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At all times remember Severe ME:
https://youtu.be/BoVvJzmmVWg
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3. From the Editors
Dear friends,
Here we are with 2019's summer edition of the ME Global
Chronicle, again featuring the highlights of the last 3 months regarding grassroots
activities, research, (political) developments, ME-related news from many
different countries and much more.
Several international conventions have been held- a summary of which can be
found under the "Events" section, and hopeful developments are happening in
several countries.
One could make the general statement that the ME community is getting
increasingly adept at fending off misconceptions, being THE specialists on
everything surrounding their own condition. Both developments in the research
world as well as the discreditation of the bio-psycho-social approach to ME have
been amongst the contributing factors to this. But the cat is out of the bag.
Sadly, mortality rates as a result of cases of ME being left untreated for too long
have been on the rise. As has been decided in the previous edition, we will no
longer shine light on individual cases of this, however, we will continue to draw
attention to ME sufferers who pass away while in the circle of publicity, such as
the recently deceased 31-year-old Jennifer Chittick.
We hope you find we have covered many interesting nuggets and that you can
relate to whatever you end up reading.
Please submit your textual contributions for the Fall Edition before August 31st to
contribute@let-me.be
A not-too hot summer to those on the Northern hemisphere and a not-too frigid
winter to those down south.

The editors
NB: As always, in the Table of Contents, click on any article you find interesting
to navigate to it directly, and click down at the bottom of the page to return to
the ToC
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4. NIH/CDC/HHS

6 Back to Table Of Contents

Another NIH Funding Fact Check
In April, NIH finally published their funding numbers for ME/CFS research in 2018.
That
means
it
is
time
for
another
fact-check
and
correction!
(http://bit.ly/2MP8snp)
For the second year in a row, NIH has significantly overstated its investment. For
2018, NIH claims it spent 10% (almost $1.5 million) more than it actually spent.
NIH also claims that funding fell by 4.5%, when the truth is that our funding fell
by 10%. In a disease like ME/CFS, this has serious consequences because the
funding number is at the center of so much policy debate and advocacy efforts.
How Much Was Spent in 2018?
On the Categorical Spending Chart (http://bit.ly/2WFCVUs), NIH states that it
spent $14 million on ME/CFS in 2018. The chart links to the list of projects and
grants included in that number (http://bit.ly/2KQE0Xt). Here is how it breaks
down:
Extramural grants: $4,663,553
Collaborative Research Centers: $6,959,487
Intramural projects: $2,417,815
This comes to a total of $14,040,855, which NIH rounds down to $14 million. But
there's a problem, and it's the same problem I found in 2017
(http://bit.ly/2MQmqp8). The intramural number is not limited to money spent on
ME/CFS.
The Intramural Problem
NIH lists three intramural projects in 2018:
Dr. Avindra Nath's Clinical Care Center study: $750,000
Dr. Leorey Saligan, "Investigating Correlates and Therapeutics of
Fatigue": $172,552
Dr.
David
Goldstein,
"Biomarkers
of
Catecholaminergic
Neurodegeneration": $1,495,263
*record scratch* $1.5 million to Dr. Goldstein for biomarkers?
For real?
Actually no, that number is not for real, at least not as far as ME/CFS is concerned.
Dr. Goldstein's project page (http://bit.ly/2WK0PDf) lists a number of different
projects, most of which are related to Parkinson's Disease. The connection to
ME/CFS is the fifth item listed under Collaborations:
e) Clinical catecholamine neurochemistry in chronic fatigue syndrome: We are
collaborating in an intramural study of chronic fatigue syndrome (NIH Clinical
Protocol 16-N-0058, Myalgic Encephalomyelitis/ Chronic Fatigue Syndrome, PI
Avindra Nath) by conducting screening autonomic function testing and provocative
tilt table testing and assaying plasma and cerebrospinal fluid levels of catechols.
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No specific amount of funding is listed for any of the subprojects on Dr.
Goldstein's intramural study. I ran into the same problem last year
(http://bit.ly/2MQmqp8). In 2017, NIH included the full cost of the Human Energy
and Body Weight Regulation Core in its ME/CFS spending (http://bit.ly/2MQPJYA),
despite the fact that the funding was actually spent on twenty-six different clinical
protocols. When I asked NIH how much of the funding could fairly be allocated to
Dr. Nath's study, the NIDDK Office of Communication said there was no such
breakdown available. I had to guesstimate how much funding to include in 2017,
and I had to do the same for 2018 as well.
I divided the Goldstein funding among all the listed subprojects and
collaborations, and arrived at a 2.5% share to the ME/CFS study. Is that fair or
correct? No idea!!! The lack of precision in NIH's accounting (at least publicly)
means we have to guess. One thing I do know for sure: NIH should not claim the
entire $1.5 million from Goldstein's work in the ME/CFS category. It artificially
inflates the funding number by a significant amount.
Back in October (http://bit.ly/2WGI0Rv), I calculated that NIH spent $11,623,040
in 2018. Now I can add the intramural numbers. With the addition of the Nath,
Saligan, and 2.5% of the Goldstein funding, I calculate that NIH actually spent
$12,585,592 in 2018.*
How Big Is The Difference?
NIH's failure to accurately calculate the intramural funding number results in a
significant overstatement of the ME/CFS investment for both 2017 and 2018.

FY 2017
FY 2018

NIH Calculation
$14,725,728
$14,040,855

My Calculation
$13,967,704
$12,585,592

NIH Overestimate
5% more than spent
10% more than spent

In case the table is unclear, NIH overestimated its ME/CFS spending in 2018 by
10%, or almost $1.5 million. The overestimate is due to NIH's failure to assign
the correct amount of intramural funding to the ME/CFS total.
The inflation of the funding number also affects the calculation of changes in
funding from year to year. Using NIH's numbers, funding decreased by 4.6% from
2017 to 2018. But using my numbers--which excludes project dollars not actually
spent on ME/CFS--funding decreased by 10% in 2018. Here's a graph of NIH's
calculation compared to mine for 2016 through 2018:
Numbers Have Consequences
NIH's Categorical Spending Chart is widely accepted as accurate and authoritative.
The numbers are relied upon by Congress, journalists, and advocates. When NIH
reports inaccurate numbers on this Chart, those numbers are repeated by
everyone else, even if the numbers are actually wrong.
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In a research area like ME/CFS, where the annual investment is so incredibly low
compared to the NIH's budget, reporting a number that is off by more than $1
million is a big deal. That $1.5 million is almost enough to fund another Research
Center for a year.
Reporting that funding declined by 4.5%--when it is actually 10%--is significant.
It obscures the truth and minimizes the very serious funding problem in ME/CFS
research. Counting money towards ME/CFS that was not actually spent that way,
even if it is due to a sloppy accounting policy and not malfeasance, is misleading.
This is true for every research category, but the effect is much stronger for
diseases like ME/CFS that are already subsisting on tiny crumbs from the NIH
budget.
This is yet another way that the burden of accuracy and attention to detail is
shifted to our disease community that is already carrying so much. Why did I have
to invest hours of my time over several weeks to ferret out the correct number
and pass that information on to you? Why should I have to make my self sicker
and do NIH's accounting job?
Because it has to be done. We need the accurate numbers, and we need to use
them everywhere. Use them in talking to Congress, in asking questions of NIH, in
participating in discussions like the NANDS Working Group, in speaking publicly
about the ME public health crisis, and in writing about it.
I believe my work has shown--over many years--that regardless of the intentions
of individuals at NIH and other agencies, we cannot assume that the agencies will
do the right thing and report the right thing to us. We have to do this fact-finding
work in order to hold them accountable.
If our goal is to secure more research funding in order to identify treatments for
patients, then use the correct information. NIH spent $12.5 million on ME/CFS in
2018, not the $14 million that they claim. Funding was down 10% in 2018, and
we slide backwards down the funding ramp that Dr. Francis Collins had promised
us. (https://n.pr/2IezErs)
Use the correct information. Require NIH to use the correct information, too. And
trumpet the truth: ME/CFS funding at NIH fell by 10% in 2018.
*I've corrected that earlier post (http://bit.ly/2WGI0Rv) with these new numbers.

Jennie Spotila (http://bit.ly/2IfSa2I)
May 29, 2019
https://wp.me/p2xYoQ-1jo
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Open Letter to Secretary Azar
On April 9, 2019, ME advocates Eileen Holderman and Gabby Klein sent an
open letter to the Secretary of the U.S. Department of Health and Human Services
(HHS), Alex M. Azar II. The letter urges Secretary Azar to implement the
International Consensus Criteria (ICC), disseminate the International Consensus
Primer (IC Primer), use the name Myalgic Encephalomyelitis and to stop the
campaign to implement, disseminate and code systemic exertion intolerance
disease (SEID).
Open letter can be found here: http://bit.ly/2XwISYC

Source Eileen Holderman and Gabby Klein
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Unger And Whittemore At Invest
In ME
Dr Beth Unger (Atlanta, Georgia, USA) who is Chief of the Chronic Viral Diseases
branch at the CDC at the 14th Invest in ME conference (London, May 31, 2019)
described 2 large studies being undertaken:
MCAM with participants being taken from clinics, where diagnosis had been
by expert clinicians. No specific case definition was used. Patients came from
7 clinics around the USA. Data was provided to the Institute of Medicine.
There was assessment as to whether patients differed between clinics, and
a look at how the experts diagnosed and managed these patients.
BRFSS – this study potentially involved all states and a phone survey was
done of 400,000 adults annually. Data was gathered from 5 states in 2014,
and 3 states in 2016. There were 55,000 respondents. Co-morbidities with
ME/CFS and other diseases was reviewed. The main concordance was with
arthritis, depression and asthma. Most ME/CFS patients did have one comorbidity, but there was no co-morbidity with cancer and ME/CFS.
Comorbidities did have a negative impact on health, involving more doctor
visits.
The SF36 was down in ME/CFS on all measures. Both physical and mental
functional impairment was different to healthy controls. There were also barriers
to health care in all areas for ME/CFS.
The overview was then followed by Dr Vickie Whittemore (NIH, Washington,DC)
who gave an update on what was happening with research at the NIH. There are
27 institutes at the NIH, of which Vickie represents NINDS (the neurological
division). They do fund research worldwide from their extramural division, and
there is an ongoing intramural study based at the NIH campus now. This involves
25 ME/CFS patients and 20 healthy controls. She is talking to other countries to
stimulate worldwide research, and it is possible for overseas people to apply for
research funding.
There are currently 4 collaborative centres doing their own research and also
working at collaborative projects. (see http://www.mecfs.rti.org for details).
The NIH recently hosted a ME/CFS conference to which 350 attended and a further
500 joined on-line. They also had a “Thinking the Future” workshop for
researchers, and 60 attended of which 40 were new young researchers. This has
provided an opportunity to network, and it could lead to a pathway for a career in
ME/CFS. (Funding would be provided).
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The NIH now has an advisory working group of clinicians, researchers and lay
people. They will report and work towards a full research planning process. There
is a need for growth in individual research. Some major studies are underway.
Young researchers need encouragement. There should be support for hypothesis
driven research, with a loosening up of diagnostic criteria. There should be support
for the development of biomarkers.
Details are on the NIH websites.

Taken from Dr. Ross Vallings’ report of the 14th Invest in ME-conference in
London, May 31, 2019. See section Events in this issue and her entire report at
Invest in ME Resarch http://bit.ly/2x03f1p and ANZMES http://bit.ly/2XoBrT2
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CDC Systematic Evidence Review
Of Treatments
You may remember that in September 2018, the US Centers for Disease Control
and Prevention (CDC) solicited bids to conduct a systematic evidence review of
ME/CFS treatments as an update to the 2014-2016 systematic evidence review
commissioned by the Agency for Healthcare Research and Quality (AHRQ). This
new review, currently underway, could have a significant impact on treatment
recommendations in clinical guidance for ME. I am a member of the key informants
panel providing input on review questions and have agreed to hold those
discussions and the names of the other members in confidence. In the meantime,
the following summarizes what is known publicly about this important review,
based on information provided by CDC and in the documentation for the bid
solicitation.
The Key Takeaways:
CDC is conducting this systematic evidence review as the first step in longerterm plans to develop treatment guidelines for ME/CFS
The timeline for completion has not yet been stated publicly but is estimated
to be the first half of 2020
The handling of the disparate case definitions has not yet been specified.
The 2016 Addendum to the 2014 AHRQ Evidence Review excluded Oxford
studies from analysis
This review may consider other peer-reviewed literature that provides
context for treatment of symptoms seen in ME/CFS (e.g. orthostatic
intolerance, pain, etc)
The process for the review of the draft report has not yet been announced.
During the 2014 evidence review, the public was given the opportunity to
provide input
Details on the Project From CDC
At its March 2019 stakeholder call [1], CDC provided the following information on
this project:
“CDC is committed to working with our partners to achieve the goal of improved
healthcare access and quality for patients with ME/CFS. Treatment guidelines for
ME/CFS could contribute to this goal, and the first step towards guidelines is an
updated systematic review of the literature. We have contracted with the Pacific
Northwest Evidence-based Practice Center at Oregon Health Sciences University
to conduct this review. As you may be aware, systematic reviews start by framing
the question(s) to be answered as well as the particular population, interventions,
comparators, outcomes, settings, timings. These key questions are extremely
important to assure the [usefulness] of the review. This week OHSU conducted
interviews with key informants representing advocates and ME/CFS clinicians to
refine questions. The discussion was very helpful and OHSU will finalize the key
questions prior to initiating the evidence review.”

13 Back to Table Of Contents

The Pacific Northwest Evidence-based Practice Center (EPC) contracted by CDC
for this new review is the same group that conducted the 2014 diagnosis and
treatment evidence review and the 2016 Addendum on behalf of the Agency for
Healthcare Review and Quality (AHRQ) [2]. The 2014 review concluded that CBT
and GET were moderately effective based in large part on Oxford studies and rated
PACE as a “good” trial. But it also noted evidence of harms from GET and called
for the retirement of the Oxford definition because it included other fatiguing
conditions. As a result of community requests to reassess the evidence, the EPC
issued the 2016 Addendum, which concluded that there was insufficient evidence
for GET and barely any for CBT once Oxford studies were excluded. The 2016
Addendum did not reassess the quality of studies, including PACE. The 2014
review was published in the peer-reviewed literature but the 2016 Addendum was
only posted on the AHRQ website.
Information from the September 2018 Solicitation for Contractor Bids
While not the final contract, the September 2018 solicitation provides additional
insight [3]. The solicitation stated this new review would include studies of
treatments in “ME/CFS” but did specify what case definitions would be included or
excluded or how Oxford studies would be handled. As noted above, in the 2016
Addendum, positive results for CBT and GET in Oxford case definition studies did
not hold up when those studies were excluded. The 2016 Addendum also pointedly
stated that studies of CBT and GET using case definitions requiring hallmark
criteria of ME such as PEM were “blatantly missing” from the evidence base.
The 2018 solicitation also stated “any peer-reviewed literature that could provide
context to inform treatment recommendations for symptoms associated with
ME/CFS warrants review and consideration.” While not explicit, this suggests the
review might consider evidence for treatment of symptoms such as orthostatic
intolerance and sleep impairment from studies done in other conditions. However,
the solicitation does not provide specifics on how this would be done.
Neither CDC nor the solicitation documentation has specified the process for the
review of the draft evidence review or who will be involved. As noted above, the
2014 review provided a mechanism for public input on the draft review. Regarding
the timeline for the review, the September 2018 project solicitation gives a 15month timeline for the draft review and 18 months for the final report. Assuming
the contract was awarded in October 2018 and these timelines were not changed,
this suggests the draft review would be done by about January 2020 and the final
review by about April 2020.
Next Steps
CDC staff told me that the Pacific Northwest Evidence-based Practice Center will
publish the project description in PROSPERO when ready and CDC will then provide
a link to that from its website. PROSPERO is an international database that
prospectively registers information about the design and conduct of planned
systematic evidence reviews [4].
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This includes information such as the body of literature to be searched, the
population and interventions being studied, the outcomes evaluated and other
aspects of how the assessment will be conducted. Prospective registration of the
review description is intended to increase transparency and reduce reporting bias
and duplication. Hopefully, the information provided in PROSPERO will answer
some of the open questions.
References
[1] Transcript of the Myalgic Encephalomyelitis/Chronic Fatigue Syndrome
Stakeholder and Communication Conference Call. Centers for Disease
Control and Prevention. March 11, 2019. http://bit.ly/2IWrgvX
[2] Diagnosis and Treatment Evidence Review. Agency for Healthcare
Review and Quality. 2014, updated 2016. http://bit.ly/2IsyfNU
[3] Centers for Disease Control and Prevention. Evidence-based treatment
guidelines for Myalgic Encephalomyelitis/Chronic Fatigue Syndrome.
Solicitation Number: 75D301-18-Q-69445FedBizOps. September 8, 2018
Summary: http://bit.ly/2FpzY4W
Details: http://bit.ly/2ZAgP7W
[4] PROSPERO http://bit.ly/2N1FQYl

Mary Dimmock, June 19, 2019

Questions about Mary Dimmocks article can be sent to info@let-me.be and will
be forwarded to her. The Editors
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5. Grassroot
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M.E. And The HSE: The Good,
The ‘Bad’ And The ‘Ugly’
For patients with Myalgic Encephalomyelitis (M.E.) the HSE is an organization full
of contradictions. A reflection by MEAI member Corina Duyn on dealing with the
HSE (Ireland's Health Service Executive)
At Primary Care level one can meet HSE staff with up to date medical knowledge
of this neurological illness. When being met with understanding and support I am
so incredibly grateful. It almost brings me to tears. Yet, of course this knowledge
of such a debilitating illness as M.E. should be standard.
It is not. The higher one goes up the HSE ladder the more challenges one faces to
get the support we need.
During my recent hospital admission, only a month after returning home from
care, I was met with young doctors in A&E. Some in fairness knew about M.E.,
others acknowledged that they had limited information but were willing to learn.
The sudden changes in my ability to speak properly were taken serious. Through
test, a mild stroke was ruled out. I was in hospital for three weeks.
As part of the assessments however, I was yet again referred to the psychiatry
department. As you are damned if you agree to meet them, and damned if you
don't, I did meet with a young psychiatrist. In fairness he was great. He totally
took on board my experience of illness. He admired how I translate my lived
experience through my creative work. This young man concluded by saying that
he had no idea why I was referred to psychiatry. Thank you.
However, one morning I was plucked out of bed, and brought into a room with
the consultant psychiatrist who had no interest in me. His only aim was to push
me into following his ‘knowledge’ on how to fix my now 21 years of illness. He
asked me if I was aware of the latest research.
I told him I was aware of ongoing medical trials, and some medication. He
proceeded to draw me a diagram of a stick figure standing on a path, a bolt of
lightning on the right, a thought cloud on the left. My heart sank. He told me the
story behind it. In short, it was my thought pattern that is keeping me ill. Even
writing it now (for the first time since this happened in February) brings me great
sadness. His solution was that I had to push through my ‘perceived’ limitations.
Yet again I was made to believe that I am still ill because I do not want to get
better. I am to blame for my ongoing illness. Who on earth want to live like this
for a lifetime? I told him his ‘proven treatment’ of CBT (Cognitive Behavioral
Therapy) and Graded Exercise for people with M.E. was wrong. Outdated. Totally
debunked. Talked about in the UK government as being dangerous and causing
harm.
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I told him how I managed to live with this illness by knowing my limits. To pace
my activities; To have a healthy mind; To meditate; To be creative, in every sense
of the word. I told him how activities which give me great joy still result in PENE
(Post Exertional Neuroimmune Exhaustion) if I continue any longer than my body
allows.
I was dismissed.
My hospital discharge notes state that I ‘declined any further intervention with
psychiatry.’
Well hell, Yes! But the sad thing is, that psychiatry made its way into my notes. I
feel the care I received after this meeting was different. Maybe I am being
paranoid, but that is what it felt like. Being momentarily upset after it proved very
challenging to walk a few steps independently, was frowned upon. Grieving, which
learned to be a necessary part of healing seemed to be viewed as sadness and
not having a healthy mind.
Other patients, who shed a few tears or gave out in a rather vocal and public way
after realizing the impact of new health challenges, were supported. Was I now
seen as suffering from a psychiatric illness? I truly don’t know. I don't know what
is written in my medical notes. I just know that I was told to do things I could not
safely do, like walking on my own.
The hardest part of life with M.E. is to not have my physical illness taken seriously
and not to be believed by the ones that should Do No Harm.
I learned to live well with M.E. despite the many challenges, but the ignorance,
the lack of understanding and willingness by people higher up in the HSE to be
educated about M.E. remains the biggest hurdle to overcome. I became one of
the founding members of ME Advocacy Ireland with the aim to bring awareness
and hopefully change the way the HSE as well as the Government are caring for
people with M.E. We truly need National Guidelines, training of all medical
students, a dedicated M.E. consultant, and consistency across the country on the
provision of care.

