC criteria, the
operationalized Ramsay criteria, or a more empirically based set of criteria.
The name of the disease remains a challenge. The term Myalgic Encephalomyelitis
(endorsed by the majority of patients) could be reserved for those patients who
meet the research criteria, and it would identify a smaller more homogenous group
of patients with more functional impairment. The term CFS and the problems with
identifying a research and clinical case definition have probably contributed to the
stigma experienced by many patients. A survey of healthcare providers found that
20% agreed with the statement, “I believe that CFS is all in a patient’s head”.
Adding to this problem, thousands of patients cannot find a single knowledgeable
and sympathetic physician to care for them. It is very possible that looser criteria
are inappropriately used as the basis of statements about the nature of the disease
and recommendations about treatments for patients, as witnessed regarding the
controversy over the PACE trial and its use of the Oxford criteria.
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Starting Heart Rate Monitoring
for ME
.

Recent developments in wearable technology for the fitness industry mean that
ME patients, like me, can now easily monitor heart rate throughout the day.
Doing so is no magic cure. However, I think heart rate (HR)
monitoring really helps me to recognize when I am in danger
of doing more than my body can manage.
As Prof VanNess explained when he spoke in N. Ireland,
the aerobic respiration pathways are broken in ME patients.
So the general aim for us is to avoid all aerobic exercise. He
suggested keeping HR below 110 beats per minute (bpm) as
a useful starting point.
Put simply, “aerobic exercise” is any activity that raises breathing rate, and causes
the heart to beat faster. It is also the type of exercise that is recommended for
the general population in order to optimize their health!
However, as many people with ME know even small exertions can take a
disproportionate toll on our body systems. “Exercise”, in the conventional sense,
is unhelpful at best and potentially harmful at worst.
So what can we do? On the one hand we want to keep as fit and well as we can,
and on the other we want to prevent further harm caused by over-exertion.
Prof VanNess suggested that using a HR monitor would enable us to recognise
when an activity was becoming a problem. He suggested stopping mid-activity if
necessary, and only continuing once HR had come back down again.
In practice this is much more difficult than it sounds!
Some monitors, like my Mio Alpha, have an alarm feature that alerts the wearer
when HR goes up. I found this helpful to learn how my body feels when HR is
high, but I disliked the intrusion so intensely, that I now rarely turn the alarm on.
I prefer to keep an eye on my HR by simply glancing at the read out.
At it’s simplest HR monitoring means watching for the activities that overly raise
HR and then either working out how to modify the activity, or taking a decision to
avoid it. There are many little changes that can be made to activities to help keep
HR low and experimenting, whilst wearing a monitor, can help you to find these
tweaks.
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Yet, starting with a monitor can be a bit scary, because suddenly you will now
“see” all those high HR figures, that previously you didn’t ever record.
So it is worth taking a bit of time to find out what is “normal” for you.
In my experience I can get some very high HR spikes, but these fall again fairly
quickly when I rest. My doctor has reassured me that so long as they fall quickly
then I should not be too concerned with the momentary spikes.
More of a concern are activities that cause a sustained raised HR. Sadly for me
any activity that involves any sort of excitement causes this drawn-out effect. I’m
guessing it is the effect of adrenalin.
And this is where good resting and relaxation habits can help. Currently my
favourite calming activity is listening to David Attenborough’s autobiography on
Audible. Going somewhere quiet, lying down, and just listening helps me to quiet
my mind and body - and my heart rate gradually reduces as a result.
I have lots more to say on my experiences using a HR monitor, but for today I’ll
end with just a couple more thoughts:
If you are just starting with a HR monitor, then I suggest that you continue to
manage your activities in the manner that you already know works for you. Don’t
make any radical changes.
Treat your HR monitor as a friend to help you make adjustments to what you do,
but forgive yourself when you can’t keep HR entirely within the desired
parameters. Being totally honest here - I can’t do it! However, it is possible to
minimize the duration of those higher HR periods and I think, maybe that is good
enough.

Good luck!
Sally K. Burch
http://sallyjustme.blogspot.nl/2015/12/startingHRmonitoring.html
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On ‘Omics’.
ME/CFS research updates from Simmaron Anniversary Event
The Hornig/Lipkin team at Columbia’s Center for Infection and
Immunity (CII) isn’t just looking at ME/CFS to understand the
disease. It’s mining clues from a wide range of disorders –
from autism to narcolepsy – to try to understand the disease processes that are
occurring. They believe the “omics” revolution – which attempts to understand
diseases in terms of their genomics, proteomics, metabolomics (and probably
other “omics”) – holds the key to understanding and finding the subsets present
in ME/CFS.
Until they get to a cause, Dr. Hornig is unwilling to rule out any possibilities.
ME/CFS could be caused by an immune response to a wide range of pathogens
(which may be present or not) or to an as yet undiscovered agent. That statement
suggested that Dr. Hornig doesn’t consider the earlier CII study which found little
or no evidence of pathogens to be the end of the story.
Of course few researchers have looked in the tissues. Dr Chia believes he’s found
enteroviruses and Dr. Duffy herpesviruses in the gut tissues of ME/CFS and/or
fibromyalgia patients. Hornig and Lipkin have looked in the blood but they’re
also raising money to do analyses of the flora in the stool and saliva over time.
Plus, as we’ve seen, a Simmaron/Konstance Knox project is looking for evidence
of insect borne illnesses that have not been tested for before.
If pathogens are involved, the heterogeneity in the disease could reflect genetic
differences in how each person responded to them, how old the person was when
the infection occurred, the state of each person’s microbiome at the time, etc.
The take-away message was that different symptoms don’t necessarily mean
different diseases.
The CII is doing a lot, but Dr. Hornig started out by focusing on a hot topic these
days – metabolomics. The CII team believes that metabolomics may provide the
link between what’s happening in the microbiome and the rest of the body.
Metabolomics uncovers the breakdown products of metabolism. If a substance,
say tryptophan is not being metabolized properly in the gut, it can leave a
metabolic signature in the blood that can be picked by metabolomics tests. From
the blood it’s apparently a pretty straight shot to the brain.
Marrying gut (microbiome) and blood (metabolomics) data would be the cat’s
meow, and it’s begun to happen. Several small studies have been able to link
altered gut bacteria to the presence of gut metabolites in the blood.
59 Back to Table Of Contents

A small Solve ME/CFS Initiative study carried that idea one step forward by adding
exercise to the mix. It suggested that exercise could, probably by increasing leaky
gut issues, result in increased levels of gut metabolites in the blood.
Dr. Hornig believes that aberrant tryptophan metabolism in the
gut could provide a major clue for ME/CFS patients. These
metabolic by-products have already been associated with
several neurological diseases and are known to cause symptoms
similar to those found in chronic fatigue syndrome (ME/CFS). If
she finds problems with tryptophan metabolism in the gut and
then can pick up their metabolic by products in the patient’s
blood she can make a strong case for a gut-brain connection in
ME/CFS.
While she was at it, she also noted that these bacteria can affect NAD+ and energy
production. To sum up, Dr. Hornig is gathering data on a process that could be
affecting cognition, the gut and energy production in ME/CFS.
No Mady Hornig talk it seems is complete without an emotional moment. Every
event I’ve seen her at has left her and others in tears at some point, and it
happened again. I watched an older gentleman come over and clasp her hands.
Five minutes later there they were hugging each other and sobbing away.

Cort Johnson
Source : http://bit.ly/2d6GY8F
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Parkinson's Disease Protection
May Begin In The Gut
.

Why an article on Parkinson’s in an ME-magazine, one might
ask. There seems to be more and more suspicion that there’s
overlap between Parkinson’s, Alzheimer’s and ALS with ME.
The findings in this research only seem to affirm.
Your gut may play a pivotal role in preventing the onset of
Parkinson's disease. And the reason may be its knack for
sleuthing.
Researchers at the University of Iowa have found that the gut may be key to
preventing Parkinson's disease. Cells located in the intestine spark an immune
response that protects nerve cells, or neurons, against damage connected with
Parkinson's disease. Acting like detectives, the immune intestinal cells identify
damaged machinery within neurons and discard the defective parts. That action
ultimately preserves neurons whose impairment or death is known to cause
Parkinson's.
"We think somehow the gut is protecting neurons," says Veena Prahlad,
assistant professor in biology at the UI and corresponding author on the paper
published Aug. 30 in the journal Cell Reports.
Parkinson's disease is a brain disorder that erodes motor control and balance over
time. It affects some 500,000 people in the U.S., according to the National
Institutes of Health. The disease occurs when neurons -- nerve cells -- in the brain
that control movement become impaired or die. Normally, these neurons produce
dopamine, and when they are damaged or killed, the resulting dopamine shortage
causes the motor-control problems associated with the disease.
Scientists have previously linked Parkinson's to defects in mitochondria, the
energy-producing machinery found in every human cell. Why and how
mitochondrial defects affect neurons remain a mystery. Some think the impaired
mitochondria starve neurons of energy; others believe they produce a neuronharming molecule. Whatever the answer, damaged mitochondria have been linked
to other nervous disorders as well, including ALS and Alzheimer's, and researchers
want to understand why.
Prahlad's team exposed roundworms to a poison called rotenone, which
researchers know kills neurons whose death is linked to Parkinson's. As expected,
the rotenone began damaging the mitochondria in the worms' neurons.
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To the researchers' surprise, though, the damaged mitochondria did not kill all of
the worms' dopamine-producing neurons; in fact, over a series of trials, an
average of only seven percent of the worms, roughly 210 out of 3,000, lost
dopamine-producing neurons when given the poison.
"That seemed intriguing, and we wondered whether there was some innate
mechanism to protect the animal from the rotenone," Prahlad says.
It turns out there was. The
roundworms' immune defenses,
activated when the rotenone was
introduced, discarded many of
the
defected
mitochondria,
halting a sequence that would've
led to the loss of dopamineproducing neurons. Importantly,
the immune response originated
in the intestine, not the nervous
system.
"If we can understand how this is
done in the roundworm, we can
understand how this may happen in mammals," Prahlad says.
The researchers plan to conduct more experiments, but they've got some
interesting hypotheses. One is the intestinal immune cells are, according to
Prahlad, "constantly surveilling mitochondria for defects."
Even more, those cellular watchdogs may be keeping their eyes on the
mitochondria "because they don't trust them," Prahlad suggests. The reason has
to do with the prevailing theory that mitochondria originated independently as a
type of bacterium and were only later incorporated into the cells of animal, plants,
and fungi as an energy producer.
If that theory is correct, the intestinal immune responders may be especially
sensitive to changes in mitochondrial function not only for its potential damaging
effects, but because of the mitochondria's ancient and foreign past as well.
"How it's happening is suggestive of the possibility that the innate immune
response is constantly checking its mitochondria," Prahlad says, "perhaps
because of the bacterial origin of the mitochondria”.

Source: Science Daily http://bit.ly/2dX8WTf
Research: http://bit.ly/2dYyraC
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Ron Davis
Study

-

Groundbreaking

.

From Ron Davis, "This is the most
groundbreaking study of ME/CFS to date"

important

and

From Dr. Ron Davis:
"The publication, “Metabolic Features of Chronic Fatigue
Syndrome” by Naviaux RK, et al. is a landmark in ME/CFS
research. It is the most important and groundbreaking study
of ME/CFS to date.
Extending recent indications of metabolic alterations in ME/CFS, this study
provides the first comprehensive, quantitative demonstration of the metabolomic
deficiencies that characterize the disease. They define a clear metabolic ‘signature’
that accurately distinguishes patients from healthy individuals.
This signature was consistent even among patients with different symptoms or
disease-initiating events. These findings are exciting news for both patients and
researchers. Not only do they substantiate the biological reality of this stigmatized
disease, but they also point to the most promising ME/CFS biomarker candidate
the field has seen. An ME/CFS biomarker – long awaited by scientists – would
allow the precise and objective diagnostics that have never been possible for this
disease. In addition, it would accelerate the search for treatments.
Dr. Naviaux’s study suggests that both of these endeavors
could be designed in a way that will benefit all patients,
regardless of their symptoms and initiating events (which
are not always known).
In addition to a common metabolomic response, patients
show a variety of individual responses. These individual
responses may contribute to the symptomatic differences,
and may be caused in part by genetic differences. Similarly,
effectively treating ME/CFS might require two components:
a common treatment for all patients and a personalized treatment. Interestingly,
this might explain the plethora of treatments that have helped individual patients
but only rarely work on other patients.
Another important finding from this study is that the metabolomic response
observed in ME/CFS is opposite to the pattern seen in acute infection and
metabolic syndrome. This result supports the controversial idea that while
infection is often the initiating event for ME/CFS, it does not contribute to the
ongoing illness. What is important to note is that in the absence of evidence of an
active infection, it is plausible that the long-term antimicrobial treatments often
used for ME/CFS patients are doing more harm than good.
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This breakthrough study thus presents several new findings of great importance
to the ME/CFS patient, medical, and research communities – and perhaps most
importantly, to the search for treatments. For these findings to have an impact on
patient care, further investigation and validation via independent studies are
crucial.
Because of this, the Open Medicine Foundation has funded the next study of a
larger patient cohort, in which Dr. Naviaux will validate the ME/CFS metabolomic
signature in a larger, geographically diverse sample, and I will explore the role of
genetics in the individual responses.
These studies are already underway. We appointed Dr. Naviaux to the Scientific
Advisory Board of OMF earlier this year, and we are grateful for his expertise in
helping to unravel the metabolic mysteries of this debilitating disease.
We are finally on the right path to understanding ME/CFS. We and many of our
collaborators are working hard to translate this new understanding into general
and personalized treatments. "
The more support our research gets, the faster that will happen. (donate to this
research at http://bit.ly/2dc7rC1
Here is the actual paper. http://bit.ly/2bBVWA3
Added to this is a Q and A with Dr Naviaux expanding some key aspects of the
study:
Q1. Some people still argue that CFS is not a real illness but all in the mind. Does
your discovery of a chemical signature help shatter this myth?
Yes. The chemical signature that we discovered is evidence that CFS is an
objective metabolic disorder that affects mitochondrial energy metabolism,
immune function, GI function, the microbiome, the autonomic nervous system,
neuroendocrine, and other brain functions.
These 7 systems are all connected in a network that is in constant communication.
While it is true that you cannot change one of these 7 systems without producing
compensatory changes in the others, it is the language of chemistry and
metabolism that interconnects them all.
Q2. How does chronic fatigue syndrome fit in with other kinds of hypometabolic
states or syndromes?
All animals have ways of responding to changes in environmental conditions that
threaten survival. We discovered that there is a remarkable uniformity to this
cellular response, regardless of the many triggers that can produce it. We have
used the term, the cell danger response (CDR) to describe the chemical features
that underlie this response. Historical changes in the seasonal availability of
calories, microbial pathogens, water stress, and other environmental stresses
have ensured that we all have inherited hundreds to thousands of genes that our
ancestors used to survive all of these conditions.
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The body responds differently to the absence of resources (eg, caloric restriction
or famine) than to the presence of pathogens and toxins. We can classify two
responses: a single-step response to the absence of resources, and a two-step
process in response to the presence of a threat. Both responses are completed by
a return to normal metabolism and function.
When resources are severely curtailed or absent, the full CDR is bypassed, and
the flow of nutrients through metabolism is decreased to conserve limited
resources in an effort to “outlive” the famine. This is often called a caloric
restriction response.
On the other hand, when the cell is faced with an active viral, bacterial, or fungal
attack, or certain kinds of parasitic infection, severe physical trauma, or even
chronic psychological trauma (which produces a similar chemical change in
metabolism), this activates the two-step response.
The first step is to acutely activate the CDR. Innate immunity and inflammation
are regulated by the metabolic features of the CDR. Activation of the CDR sets in
motion a powerful sequence of reactions that are tightly choreographed to fight
the threat. These are tailored to defend the cell against either intracellular or
extracellular pathogens, kill and dismantle the pathogen, circumscribe and repair
the damage, remember the encounter by metabolic and immunologic memory,
shut down the CDR, and to heal.
In most cases, this strategy is effective and normal metabolism is restored after
a few days or weeks of illness, and recovery is complete after a few weeks or
months. For example, only a small percent of people who are acutely infected with
Epstein-Barr virus (EBV) or human herpes virus 6 (HHV6), or Lyme disease go on
to develop chronic symptoms.
If the CDR remains chronically active, many kinds of chronic complex disease can
occur. In the case of CFS, when the CDR gets stuck, or is unable to overcome a
danger, a second step kicks in that involves a kind of siege metabolism that further
diverts resources away from mitochondria and sequesters or jettisons key
metabolites and cofactors to make them unavailable to an invading pathogen, or
acts to sequester toxins to limit systemic exposure.
This has the effect of further consolidating the hypometabolic state. When the
hypometabolic response to threat persists for more than 6 months, it can cause
CFS and lead to chronic pain and disability. Metabolomics now gives us a way to
characterize this response objectively, and a way to follow the chemical response
to new treatments in systematic clinical trials.
Q3. You talk about the chemical signature being similar to a state of hibernation.
Whatsort of animals exhibit a similar signature in hibernation?
I wouldn’t use the term hibernation to describe chronic fatigue syndrome. Humans
do not hibernate. Hibernation is just one of a handful of hypometabolic states that
has been studied in different animals. There are many others that go by names
like dauer, diapause, torpor, estivation, caloric restriction, etc.
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Many environmental stresses will trigger hypometabolism in humans. In our
experience, the metabolic signature of dauer is more similar to CFS than some of
the other hypometabolic states that have been studied. One of the main points of
our metabolomics study of CFS was to give other scientists a new tool to analyze
all of these hypometabolic states, developmental stages, and syndromes so that
the similarities and differences can be objectively studied, and rational new
therapies developed.
Q4. Are men and women really that different in CFS?
Yes. About 40-50% of all the metabolites that we measure in our method have a
different normal concentration in males and females. This is not all related to
testosterone and estrogen. Literally hundreds of metabolites are tuned to different
concentrations in men and women. At the pathway level, we found that men and
women shared 9 (45%) of the 20 biochemical pathways that were disturbed in
CFS patients. Eleven pathways (55%) were more prominent in males or females.
We find that to do metabolomics properly, you need to have an adequate number
of age- and sex-matched controls. If healthy males and females are lumped
together as controls, the power to see metabolic differences in CFS and many
other diseases is much decreased.
Likewise, the metabolism of a 25-year old male is different from a 35-year old
male, and categorically different from a 25-year old female. In each decade of life
there are many metabolic changes that occur as part of normal development and
aging. When proper age- and sex-matched controls are used, metabolomics is one
of the most powerful new tools available to physicians and scientists to study
chronic complex disease.
Q5. How do the metabolic changes you identified in CFS relate to the recent
interest inepigenetics and methylation pathways?
All the covalent chemical modifications of DNA and histones that regulate gene
expression are the result of metabolic changes controlled by mitochondria. For
example, all DNA and histone methylation depends on the availability of
SAdenosylmethionine(SAMe).
Phosphorylation reactions depend on the availability of ATP. Acetylation depends
on the availability of Acetyl-CoA. Demethylation depends on the availability of
oxygen and alpha-ketoglutarate. Other demethylation reactions require the
availability of FAD+ and generate peroxide. Deacetylation depends critically on
the availability of NAD+. DNA ADP-ribosylation also depends on the availability of
NAD+.
The master fuel regulator AMP kinase (AMPK) activity depends on the build-up of
AMP or the de novo purine biosynthesis intermediate AICAR (aminoimidazole
carboxamide ribotide). mTOR is another key barometer of cellular fuel status.
mTOR activity requires the availability of leucine.
All of these metabolites that regulate epigenetics and gene expression are
controlled primarily by mitochondrial metabolism. This makes sense because all
cellular activities must be responsive to local resource availability and remain
flexible to respond to potential threats that alter cellular health, and mitochondria
are the prime monitors and regulators of cellular metabolism.
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With regard to cytoplasmic methylation reactions that involve folate and B12
metabolism, mitochondria also play a key role by regulating the release of
formate, the balance of NADPH to NADP+, NADH to NAD+, FADH2 to FAD+,
propionyl-CoA to succinyl-CoA, and glycine to serine.
Ultimately, all of these mitochondrial reactions influence the tide of substrates
available for methionine, cysteine, glutathione, and taurine metabolism. The ebb
and flow of these metabolites determines the balance between cell survival and
death, controlling epigenetic modifications and gene expression. These reactions
are illustrated in supplemental online Figure S6 of our paper.
Q6. How might your results help with treatment of CFS?
This first paper was not focused on treatment. However, metabolomics reveals a
new window into the underlying biology of CFS that makes us very hopeful that
effective treatments will be developed soon and tested in well-controlled clinical
trials. Metabolomics will be an important component of any clinical trial of new
treatments for CFS. It will also play an important role in analyzing the similarities
and differences of classical laboratory models of hypometabolic states like dauer.