Corina Duyn (Co. Waterford)
For more about my work see http://www.corinaduyn.com

Note: this article is part of a larger one, called M.E. and the HSE: The Good, the
‘Bad’ and the ‘Ugly’ http://bit.ly/2MEyTfo
The editors
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Welcome To Law And Health
This is a new “WELCOME” page which I finally got round to setting up in June
2019. It is a “sticky” post so will remain as the front page of the site.
http://bit.ly/2ZeNTCj
Thank you for visiting this site. For new visitors, this post provides in a summary
of my research and advocacy work and where to find information in this blog.
I cover a number of different topics and this is reflected in the sub-heading of this
blog “Law and health; due process and civil society“. However, much of my
research has been focused on issues facing the international community of people
who live with the disease myalgic encephalomyelitis (ME) (http://bit.ly/2EXz4fJ)
– sometimes conflated incorrectly with the condition “chronic fatigue
syndrome/CFS”.
I have lived with ME since 1981 (possibly longer) and began to learn about its
history and pathology thereafter, although I wasn’t formally diagnosed until 1989.
In 2009, I started increasing the scope and range of my research online and in
2012 I set up this blog in order to publish my work on the so-called “Secret Files
on ME“ (http://bit.ly/2I8lTuf).
Starting this blog was not a planned decision but rather a rapid response to some
misinformation about the “Secret Files” which was circulating online. Since then,
I have used it as a platform to explore and publish more information about a
variety of topics. As is the case for all advocates who themselves live with ME, the
amount of work I am able to achieve has been severely restricted by the illness.
For more detail about my qualifications and experience see the About section
(http://bit.ly/2I9lwQc) of this blog.
Updates
I try to keep this site updated but the pace of change is rapid and, inevitably, I
can’t always keep up. If you notice something like a broken link or an outdated
fact, please contact me either via Facebook private message / Twitter direct
message or at v.eliot-smith@qmul.ac.uk
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Main topics featured in this blog
I have covered a number of different topics. You can see them in the list of
“Categories” by scrolling down the right-hand sidebar. In particular, I have written
about five main subjects:
The Secret Files on ME: This is where the blog started. I completed my work
on getting the files opened up and made publicly available. You can read the
full story in the posts in that category. You can download the actual files
from The Secret Files Unwrapped Part 1: the importance of fair and accurate
records (http://bit.ly/2I8lTuf) and The Secret Files Unwrapped Part 2:
Control, not Collaboration (http://bit.ly/2IsCnfC) (one file per post). A full
list of posts can be found in The Secret Files category
(http://bit.ly/2X0qarT).
Karina Hansen, “Prisoner of Denmark”: Karina is a young Danish woman,
diagnosed with ME, who was removed forcibly from her family home in
2013. She was relocated in a “neurocenter” as a de facto psychiatric patient
against her wishes and those of her family. She remained there for three
and a half years. In the early part of 2016, I wrote a series of articles
examining her story. In October 2016, she was allowed to return home with
her family. Her ordeal may not be over yet. The trauma of her experience,
and that of her family, is likely to continue for the foreseeable future. The
full list of posts can viewed in the Karina Hansen category
(http://bit.ly/2IAoQCT).
The PACE Trial controversy: This category contains the greatest number of
posts, largely as a result of collaboration with my friend and colleague,
academic and journalist David Tuller (http://bit.ly/2X1QXnW). My work is
about the process (such as Freedom of Information requests for information
about the trial) rather than the science. Due process is a vital component of
any functioning democracy. The current shifting tectonic plates of a rapidly
changing geopolitical climate create widespread instability and insecurity. In
such an uncertain world, due process becomes even more vital in civil
society by requiring transparency and scrutiny of executive action and in
maintaining the protection of individual rights. The full list of posts can be
found in the PACE Trial category (http://bit.ly/2R4zAxf).
“Changing the narrative”:This series of posts concerns the development of
a more effective strategic communications and media platform for the ME
community. It is a relatively recent addition and I will expand on it when I
am able. The full list of posts can be viewed in the Strategic communications
and the media category (http://bit.ly/2XEB57G).
Open Justice: This new category contains academic posts on specific legal
issues, not necessarily directly related to ME. The list can be viewed in the
Open Justice category (http://bit.ly/2KMG2rL).
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This is a quote from my 2015 post The Secret Files Unwrapped: part 2 – control,
not collaboration (http://bit.ly/2IsCnfC). Despite increased advocacy efforts,
there has been too little significant progress in the acceptance, diagnosis or
treatment of ME since then.
“I would argue that ME patients are now in a unique category. I can think of no
other disease in the modern age which, having initially been regarded as hysterical
or psychosomatic in origin, has remained stigmatised and untreatable for so long.
Anecdotally speaking, diseases such as MS, polio, epilepsy and HIV/AIDS were all
dismissed by clinicians and politicians early on in their development; all have since
progressed to a stage of diagnostic near-certainty and officially-sanctioned
treatments.
In the case of HIV/AIDS, this took about twenty years. By contrast, ME was first
documented eighty years ago (http://bit.ly/2WEBsCP) but patients are still not
routinely recognised as having a “real” illness and there is still no effective
treatment. Funding is derisory or non-existent. This must qualify it for a unique
status which justifies special pleading on behalf of its patients. This is not to
detract from the interests of other serious illnesses; it is merely to restore ME to
its rightful place in that group, as it was sixty years ago.” (http://bit.ly/2MB45w6)

Submitted by Valerie Eliot Smith
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Advocating For ME ICC In
Washington, DC

It has been 50 years since the World Health Organization classified myalgic
encephalomyelitis (ME) as a neurological disease in 1969. Thirty plus years of
misinformation about the harsh reality ME patients face has led to a crisis of
grossly inadequate patient care.
For decades patients have dealt with doctors who were given inaccurate
information leading to denied disability claims and blaming patients for their
symptoms. MEadvocacy was created to promote and educate for the distinct
disease myalgic encephalomyelitis, including severe patients.
The key to getting proper recognition and proper care in any disease is a clear
description. Judging by what we are witnessing from the NIH and CDC, we have
a long way to go before ME is properly recognized in the US.
Interview with Llewellyn King
On April 3, 2019, ME advocate, Colleen Steckel sat down with Llewellyn King
at the National Press Club in Washington, DC, to talk about the importance of
using proper criteria and name to define the disease myalgic encephalomyelitis
(ME).
The 2011 experts’ criteria - the International Consensus Criteria (ICC) - was
created for clinical and research purposes to distinguish ME from the demeaning
fatigue syndrome coined “CFS”. Colleen pointed out the weaknesses of the
government-sponsored “SEID” definition created by the Institute of Medicine
(IOM), and how it is too broad, including many who do not suffer from ME.
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From the interview:
8:47 -- Collating all these treatments
“And in looking at the IC Primer, it gives the doctors a really good basic
understanding that helps them understand why.. why we need vitamin E, why we
need lots of C, all of the anti-oxidants, because they understand we have oxidative
stress…
Just that basic one-on-one understanding with our doctor, could make a huge
impact on all of the patients who walk into the doctor’s office looking for some
kind of help.”
15:56 Need for younger doctors to become interested in treating/researching ME
“Well, if the [ICC] information was on the CDC website that specifically included
some of the specifics of the immune dysfunction and the neurological changes and
the cardiac, the cardiology issues.
I think doctors would go ‘this is a real interesting combination of [symptoms] and
I could really have an impact here.’ ”
Colleen also shared information about our organization, MEadvocacy.org, and
how we have not wavered from our mission to advocate for the proper name and
criteria (ME-ICC).
You can see the video here: http://bit.ly/2KaRv4I
See more links and full blog with photos at: http://bit.ly/2wQ1xPS

Submitted by Colleen Steckel
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#MEAction - 2019 Research
Summary
We are thrilled to announce the release of
our 2019 research summary reviewing the
most current and important research into
myalgic encephalomyelitis (ME) and ME/CFS
of the past 10 years.
Our research summary provides essential
stakeholders with access to a compiled,
digestible resource that can help them excel
in their respective areas of expertise,
including
clinicians,
health
officials,
government leaders, journalists, the next
generation of researchers and, of course, the
ME community.
People with ME have been dismissed and
derided for their symptoms for decades
making it imperative that we can point to a comprehensive summary of the
scientific findings showing the physiological abnormalities found in our patient
population. This is a powerful tool to share with your medical provider, and family
and friends to educate them about the current research.
#MEAction’s Director of Scientific and Medical Outreach, Jaime Seltzer, reviewed
over 115 new papers in order to determine what should be incorporated into the
updated review! The research is presented in the following categories:
metabolism, microbiome, cardiovascular and autonomic, post exercise,
neuroendocrine and immunological. The summary was reviewed by Dr.
Christopher Armstrong, Dr. Betsy Keller, Dr. Caroline Elizabeth, Dr. Jarred
Younger, Dr. Rochelle Joslyn, Beth Mazur and our young investigator research
fellow, Paulita Lara.
The science is clear that ME is a multi-systemic disease, causing dysfunction of
the immune, neurological, and energy metabolism systems. We have much to
learn and much to do. Along with producing important educational documents like
this one, #MEAction will continue to fight to accelerate government funding and
for a strategic plan to grow the ME research field.
Creating this research summary took many months of hard work, but it is just the
beginning. Its true impact in the world begins with you–with the way you share it
and use it in your outreach and advocacy work.
Download the document here: http://bit.ly/2II67pa
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Marathon Mike
Bratislava (Slovakia, 07.04.19)
Bratislava (no. 21 of 28) came just 3 weeks after Cyprus and I arrived in Slovakia
with a touch of achilles tendonitis most likely picked up from that brutal run. Ahead
of the race I interviewed Michal from Bratislava who has M.E and he told me more
about the situation for people there. We'd get to meet him after the race briefly
and heard about some of the great work he's doing in Slovakia to raise awareness
and change things. Cat and Lucy were staying at home for this race as we have
been to Bratislava before on our honeymoon and it was too expensive to get them
out for a 1 night trip. Mike kindly offered to come along and we flew out from
Stansted on an early flight with time to spare for picking up my race number and
walking up to the castle for a sunny beer.
(read more http://bit.ly/2WJpFTJ)

Riga (Latvia, 19.05.19)
5 weeks after Bratislava I made it to Latvia for no.22 with a whole bunch of
injuries, a cold and not having run for 2 weeks. On that run I'd broken down after
a mile with some really nasty calf
troubles. I got Martin round to sort
them out but felt like I needed a total
rest, not even a little test jog -if I'd
have tried and it gone badly then that
would have been a real confidence
hit. Cat and Lucy were back to join
me and we flew out from Gatwick
landing in Riga at around the
afternoon before the race.
I hadn't managed to make contact
with anyone with M.E from Latvia
which was a shame. Riga Marathon
had offered to run a piece on my
challenge but were then ghosting me
after I sent it through, sadly getting
used to that. I was really boosted by
the response to my challenge trailer
which (at the time of typing) had 8000 views and helped to bring in nearly £700.
It was very warm in Riga on the day before the race and I tried to keep walking
down to a minimum as we lightly explored the city's amazing Art Nouveau and
medieval architecture, just about tackling the cobbles with the pram.
(read more http://bit.ly/2XKpuUH)

Thanks for your support!
Mike
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Ok, Here Goes Nothing...
April 30, 2019
Today, I am 43 years old. I was talking to my parents this morning who thankfully
came out to California to help me settle into my new place as I lacked the energy.
They warmly wished me a happy birthday and I realized that I have spent over
half my life like this, as a person with ME/CFS.
I was 21 when I realized I felt abnormal. I had missed graduations, birthday
parties, holidays and spent most weekends working/studying every chance I
could. I had chosen to surface only when I could put on my “physician” face for
many years for fear of discrimination and concern for being called weak as I had
chosen a demanding career and because I had no explanation. Often times, I had
been advised to quit... but I was compelled to continue... to seek answers for
those with inexplicable ailments much like mine.
Today, on my 43rd birthday, I reflect on my journey. I look back and think about
how far we have come - in research, in science and in the fight to be seen and
heard. Today, with the support of all of you, I know I am no longer alone. I now
have a community.
I had not shared with most people (other than my family and very close friends)
that I suffered in this way with ME/CFS. Today, I glanced at the quote under my
name on Facebook, “Courage is action despite fear”. I decided I needed to find
the courage, despite my fear to show you what I look like, most days... not at
work, not when I am Dr. Mac... but as Ami... a person with ME. I am a daughter,
a sister, a physicians, a researcher, a teacher, a friend... but in this, what has
affected the course of my life more than anything else... is this devastating
condition.
This has been my secret battle for far too long. Today, I publicly announce,
alongside all of you... I have ME and I am here to fight!!! I will fight for us! I will
fight for me! I will fight for you! I say to my comrades in battle (fellow patients,
physicians/nurses/researchers/politicians/government officials / advocates /
caretakers), let us march forward! We will not be silenced! We will not be shamed!
Make no mistake, we are at war! Every day is a battle. Every day is a struggle and
we will not be ignored!
We will continue to fight for our lives and the lives of others... from our beds, from
our couches, from the hospital... from anywhere we can!
For those of you who care for us... we need your help desperately. Because many
of us are so limited in our energy and fall ill with little exertion, we need you to
stand up and scream for help on our behalf!!! We need your voices as ours can
often feel muted as we lay around feeling isolated.
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We have uncovered so much about this illness, but much work must yet be done.
We need funding! We need the NIH, private investors and leaders of industry to
donate funds! We need fundraisers, campaigns, walks, protests, media coverage
and medical education - but most of us are too sick to organize. We suffer alone.
Please don’t let us.
ME/CFS is severely underfunded by the NIH ($5-8 per patient) and it is far more
common than previously anticipated (up to 2% of the U.S. population or 8 million
Americans). Our research suggests that 50% of the U.S. has a genetic
predisposition to this illness. How can we afford to ignore this any longer?
I post this picture not for sympathy, but to share with my community that I am
with you. I suffer with you, but proudly, for you are a brave group. I was scared
for 22 years of sharing, but because of those of you that led the way, today I am
not!
Thank you all for your love and support. Thank you to those who had faith in me.
Thank you to Dr. A. Martin Lerner who diagnosed me and guided me though the
darkness as I fearfully continued as both physician & patient. Thank you Dr. Ron
Davis and Dr. Janet Dafoe as meeting you also has changed my life. Thank you
to my colleagues at The Stanford Genome Technology Center for your warm
welcome. Thank you to Open Medicine Foundation and Linda Tannenbaum for
your efforts which funds our work. A special thank you to my first few ME/CFS
comrades and friends, Brian Shuell and Kristina Osobka.
Here, I am surrounded by talented, passionate people. Here, there is HOPE! There
IS power in ACTION big or small!
Today, in working at Stanford, I see light... I see progress... I FEEL HOPE! I urge
you all not to be discouraged. Some days are overwhelming. Remember, on those
days, we are here, as a community to carry one another.
Thank you all for listening. ONWARD!

Grateful to be here.
Ami
Physiatrist (Physical Medicine & Rehabilitation physician) with expertise in
Interventional Pain.
Director of Translational Medicine and Patient Relations, Stanford Genome
Technology Center (http://bit.ly/2wWbxXW)
Source: https://www.facebook.com/bhattmac/posts/10156961099090664
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Do You Really Believe In ME?
With many in the medical profession misunderstanding ME, Dr Nina Muirhead
recounts her own experience with the illness and how it reshaped her
understanding of it.
Many doctors can find themselves in the position of the patient, and being
informed of one’s own diagnosis can be a frightening and emotional experience.
Eighteen months ago, after seeing thirteen different doctors and undergoing
multiple tests and investigations, not only was I given a diagnosis of a condition
that I didn’t know about or understand, it was an illness I didn’t believe in.
Ten months after developing acute Epstein Barr Virus Glandular Fever I was
diagnosed with Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS) by
my outstanding and well-informed GP. Prior to becoming ill, I had a vague notion
that ME/CFS was an illness related to deconditioning. How wrong I was. The NICE
guidelines had perpetuated my misunderstanding of ME/CFS by recommending
Cognitive Behavioural Therapy (CBT) and Graded Exercise (GET).
From my experience of ME/CFS there was no psychological component
whatsoever, besides which exercise, if anything, was making me worse not better.
I was not deconditioned or frightened to exercise. The symptoms were more
consistent with a brain tumour or multiple sclerosis. The reality is ME/CFS is a
serious, heritable, neurological condition and I was shocked to discover
subsequently that my grandmother had died from it aged 42.
The BMJ describes ME/CFS as “Often triggered by a viral infection ME/CFS can be
distinguished from medical and psychiatric conditions by the presence of
debilitating fatigue for more than 6 months; combinations of cognitive
dysfunction, total body pain, unrefreshing sleep that does not restore normal
function and post exertional malaise”.
I couldn’t work, read or watch TV, I could barely walk and digest my food, I
couldn’t even look after my own children. Every time I tried to do anything
challenging, whether mentally, physically or emotionally, I would experience
severe symptom exacerbation, plus flu-like sore throats and head and neck pain
which would render me bedbound for days, weeks or months after the event,
which is known as post exertional malaise. Nearly 86% of patients who underwent
GET combined with CBT reported a worsening of symptoms.
ME/CFS is not a rare illness, so how could doctors be getting it so wrong? Have
we stopped believing in an entire class of patients for whom we don’t yet have the
technology to diagnose or drugs to prescribe? I was not surprised to read that 90
per cent of cases of ME/CFS are thought to go undiagnosed, suggesting that
people with ME/CFS are substantially undercounted, underdiagnosed and
undertreated.

28 Back to Table Of Contents

The lack of belief and ignorance surrounding ME/CFS is deep-rooted and causes
significant harm to patients worldwide. On the 24 January 2019, ME/CFS was
debated for the first time in 20 years in the House of Commons chamber. It was
unanimously agreed “That this House calls on the Government to provide
increased funding for biomedical research into the diagnosis and treatment of ME,
supports the suspension of Graded Exercise Therapy and Cognitive Behavioural
Therapy as means of treatment, supports updated training of GPs and medical
professionals to ensure they are equipped with clear guidance on diagnosis of ME
and appropriate management advice to reflect international consensus on best
practice, and is concerned about the current trends of subjecting ME families to
unjustified child protection procedures”.
I’ve learned so much about this fascinating condition via the regularly updated ME
Association Index of ME/CFS Published Research. New biomedical evidence is
emerging; red blood cell deformability is diminished in patients with ME/CFS;
there is confirmation of widespread brain metabolite abnormalities in ME/CFSand
altered gene transcripts have been detected related to inflammation, circadian
clock function, metabolic dysregulation, cellular stress responses and
mitochondrial function.
ME sufferers know full well that there is no present cure for this debilitating illness
but equally they do not expect or understand why there is substantial denial within
the medical profession of the existence of ME/CFS as a physical condition. We
need to be more proactive about making the diagnosis of ME/CFS.
Patient volunteers recently responded to a question written by a medical student
on the ME Association website ‘What are the most important things a GP needs to
know about ME?’. Many patients would like doctors to know about the emerging
biomedical evidence, but numerous patients took valuable energy to respond with
extra comments, the overwhelming message is ME/CFS patients want doctors to
really believe them, to believe in ME.
Dr Nina Muirhead is a dermatologist specialising in dermatologic surgery and
oncology at Buckinghamshire Healthcare NHS Trust. She became ill with ME/CFS
in September 2016 and has identified that biomedical evidence is changing the
narrative on this topic. She hopes that delivering better education for medical
students and practicing healthcare professionals on the topic of ME/CFS will
improve patient care.

Source: http://bit.ly/2ZizZiy
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Practical Tips To Help With Brain
Fog Or Poor Memory
Put a calendar, wallchart or noticeboard in a place where you will see it
frequently, such as on a fridge or beside the phone.
Use it to write down the day’s activities and strike them off when something
has been done.
Get into a routine of checking it when you wake up in the ¬morning, every
mealtime, or every time you make a drink.
Cross the day’s date off your calendar before you go to bed, so you are
certain about the date when you get up the next day.
Buy a daily newspaper each morning, or get one delivered. That way you
will always know what the day and date are. Tidy up and recycle old
newspapers.
Take a list when you go ¬shopping. Cross things off as you put them into
your basket. At home, keep a list of items that have run out so you can
easily add them to your shopping list.
Keep a list of important ¬contact numbers by the phone or stored clearly in
your mobile. Include the doctor, police, utility companies, family members
or your neighbours and friends.
Use Post-It notes: Stick these up anywhere in your home to remind you to
do a one-off task. For example, put one on the freezer to remind you to
defrost an item of food.
Make more permanent signs, such as a laminated A4 sheet, to remind you
of things you need to do regularly – for example taking a purse when you
go out.
Get a medication reminder box, sometimes called a dosette box. This has
pill compartments for each day and times of the day so you can see if you
have taken your tablets.
Use an alarm clock, a watch with an alarm, or a kitchen timer to remind you
when you need to leave the house for an ¬appointment, or when you have
to check something cooking in the oven. Write down why you have set the
alarm – so you know why it is ¬going off.
Use your mobile phone. Most have display screens showing the time and
date. You could also program in the time of your ¬favourite TV show,
doctors or dental appointments, or use the camera to take a photo of a thing
you need to remember.
Forget people’s names? Then tell them you are a bit forgetful and keep using
their name when they ¬remind you of it. Store ¬photos in your phone of
close friends and family captioned with their names. Another trick is to
visualise a picture of their name, for example, Natasha Singh – imagine a
girl singing. Or focus on something ¬distinctive about them, for instance
Pretty Penny, Tall Paul.
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Can’t recall your PIN number at the ATM? Imagine the ¬numbers making a
letter or shape on the number pad.
Lost something at home? Jog your memory by picturing yourself when you
used it last and visualise where you put it down.
Entered a room and cannot remember why? Picture where you were when
you decided to go to the room. Re-tracing your footsteps mentally, or
physically, can help.

Maria Ni Cathlain
http://bit.ly/2wQ6c4w
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Seeking Documentary
Participants
Hello everyone,
Professional photographer, San Francisco Bay
Area resident and father of an adult daughter with
ME, Mark Tuschman, is embarking on a
creative/documentary project to help raise
awareness of ME and raise money for ME
research.
As you'll see from the attached photograph of
Fereshteh (of the Stanford Genome Center) and
links to examples of Mark's work below, he is
immensely talented and accomplished. As a father
of a pwME, he's deeply committed to moving the
needle for pwME and our families, caregivers and
loved ones.
Please see Mark's note of introduction below...
If you are interested in participating, I encourage
you to contact Mark Tuschman directly by email: mark@tuschmanphoto.com
He is a deeply kind person.

Sharon Shaw

HI Sharon,
As you know, my daughter has been diagnosed with ME/CFS and she is currently
on medical disability and living with us. It has been incredibly frustrating getting
a diagnosis and have come to realize how little research has gone into
understanding this very debilitating disease.
I earned my living as a professional photographer, working mostly in the
healthcare field for pharmaceutical corporations as well as many medical
institutions. I was the main photographer years ago for the Stanford Medical
Development Office and actually did many of Stanford Hospital’s Annual Reports.
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More recently, as I have retired, I have been working more in the social
documentary field, having completed a 10 year project on the status of women
and girls in nearly 17 countries which culminated in an award winning book, Faces
of Courage: Intimate Portraits of Women on the Edge. Most recently, for the past
15 months I have worked on a project on immigrants, highlighting how they all
contribute to our society. The website is at: http://immigrantsareUS.org
I have started to do a project on ME/CFS patients and possibly their caregivers,
and intend to donate my work either to the Stanford Medical Development Office,
or the Open Medicine Foundation to bring awareness of this disease and help them
raise sufficient funds to find a cause and a treatment.
I would probably take a similar approach as I did with the Immigrants are US
project- strong empathetic portraits with narratives written by the subjects. ( I
may also do more photos in a photojournalistic style if necessary).
I am looking for subjects willing to participate and would appreciate any contacts
you may have to help create a body of work to create funding for research and
hopefully a treatment for ME/CFS. I have witnessed firsthand how this sadistic
disease has affected my daughter and I intend to do whatever I can to help her
and others in her situation.
Best,

Mark
Mark Tuschman
http://immigrantsareUS.org
@mark_tuschman
http://tuschmanphoto.com
http://facesofcouragebook2015.com
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Unrest
As many of you know, my journey beyond Unrest has been tumultuous. Nearly
one year ago, in June of 2018, I underwent a thyroidectomy due to cancer. I never
could have foreseen the series of
events that procedure would set in
motion.
As a result of my thyroidectomy, I was
bedbound for months and developed a
host of new and debilitating symptoms.
After a range of specialized tests, I
received
a
new
diagnosis:
craniocervical
and
atlantoaxial
instability (CCI / AAI). In short, this
means that my brainstem was
collapsing into my spinal column.
The solution? A fusion of my C0
through C2 vertebrae, to create the
structural support my skull and
brainstem were lacking. In November,
I underwent neurosurgery and in
December and January, had spinal
surgeries to correct tethered cord
syndrome.
To be honest, the recovery process has
been brutal; it included months in the
hospital and levels of pain I have never
experienced before and hope to never experience again. The gift of these surgeries
is that I can now say to all of you: My ME is in remission.
I no longer meet the criteria for myalgic encephalomyelitis. I am asymptomatic
and no longer need my ME medications. I have not used my wheelchair in seven
weeks. I can now walk for exercise and enjoyment and not crash. However, this
doesn’t mean I am 100% -- I am still recovering from the surgeries themselves,
a process that will take at least twelve months.
I have written about these milestones in greater detail via Medium. If you wish to
do a deeper dive with me, this article (http://bit.ly/2XRiqG8) is the starting point.
For a more detailed explanation of my ME's remission, click here
(http://bit.ly/2MN5jEQ).
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So what does this mean? To start, it was important for me to share this with all
of you; many of you have been on this incredible journey with me for years and
years, supporting me through joyous highs and darkest lows. You have
championed Unrest and drove forward the #TimeforUnrest movement.
Because of you, Unrest has reached thousands of people all over the world, forging
new relationships; connecting families, caregivers and allies with people with ME;
and inspiring scientists, medical providers and policymakers to join us in effecting
lasting change for all those impacted by ME. Unrest changed my life and I am
profoundly grateful to each and every one of you.
From a medical standpoint, my ME diagnosis was accurate. I just never imagined
as an acute, viral onset patient, that my symptoms could have a structural,
mechanical cause. If my symptoms could be the result of a mechanical mechanism
-- brainstem compression -- how many others might have a similar issue? And
what is the root cause of all of this? I know that CCI caused my post-exertional
malaise (PEM) and other ME symptoms. I can never know why I developed CCI in
the first place. Recovery from ME is something I never thought would happen for
me personally without many more years, even decades, of research.
We've seen over and over again that ME is an intricate and complex disease. I do
not know if this remission will last. I have no idea what my surgeries and remission
mean for other people with ME. I am just one patient and this is my story. But,
my story of remission makes it even more clear to me than ever that we must
fight for research to better understand the mechanisms underlying all cases. With
my improved health,
I will continue to fight for equality, dignity and better care; to challenge stigma
and advocate for research dollars and medical education. I will not give up. I am
in this fight until every person living with ME, no matter the cause, has access to
diagnosis and care.
Unrest has been the catalyst for a vast amount of positive change in my life -and in the lives of others. You, the Unrest community, are the true heroes. Without
you, none of this would have been possible.

In solidarity, now and always,
Jen
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May12.org
May 12, 2019, marked the 27th anniversary of International Awareness Day
(http://bit.ly/2XVsBt6) for Complex Immunological & Neurological Diseases
(CIND) and the 7th anniversary of May12.org. The diseases that form CIND
include myalgic encephalomyelitis (ME), chronic Lyme disease (CLD), Gulf War
illness (GWI), Chronic Fatigue Syndrome*, Fibromyalgia*, Multiple Chemical
Sensitivity (MCS), Post-Sepsis (http://bit.ly/2XTmKV2), and Mold/Biotoxin
Illness.
*Note: Most people with ME and/or Lyme disease have been wrongly diagnosed
with chronic fatigue syndrome (CFS) or fibromyalgia (FM) because they have not
been properly evaluated for ME and CLD.
May 12 was chosen by the late patient and advocate, Thomas Hennessy, Jr., to
raise awareness for the CIND diseases, because May 12 was Florence
Nightingale’s birthday. After her groundbreaking work as a nurse, Nightingale
fell ill and became bedridden for decades from a CIND type disease.
This past March was the 7th anniversary of May12.org becoming a 501(c)(3)
nonprofit. We believe it's of utmost importance to unite this umbrella of
immunological
and
neurological
diseases
(including
vaccine
injuries
(http://bit.ly/2XPWUS5) - Vaccine
Adverse Event Reporting System
(http://bit.ly/31EsAfx)) as these combined diseases have become a pandemic of
epic proportions involving children (even newborn babies), women, and men
worldwide.
Similar Predicament of the CIND Diseases
The CIND diseases share acquired dysregulation of both the immune system and
the nervous system, often resulting in lifelong disease and disability with similar
symptoms. Each disease group focuses on its own separate goals and narrative
although all patients experience neglect and abuse on account of the medical
system not providing adequate care.
Currently, government/health industries manipulate research and education of the
debilitating CIND diseases in order to protect their mutual interests and deter the
exposure of the common pathological mechanisms shared by these diseases.
Some of the underhanded tactics used by government health agencies and some
industry researchers are:
creating fallacious and inaccurate case definitions (http://bit.ly/2FegeRv) sometimes fraudulently
false branding of the diseases to minimize and marginalize the patients
poor recognition and validation of severity and disability
withholding proper funding for scientific research and healthcare
scientific research fraud
lack of appropriate and successful treatments
the absence of acceptable identifiable biomarkers
neglect or poor quality medical care for patients
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Not only do these diseases share similar pathological mechanisms, but they also
share the same human rights abuses. Patients struggle to get approved for social
security disability, public assistance, proper medical care, and treatment. They
also experience medical malpractice and abuse by the government/medical
establishment. Patients have been shamed, blamed, demoralized and ostracized
for their debilitating physical disease.
The Need to Unify
The time is now to take a stand together against the corrupt, twisted and broken
medical establishment as this shared immunological and neurological nightmare
continues to sweep the globe at an alarming rate causing immeasurable suffering,
unthinkable devastation and a life-shattering impact on millions of lives including
our children and future generations. When it comes to myalgic encephalomyelitis,
chronic Lyme disease, Gulf War illness, chronic fatigue syndrome*, fibromyalgia,
post-sepsis and mold/biotoxin illness, exposing the corruption could potentially
help bring justice with equitable healthcare, scientific research and social services
for the patients and their families. All who are affected by these diseases are
victims of the global government and medical establishment’s neglect and abuse.
Actions
We are seeking a web page designer to help with updating and revitalizing
our website.
Become a May12.org volunteer. We have volunteers ready to guide in areas
of advocacy that people are interested in.
Follow May12.org on Twitter (http://bit.ly/2KVh8WE) and Facebook Page
(http://bit.ly/2WQGTi7)
*Please note that “CFS” as defined by Fukuda or SEID is a syndrome of fatiguing
conditions created by HHS. If you have a “CFS” diagnosis, please see the ICC
questionnaire (http://bit.ly/2RsD7G1) to evaluate whether you actually suffer
from myalgic encephalomyelitis. MEadvocacy is a project of May12.org

Submitted by Joni Comstock
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Interview Of Colleen Steckel By
Llewellyn King
Interview of Colleen Steckel by Llewellyn King in April 2019
http://bit.ly/2RiSIYB
Here are links to go with the interview
Website: http://bit.ly/2WLSIl1
Email: MEadvocacyorg@gmail.com
Facebook: https://www.facebook.com/MEadvocacy.org/
Twitter: https://twitter.com/meadvocacy_org
Link to the #PwME4ICC Petition Demand US Health Agencies Recognize Myalgic
Encephalomyelitis as Defined by ICC: http://bit.ly/2WLrWZV
ICC Questionnaire English: https://bit.ly/2OkLIav
ICC Questionnaire Spanish: https://bit.ly/2UAWy3o
ICC Questionnaire Dutch: https://bit.ly/2VBsCkA
Comparison Chart between ME-ICC and ME/CFS-SEID: https://bit.ly/2unX06N
Blog: MEadvocacy Opts Out of CDC’s Technical Development Workgroup
http://bit.ly/2MRmHrP
May12.org: http://bit.ly/2WPAOmc

MEadvocacy is a project of May12.org (http://bit.ly/2ZvjBLM). May12.org
(http://bit.ly/2KlVITb) is a 501(c)(3) not-for-profit
corporation whose mission is to raise global awareness
and education for complex immunological and
neurological
diseases,
including
Myalgic
Encephalomyelitis (ME). As such, donations from USA
citizens are tax deductible as allowed by law.

Colleen Steckel’s Support Group:
North Carolina/Ohio ME & FM Support Group on Facebook: http://bit.ly/2WLYUOB
Page is open to public (no need to join to see materials). Anyone in the world is
welcome.
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Gary Burgess
On Monday (3rd June, MEGC), U.K. ITV reporter Gary Burgess revealed he has
been diagnosed with myalgic encephalomyelitis, previously known as chronic
fatigue syndrome (ME/CFS). He described his “bone-crushing” symptoms before
sharing with viewers how getting a chronic illness diagnosis has affected him.
In a post shared to ITV Channel TV’s Facebook page (http://bit.ly/2KmM3fd),
Burgess said his ME/CFS fatigue was “bone-crushing” and “your worst hangover
combined with the flu permanently.” He also described living with symptoms like
“full body pain from head to toe,” times when he “cannot find the words to form
a sentence” and that “his eyesight and even hearing begin to fade” if he’s done
too much.
One of the hallmark symptoms of ME/CFS is fatigue, which is more than “just”
feeling tired. It’s a debilitating exhaustion that makes it difficult to complete
everyday activities and can’t be “solved” by a good night’s rest. Mighty contributor
Siobhan Simper described the difference in the article, “The Difference Between
Chronic Fatigue and Chronic Fatigue Syndrome.”( http://bit.ly/2ZtPwMr)
Simper wrote:
One of the quickest ways to get on the wrong side of someone with a chronic
illness is to try to compare your healthy tiredness to their debilitating, medically
induced fatigue. Trust me when I say you don’t understand what someone with a
chronic illness is going through just because you are a bit worn out after achieving
things they might not come close to in their wildest dreams.
In addition to fatigue, ME/CFS can cause a variety of other symptoms, including
chronic pain, issues with concentration and brain fog, sensitivity to light and
sound, issues with digestion like bloating and nausea, and sinus issues. Currently
there is not a definitive diagnostic test to determine if you have ME/CFS and no
FDA-approved treatments.
Prior to having symptoms, Burgess said he worked long hours as a journalist
before eventually reaching a point where his body could no longer work. He said
he had an “out-of-body experience” during a newscast and went to the doctor the
next day. Burgess needed to take off work for nearly two years because of his
ME/CFS symptoms.
After getting his ME/CFS diagnosis, Burgess shared he went through a mourning
process before accepting his new reality of living with an invisible illness.
“Being diagnosed with ME was like a grieving process, grieving for the old me,”
Burgess said. “Until I had it myself I didn’t quite understand what a hidden
disability is and how all-encompassing these symptoms are because you simply
can’t see them.”
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Burgess also shared one of the hardest things about having ME/CFS for him is
the condition isn’t well understood. There are very few answers about how to treat
it. He pointed out that with chronic illness, sometimes the medical profession
doesn’t have good answers and you may need to manage symptoms over a
lifetime.
“My life has changed dramatically. I guess it’s safe to say Old Gary is gone, this
is now Gary version 2.0,” Burgess said, adding:
I’ve learned to appreciate being in the moment far more than I ever used to. I’m
far more present. I enjoy being around my friends and family and loved ones. I
enjoy simple things like the birds in the trees or the sun in the sky. Perhaps
previously I was a little bit too busy and focused on what next, what next, what
next, to actually enjoy what’s happening right now.

Source: Renee Fabian, The Mighty https://yhoo.it/2KqBJTx
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In Memoriam: Jennifer Chittick
In Memoriam: Jennifer Chittick (31).
ME sufferer, campaigner, beloved daughter and sister
End of May; from the Screw M.E.-page, founded by
Jennifer:
"I am Jennifer's sister Lindsay, posting on behalf of our
family. We are heartbroken to have to say that after 10
years of battling M.E, Jenni passed away peacefully on
Tuesday (May 21, MEGC).
As well as being a wonderful sister and beloved daughter, she was a devoted
campaigner for this terrible disease, and raised money so that others might not
have to suffer as she did.
The Screw M.E page meant so much to her, as did the solidarity and comfort her
fellow Screwers offered. She will be sorely missed."
The announcement attracted many comments expressing shock, grief, gratitude
and condolence for a person who was much-loved.
Please visit the Screw ME Facebook page to leave a comment of your own
https://bit.ly/311bRCL

Source: the site of the British ME Association https://bit.ly/2XmQPMz
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6. Save4Children
The charity Save4Children has been created by the editors of the ME Global
Chronicle (https://www.let-me.be) and helps parents whose children have been
forced into psychiatric wards by authorities, to try and set them free by legal
procedures.
In recent years, the Save4Children fund has
directed its attention and help at the Danish ME
patient Karina Hansen.
As we know, Karina had been forcibly accepted
into the Neurocenter in Hammel, Jutland. On Monday November 17th, 2017, she
returned back home, never to return to the clinic at which she had been staying a clinic for patients with brain conditions.
The primary obstacle on the road to fully getting her personal freedom back was
her state-appointed guardian, who had been sort-of cooperating during the
duration of her forced stay at the Hammel Neurocenter.
On October 10th 2018, a judge deemed Karina to have legal capacity to make
decisions about her own life, and revoked guardianship over her, with her
guardian's permission.
The Save4Children fund has been able to contribute a small amount towards
undoing the high costs this event has brought with it.
Now is the time to spend this fund's donations on one or multiple new cases. We're
still at a stage of deliberation, but in case you're familiar with any cases where
young ME patients are being forced to stay at psychiatric institutions or are about
to, make sure to tell us via info@let-me.be.
As we know, the fund is intended for parents who can't afford to dispute such a
process, who can prove their lack of sufficient funds.
New way of donating
Because the Dutch ME/CFS Association refused to collect any more donations to
Save4Children since 2 years ago, these are no longer tax-deductible. Hence why
we found a way to reduce the incurred costs when collecting and sending
donations (see next page), making sure they will, after all, still entirely be used
for the good of their goal.
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EUR bank details:
TW Account Holder: Save4Children
IBAN: DE51 7001 1110 6053 5236 40
Bank code (SWIFT / BIC): DEKTDE7GXXX
Address:
Handelsbank
Elsenheimer Str. 41
München
80687
Germany

GBP bank details:
Account Holder:Save4Children
Account number: 70983145
UK Sort Code: 23-14-70
Address:
TransferWise
56 Shoreditch High Street
London
E1 6JJ
United Kingdom

AUD bank details:
Account Holder: Save4Children
Account number: 494016722
BSB Code: 082-182
Address:
TransferWise
800 Bourke Street
Melbourne VIC 3008
Australia

USD bank details:
Account Holder: TransferWise FBO Save4Children
Account number: 8310172655
Wire Routing Number: 026073008
ACH Routing Number: 026073150
Address:
TransferWise
19 W 24th Street
New York
10010
United States
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7. Science
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Do I fit The International
Consensus Criteria?
Questionnaire for patients over age 18
Disclaimer: This questionnaire does not replace the full International Consensus Criteria
(ICC) document or the primer. It is based on the symptoms of the criteria and should not
be used as a substitute for medical advice from a licensed medical professional. This
document is for informational purposes. Consult a physician experienced in diagnosing
ME. It is important to evaluate for other diseases before assigning a diagnosis of ME. (ICD
code G93.3).