With hope for all, Linda
Linda Tannenbaum
Open Medicine Foundation
http://www.openmedicinefoundation.org
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Mortality
In
Patients
With
Myalgic Encephalomyelitis And
Chronic Fatigue Syndrome
.

Stephanie L. McManimen, Andrew R. Devendorf, Abigail A. Brown, Billie
C. Moore, James H. Moore, & Leonard A. Jason
Center for Community Research, DePaul University
Abstract
Background: There is a dearth of research examining mortality in individuals with
myalgic encephalomyelitis (ME) and chronic fatigue syndrome (CFS). Some
studies suggest there is an elevated risk of suicide and earlier mortality compared
to national norms. However, findings are inconsistent as other researchers have
not found significant increases in all-cause mortality for patients.
Objective: This study sought to determine if patients with ME or CFS are
reportedly dying earlier than the overall population from the same cause.
Methods: Family, friends, and caregivers of deceased individuals with ME or CFS
were recruited through social media, patient newsletters, emails, and advocate
websites. This study analyzed data including cause and age of death for 56
individuals that had ME or CFS.
Results: The findings suggest patients in this sample are at a significantly
increased risk of earlier all-cause (M = 55.9 years) and cardiovascular-related (M
= 58.8 years) mortality, and they had a directionally lower mean age of death for
suicide (M = 41.3 years) and cancer (M =66.3 years) compared to the overall U.S.
population [M = 73.5 (all-cause), 77.7 (cardiovascular), 47.4 (suicide), and 71.1
(cancer) years of age].
Conclusions: The results suggest there is an increase in risk for earlier mortality
in patients with ME and CFS. Due to the small sample size, the findings should be
replicated to determine if the directional differences for suicide and cancer
mortality are significantly different from the overall U.S. population.

Source: http://bit.ly/2dYeqi1
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New Study DePaul – An Appeal

.

Our recent paper “Mortality in patients with ME and CFS” found patients are
significantly at risk for earlier all-cause mortality with the top three causes of
death being suicide, cardiovascular problems, and cancer. This is an alarming
issue and we would like your help understanding what factors may be contributing
to this earlier mortality.
In addition to developing cancer and cardiovascular problems, some individuals
with ME and CFS exhibit symptoms similar to demoralization and depression due
to the major symptoms of their primary physical illness and the associated
limitations and stigma experienced.
We would like your help for our research study in understanding what external
factors may be influencing the development and expression of demoralization and
depression-like symptoms.
We would like to invite all individuals 18 or older with ME and CFS to complete our
questionnaire (link below) assessing several factors including access to and quality
of healthcare, illness severity, financial impact, and social interactions with both
supportive and non-supportive people.
We hope the results of this study will help us better understand what you
experience with your illness and the types of barriers to receiving quality care and
support. This questionnaire will take approximately 90 minutes to complete.
You can access the survey at the following link:
https://redcap.is.depaul.edu/surveys/?s=TNPC3XR8HE

Prof. Leonard Jason

In a fb-post Prof. Jason elaborated on the input he received to his appeal to
participate in his new research and expressed his appreciation that in only a few
days so many persons did participate in it already:
https://www.facebook.com/leonard.jason.12/posts/10208908555804154
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A Response To Professor Fred
Friedberg’s Editorial About CBT
.

Professor Fred Friedberg asks why cognitive behavioural therapy (CBT) is so
vilified in the chronic fatigue syndrome community.
He opens his Editorial by stating: “Cognitive behaviour therapy (CBT) is a wellestablished psychosocial intervention for psychiatric disorders, pain management
and stress related to medical conditions” (Editorial: Cognitive-behavior therapy:
why is it so vilified in the chronic fatigue syndrome community? Fatigue,
Biomedicine, Health & Behavior 2016: vol 4: no:3:127-131) but ME/CFS is not,
and never has been, a psychiatric disorder and CBT has no more role in its
management than in the management of multiple sclerosis, MND, Parkinson’s
Disease, malignancies or other autoimmune disorders such as lupus or RA.
CBT is not mandated as the primary management approach in those other
disorders, so why in ME/CFS?
Patients with ME/CFS do not summarily reject any intervention that would help
them: what they reject is a psychosocial intervention that is used with the
intention of changing their correct perception that they are very sick with an
organic disease, not with a behavioural disorder that is curable by “cognitive restructuring” if they would only co-operate.
Friedberg appears to assume that, where there is stress related to a medical
disorder, CBT supports patients to help them cope better with their disease.
However, a key consideration which he fails to mention is the significant difference
between supportive CBT and directive CBT.
In relation to ME/CFS, in the UK PACE trial CBT was not supportive but directive:
Professor Sir Simon Wessely, currently President of the Royal College of
Psychiatrists, has publicly stated: “CBT is directive – it is not enough to be kind or
supportive” (New Statesman, 1st May 2008).
No amount of directive “cognitive re-structuring” can result in “recovery” from
such a multi-system inflammatory disease process as has been demonstrated in
ME/CFS.
The Centres for Disease Control (CDC) has archived its toolkit that recommended
CBT
and
GET
as
interventions
for
ME/CFS
(http://www.cdc.gov/cfs/toolkit/archived.html) and the National Institutes for
Health (NIH) has produced a report which acknowledges the harm done to patients
(http://annals.org/article.aspx?articleid=2322804); their conclusions were based
on comprehensive reviews of over 9000 peer-reviewed research papers and
testimony from expert researchers and clinicians.
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Does this not provide the answer to Friedberg’s question as to why CBT is so
vilified in the ME/CFS community?
Diverting scarce resources from biomedical research by funding psychosocial
interventions that have been conclusively proven to be ineffective can only harm
patients further.
Money must now urgently be made available by institutions such as the MRC for
research that is relevant to the disorder; for example, Professor Faisal Khan
(recently appointed to the Chair
of Cardiovascular Sciences, Division of
Molecular and Clinical Medicine at the University of Dundee) is working on NRF2
(nuclear receptor factor 2) in ME/CFS patients and his work ties in with the study
by Japanese researchers who looked at index markers in ME/CFS patients with
dysfunction of TCA (the tricarboxylic acid cycle, also known as the Krebs cycle,
which is the biochemical pathway used to generate energy) and urea cycles
(http://www.nature.com/articles/srep34990).
Behavioural researchers who for over 30 years have shown disregard for the
scientific process should have no influence on future research.
Patients with ME/CFS do not need “behavioural” guidance from a profession which
has visited such harm upon them.
To spell it out: directive CBT does not work for patients with ME/CFS and it is time
that those psychologists and psychiatrists who insist that it does returned to
reality.

Professor Malcolm Hooper
15th October 2016
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Leading
Infectious
Disease
Specialist Jose G. Montoya, MD,
To Be Recognized As A 2016 Top
Doctor In Stanford, California
.

Jose G. Montoya, MD, infectious disease specialist,
Professor of Medicine at Stanford University and
Stanford Hospital, and Director of the Palo Alto Medical
Foundation Toxoplasmosis Serology Laboratory, has
been named a 2016 Top Doctor.
Top Doctor Awards is dedicated to selecting and
honoring those healthcare practitioners who have
demonstrated clinical excellence while delivering the
highest standards of patient care.
Dr. Jose G. Montoya is a very experienced physician,
having been in practice for more than 30 years. His medical career began in 1985,
when he graduated from Universidad del Valle-Division of Health Sciences in Cali,
Colombia, South America. After moving to the United States, an internship and
residency were completed at Tulane University in New Orleans, followed by a
fellowship at Stanford University.
With his wealth of experience, and an international reputation for clinical and
diagnostic excellence, Dr. Montoya treats a wide range of infectious diseases,
including infections in patients with cancer, transplants, and compromised
immune systems. He is also a specialist in the treatment of chronic fatigue
syndrome, and is regarded as one of United States foremost experts in
toxoplasmosis. He has served as Director of PAMF-TSL (the United States National
Reference Laboratory for the Diagnosis and Management of Toxoplasmosis) for
more than 15 years.
A s well as hav ing a busy practice, Dr. Montoya has also written over 140 medical
papers and book chapters on toxoplasmosis and infectious diseases. Furthermore,
he is a public speaker in high demand on these subjects, and his expertise and
dedication in this field makes Dr. Jose G. Montoya a very worthy winner of a
2016 Top Doctor Award.
Source: http://bit.ly/2e1qrqa

Submitted by Ellen Piro
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News From The Open Medicine
Foundation
.