According to the ICC a six month waiting period is NOT required for diagnosis of
ME. Removing the waiting period is very important so ME patients can be advised
to get complete rest as soon as possible in order to get the best possibility of
improved health.
SECTION 1
Must have Post Exertional Neuroimmune Exhaustion (PENE)
PENE is physical inability to produce sufficient energy on demand.
The following are signs you have PENE:
Marked, rapid physical and/or cognitive fatigability in response to exertion,
which may be minimal such as activities of daily living or simple mental
tasks, can be debilitating and cause a relapse.
Post-exertional symptom exacerbation: such as acute flu-like symptoms,
pain and worsening of other symptoms
Post-exertional exhaustion: may occur immediately after activity or be
delayed by hours or days
Recovery period is prolonged, usually taking 24 hours or longer. A relapse
can last days, weeks or longer
Low threshold of physical and mental fatigability (lack of stamina) results
in a substantial reduction in pre-illness activity level.
Symptom severity must result in a significant reduction of pre-illness activity level.
The 2 day Cardio Pulmonary Exercise Test available at Workwell Foundation
(California) and Ithaca College (New York) is a 2 day CPET specifically designed
to look for inability to repeat physical activity two days in a row. If you aren’t sure
if you have PENE, watching the following video may help you answer the question.
Video by Mark VanNess explaining an abnormal physiological response to
exertion and the 2 day test: http://bit.ly/2wZDBd8
Do you have PENE:
☐ Yes - ☐ No
If YES, go to next section.
If NO, stop quiz. You do not fit this criteria.
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SECTION 2
Check off the ones that apply to you.
- Neurocognitive Impairments
❏ Difficulty processing information: slowed thought, impaired concentration
such as confusion, disorientation, cognitive overload, difficulty with making
decisions, slowed speech, acquired or exertional dyslexia
❏ Short-term memory loss: difficulty remembering what one wanted to say,
what one was saying, retrieving words, recalling information, poor working
memory
- Pain
❏ Headaches: such as chronic, generalized headaches often involve aching of
the eyes, behind the eyes or back of the head that may be associated with
cervical muscle tension; migraine; tension headaches
❏ Significant pain can be experienced in muscles, muscle-tendon junctions,
joints, abdomen or chest. It is non inflammatory in nature and often
migrates. In other words have generalized hyperalgesia, widespread pain
(may meet fibromyalgia criteria), myofascial or radiating pain.
Definitions:
Hyperalgesia: increased sensitivity to pain
Myofascial: pertaining to a muscle and its sheath of connective tissue,
or fascia
- Sleep Disturbance
❏ Disturbed sleep patterns: such as insomnia, prolonged sleep including
naps, sleeping most of the day and being awake most of the night,
frequent awakenings, waking much earlier than before illness onset, vivid
dreams/nightmares
❏ Unrefreshed sleep: awaken feeling exhausted regardless of duration of
sleep, day-time sleepiness
- Neurosensory, perceptual and motor disturbances
❏ Neurosensory and perception: inability to focus vision, sensitivity to light,
noise, vibration, odor, taste and touch; impaired depth perception
❏ Motor: muscle weakness, twitching, poor coordination, feeling unsteady on
feet, ataxia
Definitions:
Ataxia: Inability to coordinate muscle activity
Did you check at least one box in at least three categories in section 2?
☐ Yes - ☐ No
If YES, go to next section.
If NO, continue for possible atypical ME criteria.
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SECTION 3
Check off the areas that apply to you.
❏ Flu-like symptoms may be recurrent or chronic and typically activate or
worsen with exertion. Such as sore throat, sinusitis, cervical and/or
axillary lymph nodes may enlarge or be tender
❏ Susceptibility to viral infections with prolonged recovery periods
❏ Gastro-intestinal tract: such as nausea, abdominal pain, bloating, irritable
bowel syndrome
❏ Genitourinary: such as urinary urgency or frequency, excessive urination
at night
❏ Sensitivities to food, medications, odors or chemicals
Did you check at least three boxes in section 3?
☐ Yes - ☐ No
If YES, go to next question.
If NO, continue for possible atypical ME criteria.

SECTION 4
Check off the ones that apply to you:
❏ Cardiovascular - inability to tolerate an upright position - orthostatic
intolerance, neurally mediated hypotension, postural orthostatic
tachycardia syndrome, palpitations with or without cardiac arrhythmias,
light-headedness/dizziness
❏ Respiratory - air hunger, laboured breathing, fatigue of chest wall muscles
❏ Loss of thermostatic stability - subnormal body temperature, marked
diurnal fluctuations; sweating episodes, recurrent feelings of feverishness
with or without low grade fever, cold extremities
❏ Intolerance of extremes of temperature
Did you check at least one box in section 4?
☐ Yes - ☐ No
If you have answered YES to each section, you fit the
International Consensus Criteria for Myalgic Encephalomyelitis.
If you answered no in section 2, 3, or 4 you may have atypical ME.
Atypical myalgic encephalomyelitis: meets criteria for PENE (section 1) but has a
limit of two less than required of the remaining criterial symptoms. Pain or sleep
disturbance may be absent in rare cases.
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Myalgic encephalomyelitis International Consensus Criteria Authors: B.
M. Carruthers, M. I. van de Sande, K. L. De Meirleir, N. G. Klimas, G.
Broderick, T. Mitchell, D. Staines, A. C. P. Powles, N. Speight, R. Vallings,
L. Bateman, B. Baumgarten-Austrheim, D. S. Bell, N. Carlo-Stella, J. Chia,
A. Darragh, D. Jo, D. Lewis, A. R. Light, S. Marshall-Gradisbik, I. Mena, J.
A. Mikovits, K. Miwa, M. Murovska, M. L. Pall, S. Stevens
Note: pediatric symptoms
http://bit.ly/1M6Xtx8

vary.

See

source

at

this

link

for

pediatric

Link to the International Consensus Primer for Physicians which lists tests and
treatment options for those who fit the ICC: http://bit.ly/2RjGcYM
Project of May12.org nonprofit ● PO Box 112, Ellsworth, IA 50075
MEadvocacyorg@gmail.com ● http://www.MEadvocacy.org
Links to PDF versions
English: http://bit.ly/2XglK0h
Spanish: http://bit.ly/2KVhIUk
Dutch: http://bit.ly/2WODdbH

November 2016
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Abnormal Blood Lactate
Accumulation
Lien, K. et al. (2019): Abnormal blood lactate accumulation during repeated
exercise testing in myalgic encephalomyelitis/chronic fatigue syndrome.
Physiological Reports, 2019 Jun; 7(11) http://bit.ly/2XQM6Ty
As discussed by Cathrine Eider Westerby, Norwegian patient. We include only
parts because of the length of the original. The editors
To put it very briefly, Lien et al. as expected, proved the ME patients performed
worse on day two of a stress test, that they produced more lactic acid than healthy
controls and that the lactic acid level was even higher on day two of the testing.
Patients became sick for a long time (weeks before recovery) after a maximum
effort on such a test.
The study shows that this is not because the ME sufferers are deconditioned. They
discuss that the lactic acid may have some sort of "rescue function" in the diseased
body. Among other things, lactic acid is an important source of energy that is
reused by e.g. muscles, heart and brain, and which also has anti-inflammatory
properties and contributes to muscle growth. The elevated lactic acid may be
perceived as an attempt to be a rescue operation because the body has not
tolerated the burden from the day before.
The study was conducted with 18 ME- patients (mild to moderate degree) and 15
healthy, but untrained, control subjects (all women). The ME sufferers met the
Canadian consensus criteria (CCC). It was arranged that the test subjects could
stay overnight at the clinic they were tested in (Glittreklinikken), so that they
would have used the least possible energy before testing, and the metabolic
situation was controlled for all the study participants by fasting from midnight
before the testing, which took place in the morning and just before noon.
They underwent an ergospirometry test or CPET (repeated cardiopulmonary
exercise testing) i.e. sitting and walking on an exercise bike, first without any
load, but with increasing load. Before, after and while cycling one is wearing
measuring equipment for cardiac activity (ECG), a breathing mask that measures
how much oxygen is absorbed, how much carbon dioxide is exhaled, and in the
experiment also a catheter in an artery in the hand so that one can take blood
samples as frequently as every 30 seconds to later check the level of lactic acid in
the blood.
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It becomes far too complicated to go into the individual measurement values that
were achieved during the study, but here are some interesting findings: The lactic
acid level in the blood was higher in the patients both days, and the difference
between healthy and diseased increased on day 2 as the healthy had lower day 2
values and the patients had even higher values day 2. Furthermore, the study
confirmed that the ability to perform is affected in ME patients if they have strained
the day before.
This is starting to be a very solid finding in repetitive CPET and appears to separate
ME from other conditions where fatigue and poor physical performance are
prominent. This study therefore suggests that ME patients react negatively to
physical activity and that they do not achieve the positive health benefit that
exercise has for virtually all other diseases and conditions
I asked Katarina Lien directly: do these results show that graded exercise
therapy (GET) should be dissuaded in ME? I got a clear YES as an answer. When
the ME patients came to be tested on day two, some of them were so severely
reduced that they barely managed to step on the exercise bike without any load
before reaching their anaerobic threshold and then began to dispense lactic acid.
So exercise is something that simply lies beyond the reach of the ME patients.
One cannot use exercise to treat ME patients. Still, she would like to emphasize
that activity that can be tolerated over time without triggering PEM is probably
sensible.
Presumably, there is a limit to how long it is possible to lie above the anaerobic
threshold without subsequent punishment, and they must not be subjected to
repeated stresses several days in a row, for then they will be sicker. This should
be understood by a doctor (or other health care professional) by reading this
study. This study clearly shows that ME patients are not deconditioned.
Katarina Lien refers to studies that have tested both patients with MS and
patients with sarcoidosis on a two-day stress test. They both did not perform as
well as healthy controls. Yet they did recover and managed to carry out on day
two with the same result as day one. These results show that there is something
completely different in the body of ME patients. It’s a disease mechanism that is
triggered by effort which is not due to decomposition and which is specific to this
disease.
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Katarina Lien is very careful not to test any ME-patient with a serious degree,
and that it is not just "pulling patients on an exercise bike" to see how they do it.
Although the results she has found clearly differ between healthy controls and ME
sufferers, it is very unlikely that ergospirometry will ever be used as a diagnostic
test. For that purpose it is too complicated to perform (with 2 day testing in a
row).
I can only say that we just have to thank Katarina Lien and her team for a solid
and thorough study that brings new and important knowledge to ME research,
while raising several questions that need to be examined more thoroughly in new
studies. THANK YOU, dear scholars, for trying to figure out what's wrong with us
and what’s happening inside our weird bodies!

© Cathrine Eide Westerby, 2019

Source: http://bit.ly/2IlJA2j (Norwegian)
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Using A Heart Rate Monitor &
ME-”Exercise” Resources
So what is ‘exercise’ for people with ME ?
Mark VanNess “Effective exercise is what you can recover from” (around 50 min
1. (Part 1 video). One of the best ways of doing this is using a heart rate monitor
to stay under your max heart rate [(220-age) x 0.6 - though some through
practice find they need to go lower to x 0.55 or 0.5], and even heart rate variability
if you want to get fancy. He also said that almost everyone has periods where
they are too sick to exercise and the priority is to treat symptoms then (Part 2
around 40 min)
One of the key elements is to learn to rest and restore. Really rest - no
distractions. For many this is a dark room (or a sleeping mask), no noise (or ear
plugs), relaxed body and brain. I know a previously bedridden patient who spent
a year focusing on lying really still so as not to go over her anaerobic threshold
and is now able to do stretches and in-bed yoga. Greg Fisher coined the term
Aggressive Rest Therapy (ART) for complete rest, doing nothing else, as an
important therapy for ME CFS.
How much we can exercise depends on severity, the more severe, the less or none
that can be done and the need for being very careful. I’ll start with a quote from
J Spotila based on an interview with Staci Stevens, the pioneer and one of the
lead experts in ME and CFS and VO2max testing and exercise:
“A bed bound patient may need assistance to turn in bed or complete basic
activities such as showering, but heart rate biofeedback can help identify the
appropriate pace and duration of these activities. Bed bound patients can also try
deep diaphragmatic breathing, perhaps six deep breaths at a time. Deep breathing
will lower heart rate, and also work the large muscles of the diaphragm. Severely
ill patients might begin with passive stretching, where a physical therapist or
caregiver moves the patient’s limbs slowly and carefully to gently stretch muscles
and try to improve flexibility.
This must be done very cautiously. There is simply no published data that
investigates the metabolic dysfunction in bedridden CFS patients or that explains
what they can do safely. The cost of trial and error can be high, so patients should
be very careful.” (link in 4 a) (+ more in video in 1. Part 1 about 54 min)
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Watch out for GET - the idea that our bodies are like healthy bodies and we can
keep on increasing how much exercise we can do. We most likely can’t increase
aerobic functioning, but can increase what and how we do things during the first
2 minutes of anaerobic functioning (before the body moves into the ME-impaired
aerobic system according to Workwell research - Van Ness, Stevens et al). Many
patients will reach a seemingly small plateau of what they can do, but it still
increases health significantly – increases the energy envelope, prevents or lessens
PENE/PEM, maybe able to do more necessary daily activities, do them better or
more easily or without causing post-exertional payback, maybe longer or faster
and/or better functioning periods of moving/thinking/talking/listening.……
People whose aerobic systems aren’t as damaged may be able to do more – even
a slow run 5 minutes/wk as one patient in the video in 1. Part 1) is. But if she
tries 5 1/2 min she gets PENE/PEM.
Stevens and Klimas both say that exercise (and most of life – making bed,
getting dressed) is best done lying flat as it’s not aerobic so less draining of
energy, less venous pooling, less orthostatic intolerance, better brain functioning,
less stress on the heart…. So won’t waste that energy here and have it to use for
things where necessary to stand or sit up.
Also – electrolytes and hydration are necessary. Hydrate before, maybe during
and after.
And about 3:1 rest:exercise or more rest – use HR to make sure okay to do more.
Make sure that the exercise does not make you stop doing other parts of your life
Note: these are just rough notes. Please check with your own Dr. first.

Leela Play
Source: http://bit.ly/2XUTAFd
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Up-date From The National
Centre For Neuroimmunology
And Emerging Diseases
(NCNED), Australia
National ME/CFS Research Centre: Latest Research Up-date from the National
Centre for Neuroimmunology and Emerging Diseases (NCNED), Australia.
By Professor Sonya Marshall-Gradisnik, Professor Don Staines, Dr Helene
Cabanas and the NCNED Team, Griffith University, Queensland, Australia
During the past four years, researchers at the NCNED have focused on a family of
ion channels, known as Transient Receptor Potential (TRP) ion channels. These
ion channels are located on nearly every cell type in the human body. Importantly,
TRP ion channels play a crucial role in healthy cells - transferring calcium and
other cations from outside the cell to the inside, resulting in regulation of many
cell functions. Therefore, abnormal TRP ion channels lead to dysregulation of
calcium signalling.
TRP channels are widely known to be involved in sensory reception, including
thermoreception, chemoreception, mechanoreception, nociception /pain reception
and photoreception and can be then related to many symptoms in many diseases
including ME/CFS.
Genetic variations in TRP ion channels have been previously reported by NCNED
in immune cells from CFS/ME patients.
Recently the NCNED has validated their previous research reporting an impaired
function in a particular TRP ion channel, referred to as Transient Receptor Potential
Melastatin 3 (TRPM3) ion channel, in immune cells from ME/CFS patients. What
does this new data mean? The NCNED team have now reported again that immune
cells from a new cohort of ME/CFS patients have faulty cell receptors compared
with healthy participants. This results in reduced calcium being transported into
the immune cell where cells are unable to function optimally causing immune
system changes seen in ME/CFS patients.
Given these receptors are located on nearly every cell type in the human body,
their dysfunction will also affect other cells that have this receptor, for example,
muscle, cardiovascular, gastrointestinal and neuroimmune cells are unable to
effectively function. Consequently, this will lead to clinical presentation of ME/CFS
symptoms.
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Specifically, in this recent study the NCNED team employed a gold standard
technique called 'patch clamp' allowing the characterization of TRPM3 function
using two different drugs that have been well documented to activate TRPM3.
Indeed, TRPM3 is activated by pregnenolone sulphate and nifedipine, that act on
different parts of the receptor. The NCNED reported both drugs were unable to
activate the TRPM3 to perform its function in ME/CFS patients compared with
healthy controls.
Every ME/CFS patient and healthy participant had more than six TRPM3 functional
tests recorded for each drug. All ME/CFS patients showed TRPM3 abnormality, and
no abnormalities were found in healthy controls.
In summary these recent results from NCNED have identified TRP and TRPM3
dysfunction in the pathology of ME/CFS. TRPM3 is not only confirmed in the
pathology of ME/CFS but is now considered as a potential biomarker and targeted
for future treatment for CFS/ME.
Excitingly, NCNED is now testing other drugs to target TRP channels for benefiting
ME/CFS patients. These treatment-focused studies are currently underway.

Best wishes
Sonya
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Concerns About Craniocervical
Instability Surgery In ME/CFS
CCI/AAI has little in common with ME/CFS
Three ME/CFS patients, Jeff, Jennifer, and Matt, have reported improvements
of their ME/CFS symptoms following surgical interventions for craniocervical
instability (CCI) and atlantoaxial instability (AAI).
CCI refers to increased mobility and instability of the craniocervical junction, the
transition between the spine and the skull. It normally develops as a result of
physical trauma such as a car accident, an inflammation disease such as
rheumatoid arthritis or a congenital disorder such as Down syndrome. [1] The
main symptoms of CCI consist of severe neck pain, [2] and neurological
abnormalities [3] that are quite different from the characteristic ME/CFS
symptoms. Young et al. for example describe a case of CCI with chronic neck
pain, headache, left-sided facial pain, and numbness. Another case example had
progressive worsening of neck pain and frequent falls, which were attributed to
balance issues. [4]
The case report by Botelho et al. describes a man with insensibility to pain in the
left hemithorax and paresis of the hands. [5] Kukrejo et al. report on 49 cases
that underwent fusion surgery. The most common presenting symptoms were gait
instability, motor weakness, numbness, neck pain and dysphagia (difficulties
swallowing). [6] More severe forms of cervical cord compression and trauma to
the spinal cord or the brainstem do not result in ME/CFS symptoms but in
respiratory distress, pain, cranial nerve dysfunction, paresis and paralysis and in
rare cases, sudden death. [7]
AAI refers to excessive movement at the junction between the superior vertebra
of the spine. It also gives a symptom complex that is clearly distinct from ME/CFS.
Clinical manifestations of AAI include neck pain, paresthesia, weakness and signs
of myelopathy on examination. Other symptoms include difficulties with gait,
neurogenic bladder and a lack of coordination. [8]
The EDS connection
The link between ME/CFS symptoms and CCI/AAI comes from research on patients
with hereditary disorders of connective tissue such as Ehlers Danlos Syndromes
(EDS). Following the publication of an influential paper on Chiari malformation and
cranial settling in EDS patients in 2007 [9], there was an increase of surgeons
diagnosing and treating CCI/AAI in patients with EDS.
It is worth highlighting that this research is still in its infant stages. There are very
little scientific publications on CCI/AAI in EDS. According to a 2016 review by
Fraser Henderson, an expert, and forerunner in the field, “there is a paucity of
neurological literature referencing CCI in this group of disorders”. Opponents of
these procedures argue that “radiological diagnosis of pathological instability at
the cranio-cervical junction has not been clearly established in the literature for
the hypermobility population.” [10]
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The Henderson study
This year, Henderson and colleagues published a 5-year follow-up of 20 EDS
patients treated with craniocervical stabilization surgery. [11] These were
however not the average EDS-patients. They were required to have Chiari
malformation, a clear indication of craniocervical instability, to suffer severe
headache and/or neck pain and to have “demonstrable neurological deficits”. In
addition, patients had to have a diagnosis of what is called “cervical medullary
syndrome” a constellation of symptoms and signs that are thought to be caused
by compression of the brain stem. According to a 2014 consensus statement [12],
the clinical findings of cervical medullary syndrome are:
Headaches, suboccipital pain and neck pain,
Bulbar and related symptoms: altered vision, diplopia, nystagmus,
decreased hearing, tinnitus, imbalance, vertigo, dizziness, choking,
dysarthria, dysphagia dysautonomia, postural orthostatic tachycardia, presyncopal or syncopal episodes disordered sleep architecture, sleep apnea,
Symptoms of myelopathy: weakness, clumsiness, spasticity, altered
sensation, paresthesias, dysesthesia, change in gait, constipation, urinary
urgency and frequency.
This is once again a symptom complex that is quite different from ME/CFS.
Although there were complications in some cases, the fusion surgery performed
by Henderson et al. generally led to clinical improvement. Consequently, this
study has been used as an example of why surgery for CCI/AAI might also work
in patients with ME/CFS. The symptoms which improved most however such as
vertigo, headaches, imbalance, dysarthria dizziness or frequent daytime urination
were far from the characteristic symptoms of ME/CFS while fatigue, muscle pain,
and IBS did not show a statistically significant improvement.
The reported improvements in the trial were also not spectacular, given that this
was a study without a control group. Patients improved from an average score of
53 on the Karnofsky scale to approximately 70. After 5 years there was only a
small increase in work resumption: 60% of patients were still unable to work or
go to school.[13]
Interestingly, the reasons given by the participants for the lack of improvement
in work or school status were other medical problems related to EDS such as
musculoskeletal pain, fatigue, gastrointestinal issues, POTS, etc. So instead of
given us an indication that CCI/IAA surgery might improve EDS-symptoms that
resemble those of ME/CFS, this trial showed the exact opposite.
Not only is there a lack of scientific evidence for the efficacy of CCI/IAA surgery
in patients with ME/CFS, there is also no indication why this surgery would relieve
ME/CFS symptoms.
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Complications: occipitocervical fusion is no joke
While the benefits of CCI/IAA surgery for treating ME/CFS symptoms are unclear,
the risks are obvious. This type of surgery, called occipitocervical fusion, is no
joke. It reduces the range of motion of patients’ neck by approximately 30%. [11]
The operation takes several hours as pedicle screws are inserted in the body to
correct and stabilize the position of the cervical spine. Mattie reported that the
surgeons put him on anesthesia for 14 hours and that the first days after the
surgery were terrible, being in pain and unable to move or sleep. [14] Recovery
is slow and estimated to last several months.
Although the outcome is generally good, the complications of occipitocervical
fusion can be serious and should be taken into consideration. [1,15] According to
Choi et al. common complications include screw failure, wound infection, dural
tear and cerebrospinal fluid leakage. [16]. In a large review of occipitocervical
fusion by Winegar et al. 2010, “surgical adverse events data were recorded for
195 (24%) of 799 cases.”[7]
Although the outcomes were generally good in the trial on atlantoaxial fixation by
Goel et al., one patient died because of a vertebral artery injury incurred during
the operation. [17] In the study by Henderson discussed above, two subjects
had superficial infections, of which one returned to the operating room for closure
of the rib wound dehiscence. Mild to moderate pain at the rib harvest site was
common at 2 years, although substantially abating at 5 years. The study reported
that "one to four years after the craniocervical fusion, some subjects developed
pain over the suboccipital instrumentation (the "screw saddles") due to tissue
thinning, and requested hardware removal (8/20 subjects)."
Jeff experienced a severe infection following his occipitocervical fusion. On the
Phoenix Rising forum he reported:
“Day 21 post-surgery, the swelling rapidly increased, and my incision site became
bright red, inflamed, and the redness was spreading. I spiked a fever of 101.6 and
went to the E.R. They admitted me for a week, got me on IV antiobiotics with a
PICC line.”[18]
Jeff needed another surgery to reopen and clean the incision site. Later he would
need another revision surgery to replace 3 screws after a physical therapist
twisted his neck too far. [19] Jennifer also experienced complications, though it
is unclear how these relate to the craniocervical fusion. She needed two extra
surgeries in the lumbar spine to remove a hematoma that was compressing her
spinal cord (a complication from a prior blood patch). [20]
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It costs a lot of money
Another concern is the high cost. According to Jeff, Jennifer and Mattie there
are only a few neurosurgeons in the world that can reliably perform these
treatments. On the Phoenix Rising forum, Matt explained that it costs around
1800 euro’s to get an upright MRI-scan [21], that a consultation with one of these
surgeons takes 250-300 euro’s [22] and that the actual fusion surgery costs
approximately 70.000 euro’s in Spain and probably more in the United States.
[23] Online fundraisers of patients trying to raise 100.000 euro for CCI/IAA
surgery in the hope of recovering from ME/CFS, already exist. [24]
Are these surgeons reliable?
There is a third concern about these surgeries. If only a few neurosurgeons in the
world are believed to perform the craniocervical/atlantoaxial fusion surgery in
patients with ME/CFS reliably, one might ask what makes them so unique. Do they
have unique skill and expertise, or are they more aggressive in pushing the limits
of surgery? Most have private practices, meaning they likely experience a financial
incentive to perform more surgeries.
In 2016, multiple media outlets reported that three patients had filled malpractice
lawsuits against Paulo Bolognese, the neurosurgeon that performed Jeff’s
fusion surgery. The three women claimed Dr. Bolognese either “gave them
unnecessary surgeries or botched their treatment to the point they ended up in
worse shape than when they first visited him.” According to mersonlaw, Dr.
Bolognese had already been suspended by North Shore in 2010 “for allegedly
failing to show up on time for a patient who was anesthetized for surgery — and
has been sued at least 20 times over his medical care.” [25] I do not have the
necessary information to judge these litigations. I do think it’s important that
patients are correctly informed about the fact that some former clients think this
neurosurgeon has performed unnecessary and inadequate surgeries on them.
A noticeable disclaimer
Given the information provided above, I would advise Jeff, Jennifer and Matt to
add a noticeable disclaimer to the interesting and courageous blog posts they
write about their past surgeries and current recovery process. The disclaimer
should inform readers that:
Patients with CCI/AAI suffer from symptoms that are clearly distinct from
the symptoms of ME/CFS.
There is no scientific evidence to suggest that CCI/AAI surgery relieves
ME/CFS symptoms.
CCI/AAI surgery costs tens of thousands of euro’s and has severe
complications including screw failure, wound infection, dural tear and
cerebrospinal fluid leakage.
Michiel Tack
source: Science for ME
http://bit.ly/2WQcFMq
Because of the length of this article the list of References has been omitted.
The MEGC editors
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The ‘Cognitive Behavioural
Model’ Of Chronic Fatigue
Syndrome: Critique Of A Flawed
Model
Keith Geraghty, Leonard Jason, Madison Sunnquist, David Tuller,
Charlotte Blease and Charles Adeniji
(The following paragraphs are taken from the study – The Editors)