$260,000 for ME/CFS Research
We are thrilled to announce that we just received
two very generous gifts totaling $260,000
($160K and $100K) from two extremely
dedicated families adding to our tremendous
strategic donor alliance working together for a
cure.
These generous donations allow us to expand the
OMF End ME/CFS project with novel and
systematic approaches leading towards a better
understanding of this devastating disease and
towards our top priority, to find effective
treatments.
We also thank all of our generous donors from 27
different countries that continue to keep us moving ahead to find a cure.

OMF AWARDED TOP-RATED CHARITY FOR 2016
With your help we did it! OMF has been honored with one of the first Top-Rated
Awards of 2016 from GreatNonprofits!
Our supporters wrote wonderful reviews including statements like, "The Open
Medicine Foundation has been for me a pillar of HOPE" and "They have kept me
informed almost daily of discoveries and advancements being made through social
media and by newsletters."
Your reviews inspire us and inform the community of the value of our work. We
appreciate all of your contributions and look forward to continuing to work
together to help patients around the globe! Please feel free to add your review of
OMF, too (http://bit.ly/2efsVwk).

NIH DIRECTOR FRANCIS COLLINS RESPONDS
Due to exceptional outreach from advocates around the United States, 55
members of Congress signed a letter urging the National Institutes of Health (NIH)
to increase funding for ME/CFS research. NIH currently spends approximately $2
per patient with ME/CFS compared to $255 per patient with multiple sclerosis and
$2,482 per patient with HIV/AIDS.
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Janet Dafoe helped to bring the ME/CFS community together to work with
Congresswoman Anna Eshoo and raised our voices. There was a loud outcry from
patients to support this effort and we all felt it was a positive step forward.
This week Congresswoman Eshoo shared Director Francis Collins' response to
the 55 Congressional members with Janet (http://bit.ly/2emMr9E). We
encourage the US patient community to continue pressuring NIH to step up to the
plate and help ME/CFS patients with increasing funding!

Source: OMF newsletter October 2016
http://www.openmedicinefoundation.org/news/
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Science To Patients

.

Currently the Dutch ME/cfs Association is broadcasting seven
webinars of Dr. Byron Hyde from Canada. At the moment
three out of seven have been published as specified:
Webinar 82. Introduction https://youtu.be/8rFLQ-StC5A
published September 21, 2016
In this webinar Dr. Byron Hyde talks about:
0.45 How did you get involved in ME?
4.32 What is ME?
6.45 Definition of ME
Webinar 83. Symptoms of ME https://youtu.be/tUujzkBo_jg
published October 5, 2016
In this webinar Dr. Byron Hyde talks about:
0.12 The core-symptoms of ME in 1905
2.05 Shifts in insight in ME and CFS
5.15 Exclusion disorders and their importance
7.47 Other diseases confused with ME
Webinar 84. CFS https://youtu.be/tPFYxpreesE
Published October 19, 2016
In this webinar Dr. Byron Hyde talks about:
0.13 What is CFS?
2.34 Why separate CFS from the term ME/CFS?
5.24 What is SEID?
7.52 ME; myalgic encephalopathy or encephalomyelitis?
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NCNED
Latest
Publications

Updates

And

.

NCNED is pleased to release the following update of world first discoveries this
year in CFS/ME:
NCNED discovered significant associations of transient receptor potential
(TRP) ion channel families from CFS/ME patients.
NCNED discovered significant reductions in TRPM3 receptors on the cell
surface of natural killer (NK) cells and B cells from CFS/ME patients.
NCNED discovered significant reductions in intracellular calcium as well as
stored calcium in NK cells from CFS/ME patients.
NCNED discovered significant changes in intracellular calcium-regulated
genes from NK cells as well as cell signalling changes that are important for
NK cell function and cytokine production in CFS/ME patients.
NCNED aimed to determine if all these changes in NK cells were due to
dysfunction of the TRPM3 receptors located on the cell surface of these cells.
NCNED now reports that the significant reduction in NK activity as well as
changes in intracellular signalling is associated with low intracellular calcium
ions in NK cells through the impairment of TRPM3 ion channels.
NCNED highlights these significant findings as the inability to allow sufficient
calcium ions to move inside the cell with dysfunctional TRPM3 receptors.
Importantly the significant dysregulation of TRPM3 receptors NCNED has
identified is not confined to NK cells. TRPM3 receptors are located on nearly
all cells in the body. The dysfunction of TRPM3 NCNED has identified
suggests this receptor is involved in CFS/ME pathology.
We thank every participant, donors, the Stafford Fox Medical Research
Foundation, Mr Douglas Stutt, the Alison Hunter Memorial Foundation, the
Queensland Government, the Mason Foundation and Change for ME.
Without your support these pivotal studies would not have been possible. We are
continuing to explore every possible pathway for successful therapeutic
interventions.
As our research continues we would also like to announce our latest published
paper below.
Nguyen T, Johnston S, Clarke L, Smith P, Staines D, Marshall-Gradisnik S:
Calcium mobilisation in natural killer cells from Chronic fatigue syndrome/Myalgic
encephalomyelitis patients is associated with transient receptor potential
melastatin 3 ion channels. Clin Exp Immunol 2016 http://bit.ly/2dQaLG9

Source : http://bit.ly/2dFJYcw
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10. Severe ME
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The Carer & The Taken Care Of

.

As a carer one learns to live one’s values, to “walk one’s talk” , to practice what
one preaches, however imperfectly, about love and compassion : because one has
to; one is intimately bound up in the situation.
How can anyone understand what you go through ?
What the carer does, through struggling, unbelievably alone, with the neverending reality of supporting someone with a chronic illness is of profound
importance in the scheme of things that really matter; the values of the Kingdom.

To live in a situation of oppression and constant suffering, we need to live fully in
the moment, expressing all of ourselves, not just the compassionate, kind , caring
side, but also the fierce , fighting, aware, assertive , self- contained, courageous
side of ourselves.
Truly our light can burn brightly, can shine through all eternity when we live as
our true selves in all our complexity.
A whole that is unique, beautiful, powerful, alive.

Holy Way
Source: http://bit.ly/2ecU9q0
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11. Events
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IACFS/ME Biennale Conference

.

October 27-30, 2016 the 12th International Research and Clinical Conference will
be held in Fort Lauderdale, Florida, USA at the Westin Fort Lauderdale Beach
Resort.
IACFS/ME anticipates an exciting, informative program including their signature
opening day workshops for clinicians and their unique lecture series tailored for
patients and their supporters. Days 2-4 will include poster sessions, oral
presentations, networking events, and a gala reception and dinner on Saturday.
The Institute for Neuro Immune Medicine at Nova Southeastern University, based
in Fort Lauderdale, will also be hosting a special pre-conference day of talks on
October 26.
Speaking/chairing on Thursday 27th October are among others John Chia, Mark
VanNess, Peter Rowe.
On Friday 28th October: Oystein Fluge, Mady Hornig, Kenny DeMeirleir, Jose
Montoya, Dan Peterson, Olav Mella, Lucinda Bateman, Madison Sunnquist
On Saturday 29th October: Nancy Klimas, Leonard Jason, Stacy Stevens, Mark
VanNess, Anthony Komaroff, Ben Natelson
Highlights of the conference include a day-long series of talks on October 27 aimed
at patients and their caregivers (featuring national and international experts), Dr.
Vicky Whittemore and National Institutes of Health staff discussing their renewed
ME/CFS research program, and discussion of the latest treatment options and
research.
Source : http://bit.ly/2dHBsrt
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The Institute For Neuro Immune
Medicine (INIM)
.

At Nova Southeastern University (NSU) is proud to host “Complex Neuro
Inflammatory Conditions: GWI and ME/CFS”, a day-long event on Wednesday,
October 26th from 10 AM to 7:30 PM, on the main campus of Nova Southeastern
University in Davie, Florida.
As the “local” hosts, the INIM will showcase INIM researchers, students and
physicians with poster presentations and panel discussions on various aspects of
our work on ME/CFS and GWI. Highlighting a theme encouraging collaboration,
the INIM team and fellow NSU collaborators, will host a panel discussion of leaders
from the Centers for Disease Control, National Institutes of Health, Department of
Defense, Veterans Affairs and Open Medicine Foundation to examine the power of
collaboration in understanding complex medical conditions such as GWI and
ME/CFS.
Amongst the panel members are Gordon Broderick, Ron Davis, Mary Ann
Fletcher and many others. See http://bit.ly/2dHCP9T
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Webinar Prof. Komaroff

.

Three weeks from today, to be exact on Thursday, Nov 10, 2016 7:00 PM - 8:00
PM CET, SMCI’s 7th webinar of this year will be held with Anthony L. Komaroff,
MD, Simcox-Clifford-Higby professor of medicine at Harvard Medical School and
senior physician at Brigham and Women’s Hospital in Boston, Massachusetts.

Register here: http://bit.ly/2dtLDi8
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ME/CFS Thought Leaders Come
Together For SMCI Research
Advisory Council Meeting
.