Chronic fatigue syndrome/myalgic encephalomyelitis is a debilitating illness that
greatly impacts the lives of sufferers. A cognitive behavioural model attempts to
explain illness onset and continuance with a hypothesis that the illness is
perpetuated by patients’ irrational beliefs and avoidance behaviours. This theory
underpins the promotion of cognitive behavioural therapy, a treatment that aims
to change beliefs and behaviours. This article reports on a detailed review of the
cognitive behavioural model. Our review finds that the model lacks high-quality
evidential support, conflicts with accounts given by most patients and fails to
account for accumulating biological evidence of pathological and physiological
abnormalities found in patients. There is little scientific credibility in the claim that
psycho-behavioural therapies are a primary treatment for this illness.
The CBM of ME/CFS CBT originated in the ground-breaking work of Beck in the
1960s and 1970s, as an experimental psychological treatment for depression
(Beck, 1976). Since then, the application of CBT has widened to the treatment of
anxiety, phobias, obsessive compulsive disorders and more recently, ME/CFS
(Wessely et al., 1989). In the United Kingdom, in the late 1980s/early 1990s,
psychiatrists proposed that Beck’s CBT could be used to treat ME/CFS. A model
of CFS was proposed by psychiatry that dismissed Ramsay’s ME organic infectious
disease in favour of a mostly psychogenic model of CFS. The ‘cognitive behavioural
model’ of CFS is Beck’s CBT modified and applied to CFS. In this sense, the CBM
of ME/CFS is distinct from Beck’s CBM for depression – and must be assessed on
its own merits.
Proponents of the CBM write, cognitive behavioural models propose that beliefs
about the unacceptability of experiencing or expressing negative thoughts and
emotions can play a central role in the development and maintenance of clinical
problems and can be associated with a poorer prognosis or treatment outcome.
(Rimes and Chalder, 2010)
Sharpe (2007, citing Wessely et al., 1989) concedes that the theory behind the
use of CBT in CFS is weak: ‘… treatment is plausible, but lacks a theoretical
rationale. It is possible to construct a hypothetical model by assuming that the
aforementioned factors interact in self-perpetuating vicious circles’. The notion of
‘a cycle’ is repeated throughout the CBM literature.
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Problematic evidence from clinical trials and practice Proponents of the CBM
consistently argue that the model is validated via the success of CBT and GET in
randomised controlled trials and clinical practice. It would be impossible to critique
all CBT trial evidence within the confines of this article, thus we point readers to
reviews of the field (Rimbaut et al., 2016) and systematic reviews (Larun et al.,
2016; Price et al., 2008) that appear to show, prima facie, that CBT and GET
outperform other treatments for ME/ CFS (mostly usual care) with small-tomodest effect sizes. However, this evidence is increasingly contested by reanalysis
of data from clinical trials (Geraghty et al., 2017; Wilshire et al., 2018) and
meta-reviews (Vink and VinkNiese, 2018).
Many patients seen in CFS treatment studies appear to be drawn from psychiatric
centres with high rates of psychiatric morbidity. In the study of Wessely and
Powell (1989), 22 (47%) patients met the criteria for major depressive disorder.
The inclusion of patients with mental health complaints that might explain their
presenting fatigue is a contamination issue that persists to this day in clinical trials
of CBT treatment for ME/CFS (Taylor et al., 2003). In Wessely and Powell’s
work, approximately half of patients with CFS were indistinguishable from the
control patients with psychiatric disorders, except for illness attribution and CFS
diagnosis.
Conclusion
In this article, we reviewed the CBM of ME/CFS. This model is often cited in the
literature as a model to guide clinical practice and treatment of this illness. We
find this model to be primarily an idealised narrative model. It exists as a dogmatic
model favoured by model promoters. Our review exposes stark weaknesses,
inconsistencies and contradictions, both in its theoretical underpinnings and the
research said to prove model validity.
Our findings suggest the CBM is not fit for purpose, as it poorly reflects the
accounts given by patients and it ignores the wealth of evidence showing
biological, immune and neurological dysfunction in ME/CFS. Given that the CBM is
cited as the basis for CBT and GET interventions, there is an urgent need for
clinicians, therapists and health providers to review this treatment paradigm.
Our findings help explain why so many patients reject psychotherapy. An
alternative model should be formulated to better explain the biological factors that
predispose, precipitate and perpetuate the illness. An explanatory model needs to
closely resemble illness pathogenesis and provide logic-driven linkages between
factors, including patients’ symptoms and illness behaviours.
Source: http://bit.ly/2FdIGTJ

Submitted by Prof. Leonard Jason
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Molecular Switch For
'Exhaustion Mode' Of Immune
Cells Discovered
TOX reinforces the phenotype and longevity of exhausted T cells in chronic viral
infection
Francesca Alfei, Kristiyan Kanev, Maike Hofmann, Ming Wu, Hazem E.
Ghoneim, Patrick Roelli, Daniel T. Utzschneider, Madlaina von Hösslin,
Jolie G. Cullen, Yiping Fan, Vasyl Eisenberg, Dirk Wohlleber, Katja Steiger,
Doron Merkler, Mauro Delorenzi, Percy A. Knolle, Cyrille J. Cohen, Robert
Thimme, Benjamin Youngblood & Dietmar Zehn
Nature , 17 June 2019
Abstract
Cytotoxic T-cells are essential mediators of protective immunity to viral infection
and malignant tumors and are a key target for immunotherapy approaches.
However, prolonged exposure to cognate antigen often attenuates the effector
capacity of T-cells and limits their therapeutic potential. This process, known as
T-cell exhaustion or dysfunction, is manifest through epigenetically enforced
changes in gene regulation that reduce the expression of cytokines and effector
molecules and up-regulate the expression of inhibitory receptors such as
Programmed Cell-Death 1 (PD-1).
Thus far, the underlying molecular mechanisms that induce and stabilize the
phenotypic and functional features of exhausted T-cells are vaguely understood9–
12. Here we report that the development and maintenance of exhausted T-cell
populations requires the thymocyte selection-associated high mobility group-box
protein (Tox). Tox is induced by high antigen T-cell receptor stimulation and
correlates with the presence of an “exhausted” phenotype during chronic
Lymphocytic choriomeningitis virus and human hepatitis C virus infection.
Removal of its DNA-binding domain reduces PD-1 expression, augments cytokine
production, and results in a more polyfunctional T-cell phenotype.
Such mutated T-cells initially mediate increased effector function and cause more
severe immunopathology but ultimately undergo a massive decline in their
quantity, notably among the subset of Tcf1+ self-renewing T cells. Altogether, we
establish Tox as a critical factor for the normal progression of T-cell dysfunction,
for the maintenance of exhausted T-cells during chronic infection, and we
document a link between CD8 T-cell intrinsic suppression of effector function and
protection against immune-pathology.

Source: https://go.nature.com/2WNJKDG. Also see http://bit.ly/31LvPS8 and:
Molecular switch for 'exhaustion mode' of immune cells discovered
http://bit.ly/2FlZWGh
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Calcium Channel Blockers In
ME/CFS and FM
Using calcium channel blockers (CCBs) to treat the symptoms of ME/CFS is nothing
new. In reality, doctors have been using CCBs to treat the vascular symptoms of
ME/CFS (like headaches) for many years.
But the benefits of the CCBs as a class go far beyond the vascular system to
include many other commonplace ME/CFS symptoms. Beyond that, the effects of
a specific CCB, nimodipine, may provide even greater benefits for our population
due to its ability to cross the blood-brain barrier.
What are calcium channels anyway?
By definition, ion channels are pores in the cell membrane that allow specific ions
(atoms or molecules) to pass through into the cell.
Different types of ions use different channels to perform their intended cellular
functions. Calcium ions, logically, use calcium channels and are one of the most
important regulators of crucial cellular functions including muscle activity. Proper
calcium functioning is vital for cell survival and disruption to these processes can
be catastrophic. As a result, many degenerative diseases feature disrupted
calcium homeostasis (steady state), and the importance of calcium to the proper
working of the body really cannot be overemphasized.
For proper functioning, calcium levels should be higher in concentration (by about
10,000x) outside the cell in the blood and the extracellular fluid than in the cell.
This concentration gradient is vital for the proper functioning of muscles, glial cells
and neurotransmission. Calcium ions are further involved in the regulation of
neurotransmitters and hormones, enzymes, transport, glycolysis, respiration,
membrane potential and intracellular communication. Regardless of the original
insult to the system (http://bit.ly/2x4KVV1), disruption in calcium channel
functioning is often the final common pathway that will ultimately lead to the death
of the cell.
Generally, CCBs function by reducing the crossing of calcium ions from the blood
into the cells. The lowering of intracellular calcium has many important therapeutic
effects, including the relaxation of blood vessels, which improves blood flow and
oxygen delivery to the organs. This is the traditional reason for prescribing CCBs
to patients with high blood pressure. But the main benefits in ME/CFS go well
beyond the relief of hypertension.
Immune System Effects
The role CCBs play in modulating the immune system is clear. They can suppress
the activation of different types of immune cells (http://bit.ly/2KsqGcm) including
T-cells and macrophages. The late immunologist, Dr. Robert Keller, noted CCB
activity inhibits T-cell activation. Beyond that, research has demonstrated that
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CCBs have some systemic antiviral activity (http://bit.ly/2Kr6Caj) against
common viral infections like influenza and all the way to HIV and hepatitis.
Researchers from Griffith University (http://bit.ly/2IrCIAq) have recently shown
that calcium handling is dysregulated in patients with ME/CFS. They are currently
studying potential drugs that are able to activate the TRPM3 channel
(http://bit.ly/2MWNcw4) in similar fashion to pregnenolone, including the CCB,
nifedipine.
Effects on the Mitochondria
Calcium affects mitochondrial function as well, with high intracellular calcium
levels causing conformational changes which inhibit mitochondrial functioning
leading to mitochondrial dysfunction. Unlike other mitochondrial issues, however,
this isn’t due to genetic mitochondrial disorder, it’s simply caused by increased
levels of intracellular calcium. More importantly, it can be reversed by lowering
the calcium levels.
Effects on Microglial Cells
Dr Jarred Younger has studied microglial cells in patients with ME/CFS and
hypothesizes that activated microglial cells in the brain could be responsible for
producing some of the common symptoms of the disease. While Younger has not
specifically mentioned CCBs in his work, other researchers have found that CCBs
that cross the blood-brain barrier can inhibit the inflammatory activity of activated
microglial cells (http://bit.ly/2WPxaE5). Nimodipine, in particular, can even
promote remyelination in oligodendrocytes (http://bit.ly/2FjXQXC), which has
important ramifications for multiple sclerosis (MS) sufferers.

Remy, June 12, 2019 on Health Rising

Read the entire article here: http://bit.ly/2x4F41R
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8. ME And Children
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Doctors Who Listen,
Professionals Who See – Where
Are You?
But she was better now. Spring and warmth was good for her. A little better is so
infinitely better than the dark hell of pain that we miraculously forget once she
can sit up straight and watch some TV, or sit on the terrace for a few minutes, or
even have a short visit from her grandparents, who she sees far too seldom.
Maybe once a year.
I rarely notice everything I do for her all day and all night. But yesterday I had to
go away for a few hours. Some appointments you just cannot cancel. Food was
prepared and water bottles were easily accessible on the coffee table.
I returned home, but wasn’t greeted by the gentle and happy «hello» I usually
hear when I come home from a short errand to the shop. It was quiet. She lay
crumpled on the couch, the water bottle was emptied. She was unable to speak.
At first she mimed, then only whispered. Completely red in her face and white
around the mouth. This is all too familiar. But she has not been this ill for a long
time? I didn’t understand anything at all. Just because I was gone for a few hours?
Please, no! This can’t be true!
She tells me she cannot cope on her own, even though we believed she was strong
enough now to be alone for a few hours. In fact, she always looks forward to
having a moment on her own. After all, she is almost 19, and every morning she
wakes up hoping this day will be a good one. But it had been too exhausting to
get to the toilet. The consequence of having to get there and back, alone, without
help, is that she is now so ill and weak that she simply does not have the strength
to neither drink, or eat. She sweats excessively, and is completely exhausted. She
has not been able to lift her water bottles, or to open them. The glasses in front
of her were too heavy.
She has not had the strength to wait for food to be heated. Or even to chew her
sandwiches. She wasn’t able to swallow the slices of an apple, and was afraid she
would choke on them, as that happened with the first slice. And had she even
remembered to take her LDN (low-dose naltrexone) and migraine medication?
I was away for just a few hours, and now we’re back in that stupid dark place. We
had begun to plan her 19th birthday, which is approaching. Her grandparents
wondered what her birthday wishes were. She replied; «Nothing». But I do know
what she wants. They live far away, and maybe someday she will be able to visit
them, and stay with them for a little while. And she does want to try Rituximab.
But she doesn’t dare to tell them.

66 Back to Table Of Contents

She has applied for work assessment allowance now. But she dreams of becoming
a doctor, and a researcher. This is not how life was supposed to be. Right now I
had to carry her to the toilet again. I don’t understand how highly educated people
don’t do more to help people like her, and everyone with ME!
At Easter, she sat outside, enjoying the sun for a few minutes. But as soon as the
help is not there, she simply doesn’t manage! And she’s not the only one, this
applies to many with ME. It’s a scandal and a complete disgrace!
Now I’ve fucking had it! It is high time to get together and demand more funding
for biological research, as well as customized rehabilitation centers for young
people and adults, both here in Norway and in countries with warmer climate; ME
coordinators and ambulant teams for the most severely affected in all
municipalities; and user-controlled personal assistance for anyone who needs it.
Not to mention, that if a fast-track pathway is supposed to become the norm, then
a fast-track pathway must be for ME exclusively – do NOT mix ME with other
diseases.
We Need Help NOW!

Written by an impatient and angry parent
Original in Norwegian http://bit.ly/2ZAiw5p
Source: ME-foreldrene, http://bit.ly/2wX8tem

Submitted by Stine Aasheim
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ME In Children And Young
People
ME in Children and Young People – Part 1
by Dr. Nigel Speight
I am a British paediatrician who has a special interest in paediatric ME which I
have developed over the last 30 years. During this time I have seen over 700
cases, and been involved is a number of contentious and controversial cases. I
have been asked to write this chapter based on my experiences. Not knowing my
audience or the current situation in German medicine I do this with all due
diffidence.

Overview
ME has been recognised by the WHO as a genuine physical/organic illness for over
50 years. Despite this most doctors are taught very little about it either as medical
students or following graduation. As a result many patients have great difficulty
even getting diagnosed officially, and as a result are left with little support from
their doctors. In many countries psychiatrists have tried to invade the territory
and as a result many doctors have treated ME patients with disbelief and rejection,
on the grounds that their symptoms are “psychosomatic”. Currently the
psychiatrists are promoting the label of MUS (Medically Unexplained Symptoms)
and there is a danger that life is about to become even more difficult for ME
patients as a result.

Example 1
A family doctor phoned an ME Helpline to say that he was very worried that he
was developing ME. The adviser asked why this should be so particularly worrying
and he replied “You don’t understand, it has been the policy in our practice to
treat ME patients with absolute ridicule, hostility and rejection, and I now cannot
face telling my colleagues. Instead I am going to tell them I am suffering with
depression and take early retirement”

Example 2
A medical student sitting in my clinic told me his story. He was at university when
in his first summer he came down with a severe ME like illness. He was unable to
resume his studies and after 9 months his family doctor referred him to a physician
at his local hospital. Far from taking any sort of history or doing a physical
examination, the physician took one look at the doctor’s letter, asked the nurse
to leave the room and then proceeded to berate the unfortunate patient, to the
effect that if he hadn’t the guts to complete a university degree in these days of
high unemployment he should make way for better people.
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As the somewhat bruised student limped home, he said to himself “I could make
a better doctor that that one” – and he did.
Importance of making an official diagnosis of ME
Although there is currently no curative treatment for ME, this should not deter
doctors from actually diagnosing it. For the adult patient it is vital that their illness
is validated so that they can be given correct advice and support, especially with
employment rights, sickness pay and pensions etc. For children this is even more
vital as the presence of a diagnosis acts as Protection from a variety of threats
associated with disbelieving professionals. Firstly, other family members may
disbelieve the genuineness of the child’s illness which is unpleasant for the child
and leads to family disputes. Secondly, teachers may pressurise children with ME
to attend school when they are too unwell, and may then refer to social services
for prosecution if they are too unwell to attend school. Without the protection of
a diagnosis these children are labelled examples of Factitious and induced Illness
(FII), formally known as Munchausen Syndrome by Proxy (MSBP)
I have been involved in over 50 families where there has been a real threat of
court proceedings to remove the child. Fortunately in nearly every case the threat
was averted.