On Saturday, October 8, 2016, the Solve ME/CFS Initiative brought together some
of the top minds in ME/CFS clinical care and research to collaborate on the key
issues facing ME/CFS today. Dr. Vicky Whittemore of the National Institutes of
Health (NIH) also joined our discussion.
RAC meeting participants were SMCI President Carol Head; Michel Silvestri,
PhD, Sweden; Dr. Vicky Whittemore, NIH; Sheila Stewart, PhD, WashU;
Natalie Block, MD, MPA, Mount Auburn; Anthony Komaroff, MD, Harvard;
SMCI Vice President for Research and Scientific Programs Zaher Nahle, PhD,
MPA; Jose Montoya, MD, Stanford; Cindy Bateman, MD, Bateman Horne
Center; Sue Levine, MD, CFSAC; Peter Rowe, MD, Johns Hopkins Medical
Center; and Andy Kogelnik, MD, PhD, Open Medicine Institute

Read more http://bit.ly/2dsKxbs
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12. ME And Children
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The T Rex In The Room

.

Speech given by Jane Colby at the Tymes Trust Awards, House of Lords, 30th
June 2016
An introduction to the Tymes 2016 leaflet Paediatric ME, CFS, SEID for Families
and their GPs
Because I was a GP’s wife, I know that GPs need practical ways to help patients
where there is no curative treatment. And they also need knowledge of what
treatments, or types of management, might be actively unhelpful.
Because I was a headteacher, I know how education can be modified for sick
children so they can achieve whilst protecting their health and recovery.
And because I got ME (diagnosed by that name) from a coxsackie B virus, I have
personal experience. But of course, I have also learned a huge amount through
working with medical professionals who understand ME. And when I say ME, I do
mean, ME. More of that later.
The late Dr Alan Franklin was one of the foremost experts in paediatric ME, and
it was a real privilege to work with him on the Chief Medical Officer’s Working
Group on CFS/ME. This leaflet I’m holding, which we’re launching today, has been
produced in commemoration of him and his wonderful, compassionate work for
children. Everyone respected Alan and he still is sorely missed. Now some of that
personal information is in the leaflet. There’s a reason for that.
OK, so here was the challenge. One sheet of paper. Why? And what’s it all about?
First, the Why. Over my years dealing with - and suffering from - ME, I’ve worked
with some pretty eminent doctors. Dr Elizabeth Dowsett was my first. She was
a renowned microbiologist who probably knew more about ME than anyone in the
medical establishment at that time. She diagnosed me, she demonstrated the
cause, through tests - a virus related to polio. She told me that mine was almost
the severest case she had ever seen. And she asked me to help her, long before
I was really well enough (and she got told off for it by my mum, who was my main
carer!) She asked me to help spread knowledge of ME in children, and that was
how our schools research began.
We discovered that no other illness causes such long-term sickness absence from
school. It really is that disabling and Lord Clement-Jones (founder-patron of the
Tymes Trust, ed.) has explained to you one of the reasons for that. Among the
doctors I’ve worked with, including our guest Dr Charles Shepherd, there was a
GP with whom I wrote articles. He called me in to advise the local education
authority in a very severe paediatric case of his. He said to me: “Hmm. GPs. Keep
it to one sheet!” We’ve taken his advice.
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What’s it all about?
Well, we thought it was high time to tackle the Tyrannosaurus Rex in the room the thorny issue of how ME and CFS are actually not the same thing, and why the
present emphasis on fatigue is potentially unsafe for
people who would once have been diagnosed with ME myalgic encephalomyelitis - as originally described by
Ramsay - but who now either go undiagnosed or more
likely end up under another illness name such as postviral
fatigue or CFS - Chronic Fatigue Syndrome. That’s
important because it affects treatment and for children, it
affects the type of education recommended too.
I made a typing mistake when I first typed Tyrannosaurus
Rex. I put a y in the middle. “Tyranny saurus Rex”. I thought that was spookily
accurate. The fatigue label and the recommendations that have followed from it
have become a tyranny. I don’t need to tell you how oppressive it is to have your
children forced to school when they are not yet well enough, and when there is an
excellent replacement in virtual education. The Establishment can be a bit of a
dinosaur when it comes to this type of revolution. There are those who seem to
believe that there is some kind of moral virtue in just getting to the school building,
never mind the educational results.
And then I suppose there is the fear: we surely can’t buy in a virtual education
course for this child - suppose they all want one! But the bottom line is - a child’s
needs must be catered for. That’s the law.
Tymes Trust, whenever it can, sticks to talking about ME. But this is an occasion
when it is important to give you one sheet that your GP can see is fully medically
referenced, explains how ME, CFS and SEID (systemic exertion intolerance disease
- a name suggested by the American Institute of Medicine) relate to each other,
and carries medical authority for the information within it.
Of course, doctors, patients, me - author of the leaflet - we’re all human.
Connecting personally with other people is what it’s all about. In the final analysis,
GPs want solutions for their patients. We hope this will help.
You are welcome to redistribute or reprint this document without seeking our
permission provided: 1) you do not abbreviate, add to, or change the text in any
way; 2) the authorship information is retained; and 3) http://www.tymestrust.org
is credited as the source.
Link to the leaflet Paediatric ME, CFS, SEID for Families and their GPs:
http://www.tymestrust.org/pdfs/mecfsseid.pdf
Source : http://www.tymestrust.org/pdfs/mecfsseidintro.pdf

Submitted by Jane Colby
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Help
Karina
Save4Children

–

Donate

To

http://let-me.be/page.php?11 is the donationbutton for all major languages
The charity Save4Children has been created by the editors of the ME Global
Chronicle (http://www.let-me.be) and helps parents whose children have been
forced into psychiatric wards by authorities, to try and set them free by legal
procedures.
After the release in 2015 of the German girl who came to be known as Joanna,
it was decided to focus the fund entirely on Karina Hansen, who is kept hostage
of the Danish psychiatric system since February 2013.
The news about Karina is reported after this appeal, and also in the 5th blog of
Valerie Eliot Smith as included in this issue under the title ‘Karina Hansen, a
little progress?’
The new most proficient lawyer Christina Poblador is studying the case and
trying to find openings.
Donations made to this fund will presently solely be used to provide financial
support for expenses, needed to try and set free Karina.
A sum of € 35,= has been donated since the publication of MEGC 18, bringing the
credit balance to € 3.714,74. Obviously if mrs. Poblador will continue to work on
Karina’s case, fees to her will have to be paid. So please continue to donate as
there seem to be legal openings.
We also published a very detailed and extensive article by Valerie Eliott Smith in
MEGC 16 (http://let-me.be/request.php?31, p. 48-52) in which she gives a
chronologic oversight of the course of events from the moment Karina was taken
by force from her parental home.

Karina’s present situation & forthcoming birthday
Three Wednesdays in a row Karina's parents have been able to pay Karina a
visit.
It was a friendly physiotherapist who let them in the first time.
And since then Karina has nodded YES to see her parents when the staff have
asked her if she wanted to see them.
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Karina can nod and shake her head and in that way indicate that she understands
questions.
The visits cannot be very long for Karina gets tired very quickly.
Karina is pushed around outside in a wheelchair by the staff, and she can walk a
very short distances with a walker.
Karina's phone has resurfaced, and the physiotherapist helped to exchange
phone numbers with the parents, but Karina does not speak.
On November 7th this year, it will be Karina Hansens fourth birthday since she
was forcibly abducted from her home and family. Karina's story is well known to
most people with ME and for the last three years, the worlds ME community have
campaigned on Karina's behalf to get her freed from the grip of Per Fink, the
Danish state sponsored psychiatrist who erroneously believes that he can cure ME
with exercise therapy, CBT and mindfullness.
The address to send your cards is her family home, where her parents will deliver
them to Karina. She seems better this year, following the access she now has with
her parents, so normal birthday cards will be fine.
Ketty og Per Hansen
Kløvermarken 8
7500 Holstebro
Denmark.

With thanks to Bente Stenfalk & Robert Owensen
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13. News from
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Australia

.

SUPPORT GROUPS Queensland, Australia
ME/CFS/FM Support Association Qld lnc
Central meetings at Dr Price Room, 6 Little Street Toowoomba
October….
5th October 2016
10.00am – 12.00pm Caring and Sharing
November ….
2nd November 2016 - AGM
10.00am – 12.00pm Caring and Sharing
December ….
7th December 2016
10.00am – 12.00pm Caring and Sharing
BRISBANE & LOGAN CITY
Fibromyalgia Support Meeting, 3rd Thursday of
the month at Logan Hyperdome Library,
66-70 Mandew Street, Shailer Park - 2 pm

Judy Everett
Info packs, monthly newsletter &
phone support

(07) 3489 1404

BRISBANE WEST
ME/CFS/FM/MCS Support & Activism

Sylvie

(07) 3876 7938

CROWS NEST Support Group
Phone support only

Group Leader:
Berrie Cawthorne

(07) 4698 4715

FRASER COAST FM/CFS/ME Support Group
Judy Vickers
Maryborough Community Health Centre,
Anaree Nelson
Conference Room, inside front door and turn
left
167 Neptune Street, Maryborough
1st Monday of each month from 9.30 – 11.30am
(except January)

(07) 4121 6910
(07) 4123 5518
Mobile: 0409 453
397

FIBROMYALGIA, CFS/ME Gold Coast
Ring for meeting details

Mobile: 0406 154
766

Group Leader: Carol Baker
fmcfsgoldcoast@gmail.com

NORTHERN SUNSHINE COAST (FM/CFS/ME) Group Leader: Sandy Eastman
Self Help Group
Phone support only

(07) 5471 0039

ROCKHAMPTON
Phone Support Only

Mobile: 0403 391
388

Marilyn Gavranovic

ROSEWOOD
Contact person Judy
(07) 5464 2227
FMS Support Group
Rosewood Community Centre School
10 am—11.30 am 3rd Thursday of every month St
TAMBORINE MOUNTAIN Support Group
Phone Support Only

Group Leader: Jeni Uhlig

(07) 5545 3134

TROPICAL NORTH QUEENSLAND
SMITHFIELD

peter@tnq-support-group.net

(07) 4057 5920

TWEED HEADS CFS/ME/FMS Support Group
10.45am 1st Friday of the month
South Tweed Sports Club

Group Leader: Bronwyn Sonter
bronwynsonter@gmail.com

(07) 5593 9319

Source: The Queensland Communicator
90 Back to Table Of Contents

Society Reponse To Advertiser Article
An article entitled "'Yuppie flu' is real, say researchers" appeared in South
Australian newspaper “The Advertiser” (http://bit.ly/2dvHDAR) on Wednesday 31
August. (A longer version of that article appeared in the Scottish Daily Mail
(http://bit.ly/2emHXQ2).)
The Australain ME/cfs Society wrote the following Letter to the Editor in reply, but
it was not published:
Letter To The Editor
Thank you for reporting on the latest ground breaking research into Myalgic
Encephalomyelitis / Chronic Fatigue Syndrome (ME/CFS).
It is disappointing that headings like yours, It is real, and the use of Yuppie Flu
are recycled when the US Institute of Medicine (http://bit.ly/2efpoyi) stated in
their Feb 2015 report (http://bit.ly/2dJr2HK), after looking at over 9,000 scientific
papers, ME/CFS is a serious, chronic, complex, systemic disease that often can
profoundly affect the lives of patients. South Australian scientists who contribute
to ME/CFS research have long understood how real it is.
For over 7,000 South Australians with ME/CFS, 25% of whom are housebound or
bedbound, everyday tasks like showering, sitting up or reading can exacerbate
symptoms. The ability to participate in life is severely restricted and can be
profoundly isolating. The author of this new research lists seven affected bodily
systems, including metabolism, immunity, and the autonomic nervous system,
each of which produces disabling symptoms. For people with this illness, every
aspect of functioning is disrupted.
Please consider introducing ME/CFS news with the same respect you would afford
other disabling conditions.

South Australian Health and Medical Research Institute (SAHMRI)
Research participants wanted
Chronic fatigue syndrome: Leptin, interleukin 6 and clinical symptoms.
The purpose of this study
To evaluate the relationship of the hormones (cytokines) Leptin and Interleukin6 on the symptoms of Chronic Fatigue Syndrome. We can test these by using a
blood sample. We are also embarking on the development of a genetic database
for CFS.
Who are we looking for?
Adults 18-65 years-old. Participants must be fluent in English. People able to
answer simple questionnaires without any help from others. You must also be
non-pregnant and not breastfeeding.
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Those without serious active medical or mental illness that may affect the results
for Chronic Fatigue Syndrome. We will exclude Obesity Class II (World Health
Organisation) Body Mass Index greater than 34.99.
Those not taking medications such as sleeping pills. Those not using illicit drugs
or abusing alcohol in the last 3 months.
People taking low doses of antidepressants such as Endep/Amitriptyline or an SSRI
(for sleep and pain) can be included in the test. However, people taking larger
doses, prescribed specifically for depression, are excluded.
Healthy Participants
We also want healthy people to participate. You will undergo the same procedures
as those with CFS. This will enable us to compare healthy people and those who
have CFS.
What are we going to do?
Ask you questions regarding your medical history (past and present), including
mental health, your mood, food intake, smoking and alcohol consumption.
Assessment part 1: An initial interview and questionnaires, then collect 19mls
of your blood for a health assessment (Approximately 3 hrs.).
Assessment part 2 (9.5 hrs. - 8am to 17.30 hrs.): Complete a DEXA scan (dualenergy X-ray absorptiometry) and take bloods across a normal day (9am –
5pm), taking blood samples every 7 minutes. A cannula will remain in your arm
throughout the day allowing us to take the samples easily. You will complete
some visual scales to indicate how you are feeling each hour. A genetic sample
will be taken from this phase of the assessment (phase two). Please note that
the genetic sample is for use in later research into CFS, and will help us develop
a genetic database for this disease. We will provide you with food, drinks and
entertaining material (iPad / magazines / TV).
Your samples and research data will be de-identified which makes them
anonymous.
Participants who complete the study (must include assessment part 2 described
above) will be given a $100 voucher for participation in this study.
The Bellberry Human Research Ethics Committee has reviewed and approved this
study in accordance with the National Statement on Ethical Conduct in Human
Research (2007) – incorporating all updates.
If you want to participate, please contact:
Dr Michael Musker, Research Fellow,
SAHMRI Mind and Brain Theme: http://mb.sahmri.com/
Or Tel: (08) 8128 4714
Or Email: michael.musker@sahmri.com

Submitted by Melanie Smith
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Belgium

.

It’s a busy time and day. First we had #MillionsMissing in The
Hague and all those other cities across the globe on September
27th, then came the Brussels marathon on October 2nd in
which Mike Harley competed and on October 15th we also had the screening of
Forgotten Plague by the WUCB in Antwerp.

Belgium was also represented by a small delegation at
the #MillionsMissing action event in The Hague and,
despite the worldwide protest attracting much attention
in the Dutch and foreign media, the Belgian side
remained as silent as the dead.

Screening of Forgotten Plague
by the WUCB in Antwerp on
October 15th.

I’ve attended a presentation which discussed, among many things, the stigma
attached to chronic pains. This presentation was held by professor dr. Philippe
Persoons, who works also as a coordinating psychiatrist at the sole CFS center
in Belgium. After the presentation, I was given the opportunity to speak to him
about his opinion on CFS centers. We also discussed the PACE trial. Though a
plethora of work is due, I still maintain hope for what the future shall bring.
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One of the things he said was that regardless of
whatever name we affix to the ME, it has never been
a psychological disorder, but it is multifactorial. Ergo,
he thinks the autonomous nervous system is of
fundamental importance.
Every patient should be administered their own
individual treatment, as the illness manifests itself in
multiple ways.
Though exercise is important, the gradual exercise
program cannot be applied to every patient in the same way, and thus a personal
form of treatment is due. Therefore, there are no standard treatments that
physiotherapists ought to follow.
Perhaps we should allow the professor to provide a more extensive speech in one
of the next publications of the MEGC.

The CFS contact group has issued - at the behest of
Pieter Herwege - a request of dialogue with all
involved parties to take action. Let us hope that,
besides all the other important matters, the
acknowledgement of ME be one of the main points of
action.
It would be a great start if we started to distill ME out
of the CFS paint bucket, and let the illness be
acknowledged as the World Health Organization has
already done in 1969. That was fifty years ago. Let’s get with the times.

Submitted by Eddy Keuninckx
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Finland

.

The Finnish CFS Association sent a letter to various public
authorities via email.
In the letter they expressed their concern about therapies and
treatment of ME-patients in Finland and issues of their livelihood.
They also requested collaboration forwarding those issues.
Now they are waiting for answers to the letter.

Submitted by Paula Aarnio
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France

.

During his stay in France to run the marathon of Toulouse, Mike
Harley interviewed Marie from ASFC (Association française du
Syndrome de Fatigue Chronique) about what it's like for people in
France with ME with thanks to Katharine Cheston and Juli
Persson for translating/co-ordinating.
Do you know of any support groups or associations in France for those
suffering from ME/CFS? What are their aims?
There is the ASFC (Association française du Syndrome de Fatigue Chronique), that
works in collaboration with a Scientific Board, aims to welcome, inform, and
support those suffering from ME/CFS, and to direct them to hospitals with a special
interest in the illness. They also support a French research programme, which the
Scientific Board is currently finalising, alongside working on developing a
programme of therapeutic education and participating in studies on chronic
conditions (such as providing data for epidemiological research).
There is also another support group, SFC-EM.com, which also has a Facebook
page, and offers its members additional information about the illness.
Are there doctors who would be interested in the research into ME/CFS and
the recent scientific advances?
Yes, there are researchers working on ME/CFS in France, and two members of
ASFC’s Scientific Board are on the Management Committee for the European
programme of research into ME/CFS, EUROMENE.
Do you have an idea of the amount of people who suffer from this disease
in France?
Around 150,000 people suffer from ME/CFS in France.
How do doctors and government officials perceive ME/CFS in France?
ME/CFS is not currently recognised by the Department of Health in France, and
the illness is poorly understood by medical professionals, especially by general
practitioners, who are often the first point of call in cases of persistent fatigue.
ME/CFS patients are therefore under-diagnosed in France, and their disability is
not recognised.
How difficult is it to get a diagnosis of ME/CFS?
It can sometimes take many years, due to the lack of medical education on this
disease.
What treatment is currently prescribed to those suffering?
There is no curative treatment currently available, but general management can
improve certain symptoms. Each patient reacts very differently to the same
management techniques, so each individual has to take an active role in their
treatment and experiment in order to find something that might help to relieve
some of their symptoms.
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Are there any specialist clinics for ME/CFS patients in France?
There are five hospital centres in France that can make a diagnosis of ME/CFS:
Lille, Marseille, Nancy, Angers, and Lyon.
Do patients receive adequate support? Can they receive disability benefits
when they are unable to work?
Support for ME/CFS patients in France is still very uncertain and often very difficult
to obtain. Despite suffering very severely patients often find that their disability is
not recognised, and this adds to their suffering.
What does the future look like for ME/CFS patients in France? Is there reason
to be positive? What could be done?
There is a lot left to do, but it is encouraging to see that some doctors really seem
determined to improve things. However, there needs to be many more doctors
like this, and they need the means and the support from the government. It is
incredibly important that institutions recognise this disease, and the disability it
causes, in order to reduce the medical neglect and mistreatment that has such a
devastating impact on society.

Source : http://www.mikeseumarathons.eu/france.html

Slightly shortened by the editors of the MEGC
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New-Zealand

.