Diagnosis
There are no pathognomonic physical signs in ME and routine investigations come
back negative. Accordingly the diagnosis is a clinical diagnosis (for instance just
like migraine) but none the less real for all that.
The diagnosis is based on the taking of a very careful and thorough history. The
taking of a proper history may well take over an hour and this time should not be
begrudged as it is vital both for diagnostic accuracy, but also as a basis for the
future relationship with the patient and family. The actual taking of the history
helps the patient to feel that their illness is being validated ie being taken
seriously. Most patients will already have had several negative and rejecting
experiences with previous doctors and will be mightily relieved to now find they
are believed.
The other reason the history will take so long is the sheer number of symptoms
that these patients may present with, each of which deserves to be thoroughly
evaluated.
The cardinal symptom of ME is Post-Exertional worsening, not only of the fatigue
but of all the other symptoms such as myalgia, headache and problems with
cognition. This symptom helps to differentiate ME from conditions such as
depression.
Having said there are no definite physical signs in ME, there is a slight exception
in the form of Facial Pallor, which is very common and quite distinctive, having a
translucent quality. It is proportional to the severity of the condition and seems
to fluctuate with how the patient is at any particular time.
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On many occasions I have suspected ME from my first impression of the patient
as he/she comes through the door.
I once gave a talk to a charity for families of children with ME, and as I looked
down at the audience I saw lots of white faces of the index children as they sat in
the audience.

Dr. Nigel Speight as written for © Fatigatio 2019
Southlands
Gilesgate
DURHAM
United Kingdom
DH1 1QN
Email: speight@doctors.org.uk

Note: because of its length and its importance we cut the entire original article into 3
parts. Part 2 will be published in the Autumn 2019 issue #33, part 3 in the December
2019 issue #34.
The Editors
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Psychiatric Dilemma - The ‘Case’
Karina Hansen
On My 20,2019 the Danish tv-station DR broadcast a documentary of almost an
hour in which Danish ME-patient Karina Hansen and her parents figured
https://bit.ly/2HINAs3 with the introductory comment: “Every fifth Dane gets a
psychiatric diagnosis. But can one always rely on a diagnosis and what are the
consequences if the doctors are in doubt”
Although the broadcast was in Danish, ME-patient Bente Stenfalk, who all along
reported about Karina Hansen whilst being held against her will in Hammel
Neurocenter, took some notes:
Very sober and informative broadcast about Karina Hansen's unwanted 'journey'
through psychiatry..
Ole Mors, professor of psychiatry at AU (University of Aarhus): “An incorrect
diagnosis gives the wrong treatment ..
Thorstein Teilgaard, from Better Psychiatry: “You should always be entitled to
a second opinion..” (which Karina obviously never was allowed to - MEGC)
Per Fink: “ I cannot see the academic evidence to say that she does not suffer
something psychologically, it does not mean I am not present. I don't think we've
come to the bottom of the diagnosis of what she has. It is still uncertain; in this
case it can reasonably be concluded that in any case it is not chronic fatigue/ME
she is suffering from, it is something else. So what exactly it is, is still the
challenge. ”
Great THANK YOU to psychiatrist Mogens Undén for his commitment and help to
the family.
Lene Falgaard Eplov, psychiatric researcher: “Once you have a diagnosis, it
cannot be deleted... and a diagnosis can have consequences for the rest of your
life, whether it was wrong or right. Today one cannot demand to have a wrong
diagnosis changed, because ones record is a historical document, but one can
have added that one is free of symptoms. In psychiatry you do not use the term
"to become healthy", instead you are talking about patients being in remission,
and in recovery if the condition has lasted for more than two years. But based on
his record the patient is still mentally ill and it has consequences. You can be
discriminated because of it in terms of insurance, in terms of obtaining a flight
certificate, in relation to adopting a child and in relation to treatment for physical
diseases that can be overlooked if you have a mental diagnosis.”

Thanks to Bente Stenfalk (http://bit.ly/2KqOQUv)
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9. News from
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Belgium
The month of May is traditionally full of awareness raising
activities for ME / CFS. That was also the case in Belgium with
campaigns from #MillionsMissing Belgium in Diest and Ghent.
We let the photos speak for themselves
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Canada
A message for our triple key officials:
Ginette Petitpas Taylor http://bit.ly/2Y1Gnu9
Justin Trudeau http://bit.ly/2WWJ5of
Bill Morneau http://bit.ly/2x8RNR8
Lyrica Sherwood writes:
'I did finally get up, but haven't managed to bathe (which would otherwise be my
1st priority, even on a crash day!), & am still wearing last night's pjs.
I'm grateful not every day is like this; I know I have it better than many pwME!'
The list of what we're missing in our lives is endless and contrary to what is being
preached on some of the government pages, no amount of positive thinking,
healthy eating or beauty treatments will help that.
People with ME are very sick.
However, action initiated by you, our key officials, will begin to turn the tide for
580K folks sick and suffering with ME and offer them hope where little now exists.
Meet with stakeholders!

Too Tired to Live
The Nelson Star
May 9th, 2019
For ME Awareness this year, Tashia Weeks was interviewed by the Nelson Star,
and shared some of her battle with ME, how life limiting it can be, and the effect
on her family.
From the Article:
"Luis Nacul, the medical director and research director of the Complex Chronic
Diseases Program at B.C. Women’s Hospital, told the Star in an email that ME
research is still in its infancy.
The Canadian Institute of Health Research has started a grant to encourage an
ME research network, but Nacul said more is needed.
“ME is a very real and serious disease, and those with the disease have been
waiting for far too long for more research and more understanding of what is
causing their symptoms and how we can best treat them,” said Nacul."
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Congratulations Tashia. There's a whole lot packed into this article and you did a
fantastic job at representing the ME community while raising attention to ME
through the media, and also promoting the upcoming Victoria event at the
Legislature tomorrow on May 15th.
Thanks so much to Tyler Harper and the Nelson Star News http://bit.ly/31JFbxS
for the interview and a well written and accurate article about this illness. Allies
from the media are much needed and so very much appreciated.

An Appeal From a Passionate Parent on Mother’s Day... 14th May
'Think of all the parents who are actually accused of the worst possible things —
making their kid's sick with this illness — because there's no research and there's
no one teaching other doctor's what's going on.'
'I cannot believe the trauma on top of trauma that comes from being a parent
with a child that's sick with ME...being retraumatized by the medical system over
and over again, many parents accused of Munchhausen by Proxy because their
doctors just can't believe how sick their kids became for no obvious reason.'
'They take kid's away for this. They accuse parents of child abuse and we're the
ones holding it all together.'
We've heard so many gut wrenching stories like this one and we're sure EVERY
parent of a child of ME has stories to share of traumatic interactions with the
medical profession (as well as family and friends), including being grilled with
probing questions, viewed with lots of suspicion, distancing and outright
accusations.
It cuts to the very quick of who we are and what we do for our kids. Who can
relate?
Contact your MPs and key government officials to put an END to this kind of
abusive behaviour.

Source: Millions Missing Canada
https://www.facebook.com/MillionsMissingCanada/
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Denmark
Karina Hansen on Danish TV
A critical TV documentary “Psykiatriens dilemma 2:3” (The dilemma
of Psychiatry) about severe ME-patient Karina Hansen’s treatment
in the Danish health care system was shown on national tv, DR1, on May 20th
2019. The documentary in Danish with Danish subtitles can be watched
internationally for one year. Hopefully, a version with English subtitles will be
released at some point (http://bit.ly/2WtZ0FD).
ME Politics
The Danish Parliament decided on the 14th of March 2019 to separate ME G93.3
from “funktionelle lidelser” (functional disorders) and told the Danish Health
Authorities (Sundhedsstyrelsen, SST) to make new guidelines for treatment of ME,
instead of the present one that recommends training for ME patients.
Since March, a very flawed description of “Chronic fatigue Syndrome” by
psychiatrist Per Fink et al. has been removed from the official homepage
Sundhed.dk and it has not yet been replaced with another text. But the SST has
visited an “alternative” Norwegian patient organization for ME, Recovery Norge,
that promotes Lightning Process as a treatment for ME. And SST is expected soon
to come up with another Danish diagnose instead of functional disorders “to avoid
stigma” of the diseases.
The plan to create 5 regional centers for functional disorders/complex symptoms,
where ME patients can be diagnosed and treated, is still going strong.
(http://bit.ly/2MDZnhm).
The Clinic for Functional Disorders in Aarhus under Per Fink is still the Knowledge
Center for Chronic fatigue Syndrome. A new Center for Complex Symptoms,
including ME, opened in Copenhagen in May. Three more regional centers for
functional disorders are expected to open in 2019 (http://bit.ly/2Iuaowg).
The health spokesperson, Liselott Blixt (DF) who was leading the ME initiative in
the Danish Parliament in March, was luckily reelected into the Parliament on June
5th. So we are all looking forward to a continued political effort to secure proper
diagnosis and treatment of ME patients in Denmark, under a new Minister of
Health (http://bit.ly/2wLPXoW).

Submitted by Helle Rasmussen
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Germany
Supporters,
Hertha BSC is a football club from Berlin playing in the German
Premier league.
The Gruppa Süd (Southern Group), unofficial fan club of Hertha BSC, drew
attention to #MECFS at the Olympiastadion Berlin on May 5, 2019 and then
published an article about the difficult situation of those affected.
The action took place as part of the #MillionsMissing protests around the
international ME / CFS Day on May 12th.
The text on the banner reads:
ME/CFS - 300.000 sufferers that can't be ignored
Also the site Fascination Fankurve reported about it: http://bit.ly/2IGizWq

Reporting on ME/CFS around May 12th May 12 - International ME/CFS Day
The #MillionsMissing Germany network organized protests in Berlin, Halle and
Munich during the international week of protest (5-12 May 2019). Our goal is to
make the "MillionsMissing" visible to the public. We are very pleased that the
media interest was so great this year.
Selection of some German coverages around May 12, 2019:
Chronic fatigue syndrome - action days of those affected
ARD - Tagesschau | 12.05.2019 | TV report about the #MillionsMissing action in
Munich | by Andreas Kegel /
Available on the YouTube channel «CFS Charging Station» by Kathi Herr,
journalist and ME/CFS sufferer https://youtu.be/dHUqObjPWXU
The chronic fatigue syndrome
Evening Show | 08.05.2019 | TV report about the sick journalist Kathi Herr |
by Conny Kleinschroth
https://youtu.be/lyIimLtydeo
Chronic Fatigue Syndrome patient Katharina Herr at "Have the Glory!"
With Jochen Wobser
Home | 31.5.2019 | Radio contribution | Duration: 1:05 hrs
http://bit.ly/2Ienbnu
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My life with chronic fatigue syndrome puls / funk - the question | Content Network
of ARD and ZDF - Youtube | 07.05.2019 |
Contribution to Manuel, severely ill with ME / CFS |
by Frank Seibert
https://youtu.be/BY5G96i-fPg
Life without Power - What is Chronic Fatigue Syndrome? ZDF full pot | 13.05.2019
| TV report with Melanie from #MillionsMissing Germany and Professor Dr. Ing.
med. Carmen Scheibenbogen,
Head of the Immunodeficiency Outpatient Unit of the Charité Universitätsmedizin
Berlin
http://bit.ly/2IGF5hL
With 19 years nursing case ARD Lunch Magazine | 24.05.2019 | TV report about
Melvin, seriously ill with ME / CFS.
http://bit.ly/2F9FIQ3
Permanently exhausted - why? ARD - Tagesschau | 12.05.2019 | Article with
questions and answers about ME / CFS.
https://www.tagesschau.de/inland/mecfs-erschoepfungssyndrom-107.html
Source: Millions Missing Germany http://bit.ly/2wTFlo9

Submitted by Bettina Becker & Liliane Falkmann-Stoevenbeld
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Ireland
ME Advocates Ireland (MEAI)
http://meadvocatesireland.blogspot.com
ME Advocates Ireland are a non-profit, volunteer group who are fighting for
change and recognition of ME in Ireland by promoting greater understanding and
awareness of ME in the general public, medical profession and other related
services, and by procuring political support for the cause with the aim of bettering
conditions for ME patients.
Our Aims:
To bring about a national ME policy;
To have a ME consultant appointed;
To have the International Consensus Criteria 2011 adopted;
To have education in med schools, and training of all healthcare
professionals.
HSE Working Group on M.E.
This Working Group has come from a recommendation from an Independent
Investigation into a complaint of Christine Fenton to the HSE
(https://bit.ly/2WB6Yle), about her HSE journey with M.E.
The first meeting of the M.E. Working Group took place on 16th May 2019
Purpose / Aim:
To develop a national guidance document for ME:
To provide evidence based information to health and social care
professionals to improve the care and management for people with ME.
To provide information and guidance regarding the condition together with
information in relation to the care and support available through the HSE to
people living with ME and their carers.
To develop formalised protocols for people living with ME.
To develop/adapt a standardised generic assessment tool that can be used
with people living with ME to identify, assess and appropriately address their
needs.
To develop guidance for education modules on ME.
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Roles and Responsibilities
The role of the Working Group is to:
Meet with people living with ME to find out what their views are on the
topic.
Review and research any existing documents and work in progress
around this area – we will be supported by a HSE Librarian for this work.
Develop a Guidance Document that will meet the aim and purpose of the
group.
Identify where subgroups are needed to develop specific parts of the
Guidance Document.
To consult appropriately with people with ME in regard to the content of
the document and take into consideration their feedback as part of the
development.
To consult and update the National Disability Operations Team (NDOT)
To submit a final draft Guidance for ME document and accompanying
documentation to the independent Disability Services Governance Group
for sign-off.
It is the responsibility of the nominated lead/Chair to ensure that:
The Working Group is kept updated and that quarterly reports are submitted
to the NDOT;
The agenda and any relevant papers that need to be read prior to meetings
are circulated in advance of meetings/ teleconferences.
Minutes are documented at each meeting and circulated to members within
a week of the meeting being held for feedback.
Minutes are approved and signed off by the chair and the Working Group at
the next meeting.
It is the responsibility of the members to ensure that they:
Prepare for, and attend as many meetings as possible;
Respect the confidentiality of all information shared and share information
only as agreed by the Working Group;
Provide feedback on the minutes to the Chair within one week of them being
circulated;
Complete agreed pieces of work;
Work collaboratively together and with others as required to develop an
easily accessible group of resources that are available to any service. This
may include advising regarding how these resources will be accessed and
kept up to date.

Link submitted by Corina Duyn
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Northern Ireland
Helpful Drs
Maria Ni Cathlain collected a list of
Drs who have been helpful towards ME & Fibro across Northern
Ireland
The list can be found here: http://bit.ly/31yPuVh
Hope 4 ME & Fibro NI commented:
Please note that Hope 4 ME & Fibro NI has not checked out any of these doctors,
nor are we recommending any doctor in particular. This list has been compiled
simply from recommendations made by patients on this Facebook group.
Experiences between different patients may differ.

Hope 4 ME & Fibro Northern Ireland gets donation of £1,000
Eighteen charities based in Northern Ireland have been gifted donations of £1,000
each as part of the #MovementforGood award
The awards, set up by specialist insurer Ecclesiastical, will see a total of £1 million
given to charities across Ireland and the UK this summer. Members of the public
were invited to nominate causes close to their hearts, with 500 gifts of £1,000
available for donation. Hope 4 ME & Fibro Northern Ireland is one of them.
Founder and treasurer Joan McParland commented: “Blown away by this news
today and it couldn’t have come at a better time! We are running the charity on
an all volunteer basis and as the committee are patients too, this makes
fundraising and weeks of form-filling trying to get funding from outside
organisations extremely difficult.
This £1000 award will be wisely invested into our ME and fibro education campaign
for healthcare providers, as we commence our first slide presentation to one of
the six N.I. Trusts next Thursday, more news about that shortly! Sincere, sincere
thanks to ALL of our supporters who voted for the charity and made this £1000
donation happen.”
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Two Northern Ireland medical students attended the #InvestinME
(http://bit.ly/2RhIg3j) London conference on 31 May. Sincere thanks to ALL the
patients and their family members who donated and organised fundraisers to
make this possible.

The bursary was initiated by our committee member Dr. Olivia Beatty
(http://bit.ly/2XMRoPZ) who oversees our educational projects.
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Portugal
Also in Portugal a group has been created with a fb-page:
http://bit.ly/2wYdOlK As it concerns a closed group you’d have
to ask permission to be added.
Its goal:
“This group was created to share novelties, advances and results of high quality
research and new treatments to improve the care and quality of life of people
living with Myalgic encephalomyelitis / chronic fatigue syndrome.
Myalgic encephalomyelitis or chronic fatigue syndrome (MS / CFS) is a complex
multisystemic disease that can manifest itself in life and may present as a series
of different symptoms that may change over time and differ from patient to
patient.
The cause is currently unknown, but a combination of genetic and environmental
factors appears to be relevant. There are also no diagnostic tests or approved
treatments available.
Currently, there is little information available in Portuguese on Myalgic
Encephalomyelitis or Chronic Fatigue Syndrome (MS / CFS).”
We wish our Portuguese friends good luck with their initiative and their individual
health.
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Scotland
Carol Monaghan’s - MP for Glasgow North West request for
accounts
Unfortunately this issue of the Chronicle is being published after the deadline of
Carol’s input for her next meeting with the Minister.
Still it might be worthwhile to continue to send her accounts as requested by her
as this definitely won’t be the last time she’s advocating for ME.
Her mailaddress: carol.monaghan.mp@parliament.uk
The Editors

“In a couple of weeks’ time I’ll be meeting with the Minister for Disabled People,
Health and Work to raise the recurring issue of access to benefits for those with
ME.
“This is an area of real importance as many from the ME community have voiced
concerns about health assessors displaying an insufficient understanding of ME
and not properly applying the assessment criteria.
“These factors, combined with tests which often leave a patient exhausted for
weeks afterwards, mean that we would like to see assessments become much
more accessible and accurate for those with ME.
“If you, or someone you know, has had experience with this issue which you would
be happy to share with me, please could you e-mail an account of this by next
Friday 14th June to carol.monaghan.mp@parliament.uk? Thank you for your
support.

Carol Monaghan June 6, 2019
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South Africa
We have a lot to share, especially awareness activities during May
month.

On May 13th Retha Viviers appeared on a national TV talk show. We had
excellent response. Again, On 17th May Retha Viviers gave a talk to nurses at
an academic hospital in Pretoria. The nurses were very open to information on
ME/CFS

We asked our members to submit their stories and we shared it on various
platforms. We also received quite a few beautiful poems. We had a lot of positive
reaction to these stories especially those of the children. Here’s one of An-nel and
her daughter, both with ME. An-nel has severe ME and her beautiful 11 year old
daughter was diagnosed towards the end of last year. She has gone from a healthy
brilliant dancer to a severe ME patient in a few months. An-nel made a beautiful
video which was widely shared on the Internet.
https://www.youtube.com/watch?v=p3okjKj0sEQ&t
More on the site of the ME/CFS Foundation South Africa http://bit.ly/2XgnHcX

Having ME (and being bedbound) can be a very lonely life. One of our members
post her pictures on Shutterstock and sold one for $44!). Enid is a 33 year old
woman with severe ME, she describes her feelings below:
“I'm so thankful for this blessing! The last couple of years have been nothing short
of torture, but there were a couple of better months from Jan to end of May 2017.
In May 2017 I went to London to visit my sister. The visit was absolutely fantastic
even though my ME tormented me every day. The visit was a physical struggle,
but a mental and emotional victory.
Unfortunately the travel exertion caused multiple extreme crashes which caused
a rapid decline in my health. Currently I can only take macro pics in and around
our house on very good days. For 20 minutes on an exceedingly good day. Today
I sold this photo of Tower Bridge which I took during that visit for $44 on
Shutterstock. During the past 2.5 years I have never sold a picture for more than
$3. Change is coming. Even in our darkest hour there is hope! I don't say this
lightly, because most days I teeter on the edge of the abyss.”
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Retha Viviers started using the term “Left Behind” illness(es), below is a poem
written by Anonymous about being Left Behind
The left behind illness - Anonymous (our first poem)
To age six decades overnight
Trust me, its no delight
You see I have a left behind illness
That cause my dreams fade into stillness
My world changed in the blink of an eye
To my old self I had to say goodbye
No more extravagant dreams
Because my world is tearing apart at the seems
Being left behind
Is a feeling not very kind
I try my best to keep my head up high
While I stare at life passing by
Mindlessness I miss the most
Not having to analyse how much I can do before I roast
You see small tasks like washing hair
Even the mundane task of climbing a single stair

I struggle to do without hitting a flare
M.E. stole the old me
And left me behind with no future guarantee
A healthy tomorrow is far fetched

But still I try to make that very stretch
Together I believe we can find a cure
We must not give up hope, of that I am sure
Please help us spread awareness
And gives us back a life filled with fairness

Submitted by Retha Viviers
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Sweden
Annual conferences
The invitation for our annual conferences have now been sent. They
will take place in Stockholm on
Wednesday October 16th 2019 from 1 p.m. – 5 p.m. and in
Umeå on Thursday October 17th, 2019 from 1 p.m. – 5 p.m
To sign up: http://bit.ly/2Zs1TZl
All presentations will be in Swedish,
Programs in English to be found in the section Events in this issue.