Old yet always new: a contribution from New Zealand.
From the Land of Rejection to the Island of Recognition
The Importance of Support
Building and maintaining a strong support system is a vital component of our selfcare plan: it is the most vital, the most important. International studies prove
that support from those around them enables people with chronic long term illness
to cope with the psychosocial challenges of their illness and improve their
outcomes and quality of life.
It takes a long time for those newly diagnosed with a chronic long term illness
such as ME/CFS to come to terms with their diagnosis. It is often a time of
bewilderment and anguish. There is an intensely profound and real grieving
process that takes place as we say goodbye to our former lives, our former selves
and what we believed defined us. There are countless losses and changes to
integrate. These involve not just the physical limitations that the illness imposes,
but the devastating impact on our finances; our social interaction and
connectivity; our career; on all our relationships; our emotional robustness; on
our dreams and aspirations and all we formerly held dear.
Perversely and sadly, for most of us, it is at this time we find our friends, family,
our former social and emotional networks are unable to cope with the ‘new’ you
withdrawing their support and presence. When we need our support networks
most they dissipate leaving us isolated and vulnerable. This a lonely and
disempowering place to be. This is a new landscape, a new land for which we
don't have a map - this is the Land of Rejection.
Speaking and being with people who share our disease, hearing the stories of their
journey, what strategies they use to cope and what symptom management
techniques keep them well both educates and empowers us. Connecting with
someone who understands, who has empathy, who ‘gets' it, who speaks the
language of the disease, who has a map to this new land and who ‘lives' it is
crucial to our wellbeing on every level.
The benefits of participating in support groups include feeling less lonely and
isolated; mutual understanding and support; access to shared wisdom and
knowledge; a sense of empowerment and control; enhanced self management
techniques; neutral ears (my term for talking about your fears and concerns to
some outside your inner circle or family) and above all a sense of community and
a sense of belonging.
Support groups have their own life force with members being at different stages.
Each person has something valuable and profound to contribute. Those who are
further along on their journey can be empowering as they share their stories and
knowledge within the group. That shared wisdom and mutual support are two of
the most powerful forces within a support group. That is the power of support.
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We can’t change our condition - it is out of our control. We can however change
how we relate to it. It is part of our life but not all of our life – it does not define
who we are.
It is up to each of us to live our own ‘best life’ and with the support of each other
we can do exactly that.

Arohanui
Sandra Forsyth Vice Chair,
WellMe Wellington, New Zealand
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Norway

.

The Norwegian ME-Association (http://bit.ly/2epIdk0) is quite
active these days either with lobbying for better rights for MEpatients or raising funds for more research on ME.
We have 3500 members spread over the whole country and these days we are
preparing for the first National Convention from November 4-6, 2016, where
delegates from all regional teams will be present. In other years, these had the
form of annual meetings.
This year we will focus on strategy for the upcoming years.

We also joined the grassroot demonstration on the 27th of September arranged
by Millions Missing, in front of the Norwegian Parliament in Oslo.

Besides all that we follow the international news about new findings within the
different research areas, and of course we are looking forward to the autumn of
next year, when Mella and Fluge will announce their findings of the Rituximab
study at Haukeland Hospital in Bergen.

These days the national budget for 2017 is discussed in Parliament. We will take
part in a hearing arranged by the Health Committee with the Parliament next
week, where we will demand more clinical studies and to build up a better system
for follow up of out-patients. This in order to render better services for those MEpatients who don’t have the possibility to leave their houses. We will see how it
goes.

Submitted by Olav Osland

Norwegian Needs Identified research on ME (NEEDS-ME)
The Norwegian Forskningsradet (Research Council) is allocating a maximum
amount of NOK 30 million (± € 3,3 million/$ 3.725.000) to research on ME.
Processing of applications will take place in two stages.
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In the first step simplified applications have to be submitted before 11/23/2016.
The titles of all applications will be published on the Research Council’s website as
a list of applications under consideration. The project summary can be forwarded
to experts when they are asked to consider the application. The title and summary
must not contain sensitive information.
An important characteristic and differential criterium for CFS/ME is exertional
symptom exacerbation (PEM). Studies of PEM may be important to understand
the causes and identify possible treatments. Projects which aim to uncover the
causes of CFS/ME must have a specific and well-founded hypothesis and
appropriate research design and methods. The studies must - where appropriate
- have randomized patient selection and appropriate controls, often including
other patient groups with comparable symptoms, and healthy subjects.
Only invited candidates from the first round have the opportunity to submit a
complete application for research projects in the second round. The deadline for
submission of complete application is scheduled for 15 March 2017.
Objectives:
NEEDS-ME will fund research on the topic of chronic fatigue syndrome/ myalgic
encephalomyelitis (CFS/ME), a serious disease with unclear etiology. Presently
there is no effective medical treatment.
The following requirements and constraints apply for the grant application to:
Canadian criteria must be used (possibly Jason's criteria for children and
adolescents). To gain more knowledge about the variation in the patient
population diagnosed with CFS/ME, other criteria can be used as well. Use
of additional criteria must be justified.
Mental disorders are frequent and important differential diagnoses of
CFS/ME. In research on the causes and treatment of CFS/ME it is essential
to exclude patients with mental illness and other diseases involving chronic
fatigue.
In treatment studies (interventions) objective measurement of
symptoms/effects of the treatment should be included, in addition to selfreporting effects.
Research that may lead to a measurable biological marker for CFS/ME, will
be of great importance for the diagnosis of disease.
There is growing national and international research on ME. Project
applications must build on this research and show how the project can create
additional value. National and/or international cooperation across
disciplines, competencies and professions are important and will be
considered positive.
The program objectives for the three health programs that provide funding are:
Improved health and quality of life (HEALTH)
Good and accurate diagnosis, treatment and rehabilitation (CARE)
Good and effective health-care and welfare services (HELSEVEL)

Source : http://bit.ly/2d9pOF6
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Northern Ireland

.

Millions Missing in Northern Ireland
The event was very successful in that approximately 30 MLAs attended to offer
support and were each given a charity information pack.
A quote from our host, Jo-Anne Dobson Member of The Legislative Assembly for
Northern Ireland (MLA) at our Millions Missing event 27/9/2016 outside
Government
Headquarters,
Stormont Buildings, Belfast:
“Hope 4 ME & Fibro brought the
global
#MillionsMissing
demonstration to MLAs at Stormont
& I was delighted as always to host
them!
Today we asked for 3 things Respect,
Research
Funding
&
Realistic Treatments!
We heard from speakers how too
many families are left with the
nightmare and daily battle.
The shoes represent those who
couldn't be with us today - the Millions Missing out on their lives because of
decades of neglect from Government.
However, change is slowly coming & it's because of people like Joan, Sally,
Belinda & countless others who continue to take on this fight."

Submitted by Joan McParland
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The Netherlands
ME isn’t MUPS: http://bit.ly/2e2Nsq7 please sign this petition in
solidarity with the Dutch ME-community. Arising out of a
successful citizen initiative to recognize ME as a biomedical
illness and get funding for biomedical research, training, treatment and a new
insurance protocol for ME-patients (the current CFS-guideline only promotes CGT
and GET), the Dutch parliament has instructed the Health Council to re-evaluate
the illness ME based on the current scientific state of art.
For that purpose, the Health Council formed a commission in which – and that is
quite unique – two patients’ representatives are represented, but also four
exponents of the BPS-approach of ME (MUPS). Direct after announcement of the
composition of the commission, a petition started that is named ‘ME isn’t MUPs’,
which is already signed by almost 6000 supporters from all over the world. The
petition demands replacement of the four mentioned members.
Help the Dutch community by signing this petition, and don’t forget to confirm
your sign in the email you’ll receive: http://bit.ly/2e2Nsq7

Millions Missing Holland was a great success, thanks to the efforts of a small group,
mostly consisting of severe ill patients. In between 800 and 1000 pairs of empty
shoes were exposed on the Plein, just before the building of the Lower House.
There were interviews, a lot of press-coverage, TV recordings and a speech by
almost the only clinician in the Netherlands who is committed for the rights of MEpatients, cardiologist Frans Visser.
And there were pictures taken, many of them, from the silence of the
impressiveness, in particular in memory of the ones who by means of ME
permanently disappeared from this world.
A month later, the organising team is still recovering from this, almost
superhuman, efforts that came with the organisation of this event both
organizational and logistic. However, there is a chance a similar action will take
place in May 2017.

The ME/cfs association sent a large questionnaire among 629 members and nonmembers with many questions on the experiences of ME-patients in the
Netherlands with the – whether or not available – health care. Participants were
selected based on the 2015 IOM criteria. It comprises of a wealth on (selfreported) information on symptoms, perception and treatment.
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594 patients (94.4) reported PEM; 612 (97.3%) of them severe fatigue that does
not disappear after resting; 573 (91%) non-refreshing sleep; 467 (74%) cognitive
impairments; and 307 (60%) orthostatic intolerance. On the other hand, only 182
(29%) patients reported psychical problems, which is not surprising by a
prolonged, chronic, highly debilitating disease. Not even 18% is satisfied with the
knowledge and information provision of the general practitioner concerning ME.
11% evaluated the effects of CGT more or less positive, not even 7% for a
combination of CGT and GET, and 36% for the pacing effects.
The report is, among others, offered to the ME/cfs commission of the Health
Council that is presently evaluating the current state of art of ME in the
Netherlands and should formulate advices for the Dutch parliament.