Broadcasts about ME/CFS on Swedish tv
A large research seminar on April 12 was intensively monitored by the
Kunskapskanalen (Knowledge Channel), which with the entire TV team filmed the
event, which had 300 participants.
On June 19th, three episodes have been broadcast by the Kunskapskanalen and
on June 20th, two episodes.
After that they will be broadcast many times. But you can already "peek" at
exciting lectures on the following links (all presentations in Swedish):
Doctors Björn Bragée and Bo Christer Bertilson about ME/CFS and
investigation (http://bit.ly/2KkDqBN).
Patient representatives Kerstin Heiling and Mats Lindström on the patient
perspective (http://bit.ly/2RiMGHr).
Doctors Per Julin and doc Jonas Axelsson about the current state of knowledge.
Research clinics on current research projects (http://bit.ly/2FaxFCn)
Prof. Jonas Bergquist on current international research (http://bit.ly/2XVoRb2).

May 13, 2019: Malou after ten, part 43, season 27
This episode was about the disease ME/CFS, or chronic fatigue syndrome. The
author Karin Alvtegen has released the book “Invisibly Ill” and told about how it
has been received. In addition, researchers and doctors talked about the disease.

Submitted by Kerstin Heiling
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Switzerland
New ME-association in Switzerland
Recently a new ME-association has been established, die
Schweizerische Gesellschaft für ME & CFS, established in Zürich.
Website: http://bit.ly/2RiXhSF
The home page states:
Founded in 2019, the Swiss Society for ME & CFS is a non-profit association that
represents the concerns of people with the neuro-immunological disease Myalgic
Encephalomyelitis (ME) and people with Chronic Fatigue Syndrome (CFS) and
their relatives. Our work is aimed at those affected, medical professionals and the
public alike. Our founding team is made up of dedicated relatives and stakeholders
who have been working on ME & CFS for many years. All activities are purely
voluntary.
Their goals:
We are committed to ensure that ME is recognized as a physical disease in
Switzerland and that adequate medical, nursing and social care can be guaranteed
for those affected.
We want to educate both the general public and healthcare professionals about
ME and CFS, inform about international scientific and health news on ME and CFS,
and raise awareness of the currently very difficult situation for those affected.

News from the fb wall of AAFME: http://bit.ly/2IIa5Ow
May 25:
#WHA72 (World Health Assembly) joint statement delivered, 10 organisations,
including@IAforME, representing diseases with not enough attention, calling
@WHO and member states to adresse patient’s unmet needs at a time where
#MultipleChronicConditions are a reality #MECFS
May 12:
On live from #MillionsMissing Zurich, message from ME/CFS Swiss for
#MEawarenessday #pwME http://bit.ly/2FawbIj
May 11:
IAFME in Zurich attending the #MillionsMissing event organised by ME/CFS Suisse
Association @IAforME - http://bit.ly/2KnDrou

89 Back to Table Of Contents

The Netherlands
In the Netherlands, everything is revolving around the
implementation of the advice given to the Parliament in a report
from March 2018 by the special ME/CFS committee of the Dutch
Health Council. The committee recommended the following:
The Minister of Health, Welfare and Sport should commission ZonMW for a
long-term, substantial research programme on ME/CFS. The research would
primarily focus on substantiation of the diagnosis, pathogenesis and
treatment of ME/CFS.
Those responsible for training and further education of healthcare providers
should ensure that education and training highlight the serious, chronic,
multisystem disease ME/ CFS and what healthcare providers can do for
patients with this disease. Executive summary ME/CFS
The Federation of University Medical Centres and the healthcare insurers
should designate a few university medical centres that – in collaboration
with patient representatives, other hospitals, GPs, rehabilitation centres,
sleep centres and other healthcare providers in the region – will open an
outpatient clinic for ME/CFS, with associated healthcare networks and
research groups.
Medical disability assessors within the context of private and social disability
insurance, the Social Support and Provision Act and the Long-term Care Act
should recognise that ME/CFS is a serious disease that is accompanied by
substantial functional limitations, and they should not regard a patient’s
decision to forego CBT or GET as inadequate recovery behaviour.
ZonMW has already received the commission request referred to in the first
recommendation. Currently, ZonMW is working with four patients' associations to
determine the requirements for forming a research agenda. Other relevant parties
haven't been contacted yet for their input- the identities of these parties are to be
determined by the patients' associations.
As part of this orientation, a Dutch researcher has decided to attend the BRMEC
for its two days of runtime, via an invitation of the Invest in ME organization. This
researcher has no prior experience with research regarding ME, much like every
other Dutch researcher. The goal is to make contacts and familiarize oneself with
how the worldwide scientific state of affairs can be translated into an excerpt for
Dutch research, particularly geared towards ME.
The assistant of a Dutch-born Canadian researcher also attended the Invest in ME
convention herself, alongside two patients' representatives as well as a delegate
of ZonMW. Their findings have yet to be determined.
After setting up a plan of action, the minister can be requested to allot a budget
to the setup of a research agenda and program. The first process will already take
between one and one-and-a-half years. The factory might be running low, but at
the very least they're producing the intended product. Bio-medical research seems
to be a given.
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Open Medicine
Foundation
On May 22, 2019 Laurie Glass’s poem, “Even Though”, selected
from the 2019 Hope and Heart Unite for ME/CFS Poetry & Art Slam, was released,
interpreted by singer/songwriters Maxwell Elefant and 95North. OMF and Lev
Leytzan are thrilled with the melody these young composers have created. It will
touch your soul and boost your spirits for the promise of a better tomorrow.
“Keeping the Hope” is a brilliant new song written, scored, and performed by
Maxwell and 95North.
The “album” cover art, “Moon Tide,” was selected from the many beautiful art
submissions. Artist Isabel Butler, of the United Kingdom, expresses her passion
and voice through her art.
“Even Though” has also been published in the March 2019 issue of the MEGC
(http://bit.ly/2KSXxXj)

May 14, 2019:
“The photos we received for Share in Times Square tell the story of how ME/CFS
affects patients and their families. Today, these images are in the spotlight as a
part of International Awareness Day and May Momentum. Hundreds of thousands
of people will walk through Times Square in New York City and see the images of
ME/CFS.
However, as we looked at the images, we knew we needed to do more to share
your story.
We present to you, What is ME/CFS, a pictorial description of living with ME/CFS.
Please take a few minutes to watch this video collage and share it with your
community. Help others understand the impact of ME/CFS on you and all people
impacted around the world.”

On May 13, 2019 a long article by Ryan Prior on dr. Ron Davis was published
in the health section of CNN News online, which started with “Multiple times a day,
every day, Ron Davis sits with his head bowed, waiting outside his son's bedroom
for a subtle signal that it's all right to come in.

91 Back to Table Of Contents

Solve ME/CFS Initiative
The Solve M.E. Ramsay Award Program 2019 RFA closes on June
30.(http://bit.ly/2MVuPYm)
Ramsay 2019 marks the fourth cycle of the program and we are at a very pivotal
moment at both this juncture in the Program and the ME/CFS research landscape
as a whole. The broad scientific domains of immunology, metabolism, the
microbiome, genetics, and neurology are central to ME/CFS research, but a lack
of researchers working on the disease remains a major barrier to progress; a fact
that was recently emphasized by experts in the field at the National Institutes of
Health (NIH) “Accelerating Research on ME/CFS” (http://bit.ly/2FlJuVJ)
conference.
Through the Ramsay Program, Solve M.E. invests in studies into the etiology of
ME/CFS led by diverse researchers, with a particular emphasis on engaging young
investigators and researchers new to the field. We aim to make 2019 the largest
group of investigators ever funded through the Ramsay Program by supporting at
least 10 scientifically-rigorous studies and carving out funding for at least one
collaborative proposal across two or more labs.
Check out the Ramsay Award Program microsite here. http://bit.ly/2WT3yKN

Upcoming Solve M.E. webinar:
Fighting the Good Fight: Navigating the ERISA Disability Process for those with
ME/CFS
Register now! Thursday, July 25, 2019 10am PT // 1pm ET
Disability Insurance Attorney Andrew Kantor from Kantor & Kantor, LLP joins us
to explain the ins and outs of filing for disability under an ERISA (employersponsored) Policy when disabled from ME/CFS, common pitfalls claimants face
when applying, how to best protect yourself from a denial of benefits from a biased
insurance company, and what to if you have received that denial.
Register for the webinar here: http://bit.ly/2LckrJx
Watch previous webinars here: http://bit.ly/2NeJT3J

Submitted by Karman Kregloe
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He opens the door to the space where Whitney has spent most of the last decade.
Whitney lies motionless on a simple bed, his head shaved and his frame
emaciated. He's fed by a tube directly into his stomach. His lips haven't uttered a
word in five years.
Davis, who is 77, leads a lab that invented much of the technology that powered
the Human Genome Project. Now he and his wife spend much of their days caring
for their 35-year-old son, who is immobilized by myalgic encephalomyelitis, or
chronic fatigue syndrome (ME/CFS).”
Read the full article here: https://cnn.it/2WOEZ1r

On May 1, 2019 New Resources and Videos were published by the OMF on the
webpage What is ME/CFS
“To help the broader community better understand ME/CFS as we currently
understand it, we have recently updated our webpage, What is ME/CFS. What is
ME/CFS now includes supporting pages on symptoms and a comparison of the
different ME/CFS diagnostic criteria. These resources are meant to be a valuable
tool for you that can be shared to help educate your personal community – family,
friends, and medical professionals.
In addition, we are pleased to introduce several new short videos for you to share.”
http://bit.ly/2XSQOQC

On April 29, 2019 A paper describing the nanoneedle was published in the
Proceedings of the National Academy of Sciences. Ronald W. Davis, Ph.D. is the
senior author. Rahim Esfandyarpour, Ph.D. is the lead author. The nanoneedle
is a test that measures changes in immune cells with their blood plasma as a result
of salt stress. Inside the nanoneedle, the immune cells interfere with a small
electric current. The change in electrical activity is directly correlated with the
health of the sample. The test, which is still in a pilot phase, is based on how a
person’s immune cells respond to stress. With blood samples from 40 people —
20 with ME/CFS and 20 without — the test yielded precise results, accurately
flagging all patients and none of the healthy individuals.
This publication has been highlighted in numerous media, mentioned here:
http://bit.ly/2FgdNOi
All this and much, much more is to be found on the wall of the OMF
http://bit.ly/2Zno430

Submitted by Marilyn Simon Gersuk
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10. Events
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ME/CFS International Research
Symposium12-15 March 2019
The Biomedical Basis, Diagnosis,Treatment and Management
Funded by the Australian Department of Health’s generous 2018/2019 grant to
Emerge Australia.
We were thrilled to welcome everyone – keynote speakers, guests and delegates
– to Geelong, Victoria for the 2019 Emerge Australia International Research
Symposium. This has been one of Emerge Australia’s biggest projects to date and
we’re thrilled to report that the conference reached tens of thousands of people
across the globe, generating an increased awareness of the biomedical research
into this debilitating condition.
I’d like to thank my team at Emerge Australia for their dedication and hard work
in stepping up and managing to organise this conference in addition to providing
information and support to so many people with ME/CFS every day. I’d like to
extend a special thanks to Danielle Griffin – COO of Emerge Australia – who
worked tirelessly to organise everything from finalised abstracts, web registration
systems, and conference food through to live streaming and video production, so
that we could be joined by delegates around the world.
I would also like to extend my thanks to the Scientific Advisory Committee
established to select the keynote speakers and to consider abstracts. Associate
Professor Brett Lidbury from ANU and Professor Paul Fisher from La Trobe
University deserve a special thank you for going above and beyond throughout
the process of organising the conference.
Funded by the Australian Department of Health’s generous 2018/2019 grant to
Emerge Australia.

Heidi Nicholl, CEO Emerge Australia
All videos and info to be watched here: https://mecfsconference.org.au/
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Accelerating Research On
ME/CFS Meeting
Accelerating Research on Myalgic Encephalomyelitis/Chronic Fatigue Syndrome
(ME/CFS) Meeting
On April 4 & 5, 2019 the National Institutes of Health hosted the Accelerating
Research on Myalgic Encephalomyelitis / Chronic Fatigue Syndrome (ME/CFS)
Meeting. It was broadcast live and the two days of presentations and discussions
are now available to watch anytime.
Video Links, with the introduction:
“Present high-quality science studies of ME/CFS to better understand the state of
the science and help drive the field forward by identifying gaps and opportunities.
Presentations should emphasize newer work or in some cases critical previous
work that fits with current models of ME/CFS. Audience is expected to be
scientists, clinicians, patients and other ME/CFS stakeholders.”
Day One: https://videocast.nih.gov/summary.asp?live=31636&bhcp=1
Day Two: https://videocast.nih.gov/summary.asp?live=31640&bhcp=1
If you want to pick out which presentations to watch, you can find the agenda for
both days here: http://bit.ly/2x1U0xF
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INVEST in ME
INVEST in ME 14th INTERNATIONAL RESEARCH CONFERENCE
Friday 31st May, 2019
Parts from a report by Dr. Ross Vallings
Links to the entire report at the end
On Friday 31st May 2019, I was privileged to attend the 14th Invest in ME
conference in Westminster, London. The conference was attended by participants
from all over the globe, and also a number of new young researchers, who had
also attended a one-day seminar to present their work. The main conference had
also been preceded by a two-day colloquium, with some of the world’s leading
ME/CFS researchers presenting their research.
The main conference was opened by Dr Ian Gibson, who welcomed us with the
very positive thoughts that understanding of ME/CFS was advancing rapidly. This
can all only lead to better diagnostic and therapeutic opportunities.
Prof Maureen Hanson (Cornell) spoke on Immune Dysregulation in ME/CFS. She
gave us a much- needed lesson on immunology, explaining how the bone marrow
produces CD4 cells, which secrete cytokines, and CD8 cells which cause death of
infected and cancer cells. The dendritic cell presents an antigen (T Cell) and signals
are interchanged to activate the T cell. T cells are activated in the lab by adding
cytokines. This causes a change in metabolism leading to proliferation and
glycolysis. The “Seahorse” is used to measure glycolysis and oxidative
phosphorylation. The cell gets ATP as a result of these functions.
She had looked at memory potential in mitochondria using flow cytometry.
Mitochondria can be labelled, and mass and membrane potential can be measured.
In the CD4 cells there were no differences, but CD8s were reduced in circulating
cells. i.e. there was impaired glycolysis and reduced membrane potential i.e. the
immune system is not working properly.
Cells can release extracellular vesicles (ECVs), exosomes and apoptotic bodies.
The latter are the dying parts of cells. ECVs are also released by muscle and brain
cells. They can also pass through the blood brain barrier and are also released in
the gut.
An ECV study has been done by Dr S Levine on a very severely ill group. There
was a significant increase in exosomes. Cytokines were analysed and found to be
different in ECVs compared to plasma. She also looked at the connections between
cytokines. The ME/CFS network was different in controls because of dysfunction.
She looked further into ECVs and looked at microRNAs. The next step will be to
look at these things pre and post-exercise. This could lead to potential biomarkers
– possibly a “set” of microRNAs. There is potential to attackECVs with drugs.
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Prof Mady Hornig (Columbia, New York, USA) discussed fingerprinting the
phenotypes of ME/CFS along the gut-immune-brain axis. She asked the question
first “Why phenotype”? She feels it is important to gather as much information as
possible on the chemical aspects of the illness, and also to look at the
comorbidities. This can give clusters for research, treatment options or
biomarkers.
Gastrointestinal comorbidity in brain conditions is very common, e.g. it accounts
for 80% of comorbidity in IBS. Also HPA axis activity leads to release of stress
hormones (cortisol) and this helps the immune response. Negative feedback is
important also. Food may promote inflammation and/or auto-immunity, such as
through the leaky gut. There may be an interplay with bacteria. Gastro-intestinal
motility also depends on the interaction of multiple cell types. Microbial products
affect gastrointestinal motility.
She had done a study looking at the microbiome comparing 50 patients with 50
healthy controls. There were distinct differences in the microbiome of ME/CFS
patients with and without IBS, and healthy controls. She then looked at associated
genes.
She mentioned that some common herbicides affect the oestrogen system – this
may be worthy of a look.
She concluded that ME/CFS is associated with intestinal dysbiosis. IBS comorbidity
is a strong driver, and there are different metabolic pathways in ME/CFS with or
without IBS. There are also very different metabolomics.
Prof Donald Staines (Gold Coast, Australia) presented work on the transient
receptor potential (TRP) ion channels in the aetiology and patho-mechanisms of
ME/CFS. He explained how they are now using a patch clamp. Changes in ME/CFS
are reflected in NK cells. The illness affects every system in the body. NK cells kill
invading cells and also internal cells. NK cell dysfunction is accepted as part of the
criteria for making a diagnosis, and this group measured function. SNP studies
were done, and they noted SNPs belonging to TRP channels.
The TRP channels are non-specific calcium channels, and threat signals are
converted into biological activity. This involves the transport of calcium,
magnesium and sodium into the cells. Calcium ions are a thousand times greater
outside the cell than within it. They used the patch clamp for this work. Calcium
is essential for every cell function, and a store is maintained and used as needed.
Calcium maintains the stability of the celland regulates many systems.
There are many “threats” to the system e.g. chemicals, travel, exercise etc. Then
calcium moves into the cell. Abnormal TRP channels lead to depletion of calcium
– and this is rather like having a flat battery. He described failed TRP function as
a “triplopathy”.
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Channelopathies do occur in other diseases and can be genetic, (examples include
ALS, diabetes, hypertension etc) or acquired (examples being trauma, EBV etc).
The patch clamp is about 1/12 the diameter of a human hairand is the gold
standard for these types of measurements.
TRPM3 is expressed in many neurological channels, (CNS,ANS,PNS) including the
eye, which has many symptoms in ME/CFS. TRP function is blocked by ononetin
and activated by pregnenolone sulphate and nifedipine. 168 readings were taken
from patients and controls in 3 cohorts. Addition of nifedipine (a calcium channel
blocker) failed to reactivate. Nifedipine acts in a different part of the receptor.
All patients showed TRPMeastin3 abnormality, and no abnormalities were found
in healthy controls. There was an association with acetylcholine receptors. TRPM2
is now being investigated. This is one of the system’s back-up systems.
There in now potential for the patch clamp to be used for drug trials in ME/CFS.
Dr Jesper Mehlsen (Copenhagen, Denmark) had looked at the characteristics
and pathophysiological changes in a large cohort of Danish ME/CFS patients. A
number of patients developed many symptoms after HPV immunisation. They
were diagnosed initially as suffering from POTS and ME/CFS. There were 845
patients with possible side effects from this vaccine. The age group was 16-26
years and they had multiple symptoms. 80% fulfilled the IOM criteria for a
diagnosis of ME/CFS.
Using the autonomic symptom questionnaire (Compass 31) there was a high level
of severe autonomic symptoms. Measurements of mental and physical fatigue
were as severe as in MS, and worse than post-stroke patients. Looking at
autoantibodies, 59% were positive, and these are not usually present below the
age of 14. They also looked at the autoantibodies involved in cardiovascular
regulation. Many patients had an active stand test.Beta-blockers did reduce heart
rate. One patient however using an asthma spray fainted due to very low BP.
The findings of autoimmunity in these patients may represent molecular mimicry
or bystander activation via cytokines.
In conclusion, 1 per 1000 patients receiving the vaccine developed serious adverse
events resembling ME/CFS. It is likely an autoimmune reaction directed against
the autonomic nervous system. These findings will be useful for future research
and treatment.
After lunch tributes were paid to Anne Örtegren, who died last year and Prof
Jonas Blomberg who died suddenly a few months ago.
Prof Stuart Bevan (London,UK) gave the Anne Örtegren Memorial Lecture on
Pain and ME/CFS. He specialises in Pain Management. He listed the symptoms in
ME/CFS many of which are neurological. He defined pain and said that pain can
be good when it acts as a warning. Chronic pain is defined as pain which lasts for
longer than 3 months.
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It maybe due to a disease in its own right (eg fibromyalgia) or secondary to
another disease. He described the pain pathway, and also described the range of
drugs for conventional pain management.
He made the point that less than 30% patients with chronic pain get more than
30% of relief.
Neurological origins of pain were then discussed at all levels. The key changes
driving pain maybe central or peripheral – there is no real consensus on this. The
pain changes to secondary sensitivity. Central sensitisation then amplifies the
perceptual input.
In inflammatory pain, cytokines are involved. The immune system and the
nervous system talk to each other. The position of cytokines is unclear, but there
maybe receptors on the nerve fibres. There are lessons to be learnt from CRPS.
This is usually triggered by injury. Intense pain may follow often for years. It is
usually confined to the limb or other area of injury. There may be skin and
temperature changes, and sometimes swelling.
Potassium channel antibodies were then discussed, these are clustered in the
nervous system. They are associated with some proteins, and autoantibodies
combine with these. The potassium channel complexes: LGI1 and CASPR2 can be
associated with many symptoms. CASPR2 is associated with pain in 50% of
patients.
Future pain treatments were considered. These can include: immunotherapy,
corticosteroids, IV immunoglobulin exchange, immunoadsorption, and
cyclophosphamide and rituximab (for which there is little data).
Treatment mechanisms for both FM and ME/CFS need to be considered. The pain
in ME/CFS may not necessarily be “central” but is often widespread. There are
variable symptoms therefore likely to be variable mechanisms. The approaches
being used in CRPS and FM can and should be used in ME/CFS.
Metabolic profiling and associations to clinical data in ME/CFS was presented by
Prof Karl Johan Tronstad (Bergen, Norway). He has used samples gathered
during Oystein Fluge’s trials. The focus is on cell energy metabolism. ATP is used
by all cells. Mitochondria are important for ATP productions. He then outlined the
mechanism of ATP production from glucose to pyruvate during aerobic work, and
how anaerobic work shuts off this process causing increase in blood lactate.
He has been using the blood samples to try to understand. He has looked for clues
e.g. measuring amino acids – there are 3 categories depending on entry into the
ATP pathway. When metabolism is under stress, they can be down and this is
more obvious in females. There is impaired PDH function in ME/CFS – a valve that
can open and close and that is particularly important during exercise. Amino and
fatty acids are used as compensation.
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There may be a metabolic shift to cause a change in fuel consumption, changes
in lipid metabolism and redox status. There are similarities in pathways such as
hypoxia, starvation and training. He described ME/CFS as being “stuck in a semistarvation state”.
Dr Ronald Tompkins (Harvard, Boston, USA) talked about Harvard’s plans for
clinical research. They now have a team of vibrant young researchers. He
explained how many researchers have been working independently for years and
are keen to collaborate. The Open Medicine Foundation have funded 3 centres,
Harvard being the third. The others are Stanford, USA and Uppsala, Sweden. A
number of research thrusts are in the pipeline. There is much interest in getting a
centre of excellence established at Harvard. They need to establish a clinical
infrastructure
There is interest in the issue that after serious injury, there is hypermetabolism,
protein synthesis is upregulated, and there is repatterning of energy metabolism.
There is activation of liposomal protein degradation. They have looked also at
what happens with exercise. All this may relate to post-exertional malaise. And
they are looking at structure and function of skeletal muscle in ME/CFS, and
relating this to age, sex and lifestyle. All collagens seem to be downregulated.
Samples will be taken before and after CPET. They will look at the biology of
immobility gene changes and calcium signalling.
The talk by Dr Michael Van Elzakker (Harvard, Boston, USA) was titled
“Physiological and fMRI measures before and after symptom provocation by
invasive cardiopulmonary exercise testing”. He told us neuro-inflammation is
synonymous with ME/CFS. The brainstem is central to pain processing. The vagusa
mixed cranial nerve detects peripheral catecholamines. This can be the initiation
of central glial illness response. If the vagus nerve is cut in rats, illness response
does not occur. Glial response may occur with injury too. The microglia are the
resident macrophages in the brain. They change shape and release chemicals
equivalent to immune signalling. The microglia magnify signals rather like an
amplifier. But this is not a specific diagnostic tool.
Efferent vagus function is associated with failure of the anti-inflammatory reflex,
parasympathetic autonomic control, POTS and it is measurable with invasive
CPET. fMRI is associated with reduced cerebral perfusion.
The final speaker of the day was Prof Ron Davis (Stanford, USA). He presented
work relating to ongoing search for a pathogen in 20 severely ill patients. There
were less DNA viruses in patients than in controls. No parasites have been found
yet. The search for RNA viruses is expensive, but in development. Search for fungi
and bacteria are also in the planning. Searching for metabolites, there have been
shown to be 63 out of 292which are significantly changed.
The nanoneedle (very small) is used for diagnostics, and measurements are at
200/sec. Salt can be added early on, and this stresses the cells, and many changes
are noted within an hour or two. But there is a need to screen for other diseases
for comparison, and ME/CFS diagnosis needs to be compared to controls. A design
is needed for a better cheaper chip.
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Deformability of red blood cells is impaired in several diseases, but in CFS there
is less deformability than in controls. There was some discussion also about the
effects of adding ME/CFS cells to healthy plasma and vice versa.
The next stage is to screen for FDA approved drugs. Prof Davis mentioned 2
which might have potential: one of which can repair mitochondrial membrane.
As always, the conference concluded with a lively Q and A session and much
animated discussion and excitement about all the research in the pipeline..
I should like to thank ANZMES and Invest in ME for making it possible for me to
attend this conference once again, and also the preceding 2-day colloquium.