The at the first of August 2016 started Facebook-wall, ME Centraal, expands and
clearly provides in a need among the Dutch ME-community. More and more
interested people share, comment and like the placed articles – a mix of science,
grassroot, columns and posters, with the aim of 1 or 2 posts of limited size daily.
Also more and more patients want to participate actively and to contribute to the
posts. Despite the Facebook-wall is in Dutch yet, take a look on
http://www.facebook.com/MECentraal/
The Belgian/Dutch ME-site ME-gids celebrated its 11th birthday on last October
12th. ME.gids is a helpdesk and platform of interaction for Dutch and Belgian
patients and did great services to many. A masterpiece.

In response to the unmasking of the way to favoured reflected results of the British
PACE-trial (see also the introduction of this MEGC), the addenda of the AHRQreport, the IOM-report as well as the large publicity around Millions Missing on the
Plein in The Hague on last 27 September, the three largest ME/cfs organizations
of the Netherlands composed a press release: http://bit.ly/2eNwU6W (only in
Dutch).
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United Kingdom

.

Quadram Institute’s £400,000 boost from Big C
Norwich Research Park’s (NRP) planned Quadram Institute (QI)
partners received a huge boost to help mark the launch of a £3
million fundraising campaign with an opening £400,000 donation from Big C.
“This significant donation is a tremendous contribution and kick starts the appeal
we are launching to help meet QI’s £75 million building costs,” said Prof David
Richardson, Vice-Chancellor at the University of East Anglia (UEA). “Big C are
the first donors to support the development of the building, which is scheduled to
open in May 2018, and we thank them for this generous leadership gift.”
The QI brings together research teams from the Institute of Food Research (IFR),
UEA and the Norfolk and Norwich University Hospitals NHS Foundation Trust
(NNUH) as part of a major initiative, co-funded by the UK’s Biotechnology and
Biological Sciences Research Council (BBSRC). It will create a new world-class
facility to provide a step-change in food and health research and innovation to
address major health conditions.
Source: http://bit.ly/2ei8uQ6

Marathon Mike’s schedule 2017-2020
From Mike’s homepage
(http://bit.ly/2e3AvfW)
I'm running a marathon in every country
in the EU (28 in total) raising
awareness/funds for Invest In ME
(http://www.investinme.org) a leading
ME research charity who aim to find a
cure for 250,000 UK sufferers including
one of my best friends, Ian.
So far I've done the UK, Czech Rep,
Finland, Ireland, Greece, Sweden,
Poland and Belgium.
Next up is number 9; Toulouse Marathon, France (Oct 23rd 2016)
I will be meeting with international ME associations, support groups, patients and
press/media to promote the need and put pressure on governments to fund
biomedical research projects.

105 Back to Table Of Contents

UK Holds Third Annual CFS/ME Research Collaborative (CMRC) Conference. The
annual CMRC conference, executed by UK-based charity Action for ME, is a major
event for ME/CFS in the United Kingdom. This two-day conference took place
September 28-29 in Newcastle upon Tyne, with active participation from all CMRC
member organizations (including Action for ME, AYME, ME Association, and ME
Research UK).
Leading scientists and clinicians, as well as representatives from leading funding
agencies like the Medical Research Council and Wellcome Trust, also attended, as
did a large group of patients, advocates, researchers, and interested
organizations.
Dr. Nahle, an invited speaker, gave a lecture in the “Big data, Biomarkers, and
Stratification” session, where he discussed SMCI’s research work. He also
participated in a workshop on postural orthostatic tachycardia syndrome (POTS)
and sat on a panel of experts for a public discussion regarding pressing challenges
in ME/CFS science, policy, and healthcare (pictured). Other experts on this panel
included Dr. David Patrick (UBC, Canada), Dr. Julia Newton (Dean of Medical
School, Newcastle University, UK), Dr. David Ford (Swansea University, UK), and
Dr. George Davie Smith (University of Bristol, UK).
Meetings with authorities in the field, such as Drs. Charles Shepherd, Stephen
Holgate, and Hugh Perry, among others, were very productive. We extend our
sincere gratitude to the meeting organizers—especially Ms. Sonya Chowdhury,
executive director of Action for ME—for an excellent meeting filled with many
thought-provoking discussions.
The official CMRC conference report will be released in the month. For additional
conference information, please visit
http://www.meresearch.org.uk/news/cmrc-conference-2016/
As reported by Solve ME/CFS http://bit.ly/2dlo67T
An official conference report has not been issued yet

106 Back to Table Of Contents

14. Poem – Tired Tarts and
Munted Men
.

The poem Tired Tarts and Munted Men was
written and submitted by Sandra Forsyth,
Vice Chair of WellMe New Zealand and
reflects the importance and power of
friendships growing from contact with fellow
sufferers.
In honour of the fabulous men and women
who comprise the Kapiti Coast Support Group – who are heroes each and every
one.
Dear Tired Tarts and Munted Men
How I look forward to seeing you
On the third Wednesday of every month
As up the stairs at Waimea we trudge
Hunched with elbows on the table sharing
A month’s worth of ups and downs and helpful stuff
‘How are you’, we ask
To be answered by a 'oh you know'
We laugh in our knowingness
Half completed sentences and lost trains of thought
Yes, we are a pretty munted bunch
Snatched from our former lives and rendered thus
Dear Tired Tarts and Munted Men
Sanity savers, neutral ears, tired yet tirelessly giving
See you same time next month
As up the stairs at Waimea we trudge
Kapiti's Tired Tarts and Munted Men

Sandra Forsyth, Waikanae
21 May 2014
Dedicated with aroha to the members of the Kapiti Group of WellMe
(Wellington Region ME/CFS Support Group Inc) which meets 11am the third
Wednesday of every month at Waimea, Waimea Street, Waikanae Beach
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15. Column – I Won’t Apologize

.

I Won't Apologize for Having Fun While Chronically Ill
When I was six, I was hospitalized with Rocky Mountain
spotted fever. At the hospital, I was encouraged to get out of
bed, get dressed and spend as much time as possible in the
playroom. I brought magazines and books back to my room
to read and played with other kids who were up and about on
the pediatric floor. There was a girl in the next room with
leukemia, and we made faces and waved to each other
through our shared window. The fact that I was able to play didn’t mean I wasn’t
sick enough to be hospitalized. It meant that regardless of my illness, I was a
child with the same needs and wants as other children.
Yet, with adults, the same concept doesn’t seem to hold true. Whenever ill people
do — well, anything — it’s taken as “proof” that we’re bluffing about our condition.
Many of us are confronted by complete strangers on a regular basis when we go
out in public, on everything from using parking placards to requesting ADA
accommodation at events. We’re challenged more by people we know, who should
really know better.
After I became ill, I decided to go to my favorite theme park one day. I didn’t do
much; it was a very sedentary experience. I posted a photo of myself on one of
the rides on Facebook with my germ mask on backward, slept for days to recover
from my adventure, and didn’t think much of it. A few days later, my Mom called
me about it. A “family friend” had seen the photo and was furious about it. She’d
apparently complained to several people that if I was at a theme park, I was
obviously well enough to be working and was pulling some sort of scam. It had
gotten back to my mother.
I promptly unfriended and blocked the person, but their actions stayed with me.
For most of the next year or so, whenever I posted a photo of myself doing
anything fun, I looked over my shoulder. I always made a point of describing how
sick I was and how I’d needed to rest, and how tired I was afterward. I felt the
need to qualify what I was doing; to verify that I was still ill, and to remind
everyone that there was more to the truth than what was visible in the photo.
Someone’s ignorance and unkind judgments had made me feel guilty about
enjoying my life to the best of my ability and upset my mom, and that was
unconscionable.
It often seems that there’s no real way for chronically ill people to win this battle.
Hostile individuals who don’t want to believe that you’re really ill will find fault
with anything you do. There’s no way to appease them, regardless of how you live
your life.
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It’s widely accepted that having a strong, supportive network of friends and family
is helpful to those who have chronic illness. We’re told that for our own well-being,
we should get out of the house once in a while. However, if we dare to go out in
public with friends or do something fun occasionally, again, some will believe we’re
not sick. And if we spend one afternoon at the movies now and again, it somehow
equates to being able to spend 40 hours a week, 50 weeks a year, at work.
If you are too exhausted or hurting too much to shower, do your hair or dress up
you’ve let yourself go; if you go out with makeup and styled hair, well, you’re
obviously not sick because you don’t look sick.
If you post photos on social media where you’re looking well people will think
you’re not ill; if you post photos of yourself undergoing treatment, you’ll be
accused of being an attention seeker.
If you tell someone about the progressive course of your illness, you’re faking it
because your Aunt Edna’s son’s niece had the same condition and she’s fine now.
Nobody ever seems to consider what’s happening outside and around that
Facebook photo they’re snarking about. The fact that it might have been the first
time in weeks that chronically ill patient got to do something really fun eludes
them. They don’t realize how much those activities cost in terms of pain, fatigue
and reduced function. They look at one photo or one Facebook status about one
day and think they’re an expert on your life.
Eleanor Roosevelt once said: “Do what you feel in your heart to be right — for
you’ll be criticized anyway.” I’ve taken those words to heart when it comes to
interacting with others about my chronic illness. I am no longer particularly nice
when I’m confronted by impromptu judges. Every once in a while, someone
honestly doesn’t understand, and politely and succinctly explaining a few things
helps them. More often, though, they’ve already come to their own conclusions
and nothing I say is going to put a dent in their hostility. I won’t waste my time
trying to justify myself to random strangers and mean-spirited acquaintances who
have appointed themselves judge and jury of my life.
I can’t stop others from thinking whatever they want about me. However, I can
and do refuse to comply when someone demands apologies, guilt or justifications
from me for getting out of the house once in a while. Anyone who decides that
chronic illness somehow invalidates my needs as a person — including my needs
for happiness and socialization — isn’t getting an iota of my concern.

Denise Reich
Source: The Mighty
http://bit.ly/2cU6a46
(slightly shortened by the editors of the MEGC)
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16. 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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