Rosamund Vallings MNZM

Taken from Dr. Ross Vallings’ report of the 14th Invest in ME-conference in
London, May 31, 2019. See section Events in this issue and her entire report at
Invest in ME Resarch http://bit.ly/2x03f1p and ANZMES http://bit.ly/2XoBrT2
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A Multiple Challenge For
Researchers And Caregivers. The
12th Conference On ME/CFS
Two days of ME-conferences in Sweden, organised by RME Sweden
Wednesday October 16th 2019 1 p.m. – 5 p.m. in Stockholm
Venue: Landstingssalen, Landstingshuset (the County Council Hall),
Hantverkargatan 45, Stockholm
13:00 Conference opening Henrik Fransson, RME Stockholm & Ella
Bohlin, Stockholm County Council member
13:10 Att möta ME/CFS-patienter i klinisk verksamhet (To meet ME-patients
in clinical work) MD Jesper Mehlsen, Clinic Mehlsen, Copenhagen
13:45 INMEST-behandling, immunologi och hjärnavbildning vid ME
(INMEST- treatment, immunology and brain imageing in ME) MD, PhD
Petter Brodin, KI; MD, PhD Per Julin, KI & The Stora Sköndal ME/CFSclinic
14:20 Att leva med ME/CFS – patientenkät till RME:s medlemmar (To live
with ME – a patientsurvey to members of RME) Assoc prof Sture Eriksson,
Umeå University, vice chair RME
14:45 Break, refreshments 15:15 The Brain on Fire (Presentation via video
link, in English) Assoc prof Jarred Younger, PhD, University of Alabama,
Birmingham, USA
15:50 State-of-the-art. Vad vet vi om ME/CFS? Vad tror vi att vi vet? Vad
är osäkert? (What do we know about ME/CFS? What do we think we know?
What´s uncertain?) Professor Jonas Bergquist, Uppsala University
16:25 Panel debate 17:00 Closing
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And on Thursday October 17th, 2019 1 p.m. – 5 p.m. in Umeå
Venue: Kommunfullmäktigesalen (the City Council Hall), Rådhusesplanaden 6II,
Umeå
13:00 Conference opening Björn Hedman, chair RME Norr Birgitta
Nordvall, KD, municipality politician
13:10 Att möta ME/CFS-patienter i klinisk verksamhet (To meet ME-patients
in clinical work) MD Jesper Mehlsen, Clinic Mehlsen, Copenhagen
13:45 INMEST-behandling, immunologi och hjärnavbildning vid ME
(INMEST- treatment, immunology and brain imageing in ME) MD, PhD
Petter Brodin, KI; MD, PhD Per Julin, KI & The Stora Sköndal ME/CFSclinic
14:20 Att leva med ME/CFS – patientenkät till RME:s medlemmar (To live
with ME – a patientsurvey to members of RME) Assoc prof Sture Eriksson,
Umeå University, vice chair RME
14:45 Break, refreshments 15:15 The Brain on Fire (Presentation via video
link, in English) Assoc prof Jarred Younger, Ph D, University of Alabama,
Birmingham, USA
15:50 State-of-the-art. Vad vet vi om ME/CFS? Vad tror vi att vi vet? Vad
är osäkert? (What do we know about ME/CFS? What do we think we know?
What´s uncertain?) Professor Jonas Bergquist, Uppsala University
16:25 Panel debat

All presentations will be in Swedish
Signing in via http://bit.ly/2ZvGUVF

Submitted by Kerstin Heiling
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Listening To The ME Patients’
Voice
Listening to the Myalgic Encephalomyelitis (ME) patients’ voice
An informative session for Patients, Carers, Families, Friends and Health
Professionals
When: Saturday, June 29th, 2019 from 11.30 am – 1 pm.
Where: Arena Thon Hotel, room Romerike – Nesgata 1, 2004 Lillestrøm, Norway
To support this year’s Awareness Campaign for brain disorders ‘#BrainLifeGoals’,
the European Federation of Neurological Associations (EFNA) will organise a Public
Awareness Day on Myalgic Encephalomyelitis in cooperation with the European
Academy of Neurology(EAN) and the Norwegian ME Association.
This event, which coincides with the European Academy of Neurology Annual
Congress in Oslo, is open to people living with ME, their family and friends, carers,
health professionals or anyone interested in learning more about this debilitating
disease.
Attending the event is free of charge, and registration will start at 11 am at the
Arena Thon Hotel. All presentations will be in Norwegian/Swedish.
Speakers:
Professor Kristian Sommerfelt
Professor Lauri Soini
Helena Huhmar
Trude Schei and Professor Arild
Association)

Angelsen

(The

Norwegian

ME

Presentations:
The Latest Research In ME: (25 min.)
To be presented by a European ME researcher from the pool of researchers whom
the European ME Alliance (EMEA) are working with to develop The European ME
Research Group (EMERG), a collaborative working group that increases biomedical
research into Myalgic Encephalomyelitis (ME) in order to find cause(s),
treatment(s) and understanding about the disease. EMERG is a concept formed
by EMEA to provide a powerful combination of campaigning, raising of awareness,
building new research and accumulation of data based on collaboration and
sharing of experiences and knowledge, which allows rapid progress in the building
up a strategy of high-quality research into ME.
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The Results Of The Survey Of The Secluded Patients: (20 min)
Reports about the (very) severely affected ME-patients in Norway will be
presented by the Norwegian ME Association, an organisation with around 5000
personal members with headquarters in Oslo and sub-associations in all
Norwegian regions. They are a member of the European ME Alliance (EMEA), a
grouping of European national organisations who are involved in supporting
patients suffering from ME/CFS). A debilitating neurological illness classified by
the WHO under Diseases of the nervous system.
Listening To The Patients’ Voice: (25 min)
The European ME Clinicians Council, is a newly formed network of clinicians in
Europe who can support each other and work together, aggregating the
knowledge of experienced clinicians on clinical sub topics related to ME. They
will share this knowledge about their experience in treating ME patients and
how their work could lead to possible guidelines and providing patients,
caregivers, advocates, clinicians and researchers the most up to date
information is a critical outcome.
Panel Discussion (20 min)
After the presentations there will be time to ask questions to the speakers.

Submitted by Ellen Piro
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What’s Next For The ME/CFS
Clinician Coalition?
On March 15-16, leading ME/CFS clinicians from across the United States gathered
in Salt Lake City for the second annual ME/CFS Expert Clinician Summit. The goal
of this summit was to grow the collaborative network of disease experts, identify
ways to expand their ranks and improve the clinical care of patients with ME/CFS,
and accelerate the ME/CFS research agenda, with a particular focus on drug trials
and sub-typing strategies.
“The ME/CFS Clinicians Summit is a historic opportunity to distill decades of
knowledge into consensus documents that will help millions of patients, providers,
and researchers to further understand ME/CFS and, finally, be able to see the
disease in its entirety,” said Dr. Jose Montoya, one of the Summit attendees.
ME/CFS affects an estimated 1 to 2.5 million Americans and yet an estimated 8590% remain undiagnosed. Even once they are diagnosed, patients struggle to get
appropriate clinical care and are sometimes harmed by treatment
recommendations because their doctors don’t understand the disease or its clinical
management.
To address this gap in understanding, the summit attendees focused on driving
consensus across the group on clinical practices so these could be mainstreamed
across the broader medical community. They agreed to implement a website as
one vehicle to share this information. Publishing expert consensus on laboratory
tests and procedures useful in diagnosis and management as well as guidance of
use of medications in peer-reviewed medical journals used by healthcare providers
is also planned.
Compounding the lack of accurate clinical management guidelines, there are less
than two dozen ME/CFS expert clinicians in the entire country and the majority of
them are nearing retirement age. This negatively impacts both the ability of
patients to access clinical care and also our ability to ramp up research. To address
this clinical crisis, the summit attendees discussed ways to advance education of
all clinicians but especially ways to grow the ranks of clinicians who specialize in
ME/CFS by providing tele-mentoring to those clinicians, starting with those who
have already begun to develop expertise in the disease.
Further complicating the clinical management of ME/CFS is the lack of FDA
approved drugs for this disease. And yet, ME/CFS expert clinicians are successfully
using drugs to help improve the quality of life of people with ME/CFS. The ME/CFS
Clinician Coalition agreed that the time is ripe for clinical drug trials and agreed to
the following statement:
The field of ME/CFS needs evidence-based treatments. The combined clinical
experience of ME/CFS clinicians supports efficacy of several treatments that have
potential and warrant testing. Appropriate funding mechanisms are warranted. In
addition, funding should support a clinical trials consortium. The ME/CFS Clinician
Coalition agrees that our first priority is a trial of LDN (low dose naltrexone).
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As a first step, the ME/CFS Clinician Coalition agreed that a first priority is a trial
of LDN.
The physicians in this strategic group include:
Dr. Lucinda Bateman – Internal Medicine, Salt Lake City, Utah
Dr. Alison Bested – Hematological Pathologist, Miami, Florida
Dr. John Chia – Torrance, California.
Dr. Theresa Dowell – Family Nurse Practitioner, Flagstaff, Arizona
Dr. Susan Levine – Infectious Disease, New York, New York
Dr. Anthony Komaroff – Internal Medicine, Boston, Massachusetts
Dr. David Kaufman – Internal Medicine, Mountain View, California
Dr. Nancy Klimas – Immunologist, Miami, Florida
Dr. Charles Lapp – Charlotte, North Carolina
Dr. Jose Montoya – Infectious Diseases, Stanford University California
Dr. Ben Natelson – Neurologist, New York
Dr. Morris Papernik – Internal Medicine, Hartford, Connecticut
Dr. Dan Peterson – Internal Medicine, Incline Village, Nevada
Dr. Richard Podell – Internal Medicine, Summit, New Jersey
Dr. Irma Rey – Environmental Medicine, Miami, Florida
Dr. Andy Selinger – Family Medicine, Hamden Connecticut
This collaborative effort is being led by Dr. Lucinda Bateman of the Bateman
Horne Center and Mary Dimmock, parent of a son with ME/CFS. After decades
without clinical guidance, Cindy and Mary proposed an opportunity for the leading
ME/CFS physicians to collect their clinical experience and intuition about ME/CFS.
This work has expanded into a strategic effort to bridge the gap between science
and medical practice and improve the clinical outcomes for patients everywhere.

Stephanie Griffin (http://bit.ly/2WOnBtT) - March 31, 2019
Source: http://bit.ly/2L5LF46
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MEadvocacy Represented At The
US National Institute Of Health
Conference
On April 4 and 5, Colleen Steckel represented MEadvocacy at the NIH conference
“Accelerating Research on ME/CFS”.
The NIH conference was not geared for someone with Colleen’s level of illness
severity. She suffers from various sensitivities which are common in the ME
community. She is in a wheelchair and while getting to and from the conference
was handled by her very supportive husband, it was a lot of work.
Colleen had the opportunity to meet and speak with others gathered at the
conference including David Tuller and Marilyn Simon (Open Medicine
Foundation).
Colleen felt disheartened to see a lack of awareness by many in attendance about
the ICC. While that was an unpleasant surprise, the exchanges she had sharing
ICC materials brought about “aha” moments for some who have now signed the
#PwME4ICC petition (http://bit.ly/2xjbjuF) urging HHS to adopt the ICC for ME.
Those who have experienced ME, when shown the ICC, quickly see it is a very
good description of the disease and come to understand the IC Primer
(http://bit.ly/2Y1tIaS - https://bit.ly/2OkLIav) can be used as a tool to bridge the
gap between patient and doctor.
On day one and two, Colleen asked questions that focused on the importance of
stratifying patients as well as being clear in research papers on the symptoms that
could be associated with the area being studied.
Day 1 question clip: https://youtu.be/K3rOVGwiJZs
Day 2 question clip: https://youtu.be/4ixSDzJCF90
The entire conference can be seen at the following links. (Her questions can be
found at the timestamps shown).
Day1 at 6:29:22 https://videocast.nih.gov/summary.asp?live=31636&bhcp=1
Day 2 at 7:20:53 https://videocast.nih.gov/summary.asp?live=31640&bhcp=1
In Dr. Montoya’s response to Colleen’s question on day two, he talked about a
document in the works from ME experts who have been in the field for decades.
The IC Primer is a consensus guide created in 2012 by doctors who have diagnosed
and/or treated more than 50,000 patients who have ME, have more than 500
years of clinical experience and approximately 500 years of teaching experience.
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Dr. Montoya went on to point out that a document created by doctors by
consensus is considered evidence. He basically makes the case for adopting the
International Consensus Primer.
Clarification regarding the question Colleen asked which included the CCC and
SEID. Colleen and the MEadvocacy advisory committee feel the ICC and IC Primer
is the only effective tool for clinicians to fully understand the full breadth and depth
of ME.
During several of the presentations, the importance of stratifying patients for
treatment
and
research
was
brought
up.
Dr.
Montoya
asked
(https://bit.ly/2HQCQcr) Ian Lipkin from Columbia University if they had
separated out the severe patient group in the results from his latest study.
Dr. Lipkin responded, “no”. To which Dr. Montoya thanked him for his eloquent
response. The exchange brought a laugh from the audience. Dr. Montoya
followed up asking him to please separate out the severe patients in the results.
The main take away from attending the conference is that a focus on research
into the more severe patient group, including utilizing the ICC to select patients,
should be a primary focus of any future conference on myalgic encephalomyelitis.
See full blog with photos at:
https://www.meadvocacy.org/advocating_for_me_icc_in_washington_dc

Submitted by Colleen Steckel
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3rd Annual Community
Symposium On The Molecular
Basis Of ME/CFS
3rd Annual Community Symposium on the Molecular Basis of ME/CFS

Save the date for the 3rd Annual Community Symposium on the Molecular Basis
of ME/CFS at Stanford University, sponsored by OMF. The Symposium will be held
on Saturday, September 7, 2019, from 09:00 - 17:00 PDT.
Location: Paul Brest Hall, 555 Salvatierra Walk, Stanford (Californië) 94305
This is a unique and up-close opportunity to learn from and interact with worldclass scientists.
The conference will once again be available on free Livestream for those unable
to attend in person. More information about registering to attend in person and to
watch the livestream will be announced as soon as it's available.

Source: Open Medicine Foundation http://bit.ly/2IrI8eW
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The ME/CFS Harvard
Collaboration building
momentum
When the Harvard ME/CFS Collaborative at Harvard Affiliated Hospitals was
initiated last year with funds from Open Medicine Foundation (OMF), it was
considered a commitment to co-leaders, Ronald G. Tompkins, MD, ScD, and
Wenzhong Xiao, Ph.D., to begin a research operation in one of the world’s most
respected academic institutions. The Harvard Collaboration works in coordination
with the other OMF-funded ME/CFS Collaborative Research Centers at Stanford
University, under the direction of Ronald W. Davis, Ph.D. and at Uppsala
University, under the direction of Jonas Bergquist, MD, Ph.D.
Beyond their depth of experience in metabolism and inflammation, Drs.
Tompkins and Xiao together have shown the ability to lead multi-center $100
million-plus collaborative projects, compile complex datasets, and improve
disease outcomes based on their data interpretation. These are skills that will be
essential for building a collaboration with the extremely talented pool of
researchers and clinicians that Harvard and its affiliated hospitals have to offer.
“Finding Clarity” was the title for the inaugural Harvard ME/CFS collaboration
symposium funded by OMF (on June 7 & 8, ed.), a reference to the complexity of
ME/CFS but also the refining of a vision for what this Harvard collaboration is
capable of building.
The public symposium began with Dr. Tompkins highlighting the extraordinary
team at Harvard who are either already researching ME/CFS or intend to begin.
Most striking is the number of MDs listed, largely because the institutes involved
are Harvard affiliated hospitals, including Massachusetts General Hospital,
Brigham and Women’s Hospital, and Beth Israel-Deaconess Medical Center.
Three of the MDs are physicians with a great deal of experience in treating ME/CFS
patients: Dr. Donna Felsenstein, Dr. AmelKaraa, and Dr. Anthony Komaroff.
For effective research, it’s critical to have experienced physicians evaluate and
diagnose ME/CFS patients prior to their inclusion into studies. Collectively, these
physicians conducted a round-table discussion at the symposium where they
highlighted their individual expertise and what they could contribute to ongoing
and future research projects. Their openness about their professional experience
with ME/CFS and willingness to field questions from the audience was particularly
noteworthy.

112 Back to Table Of Contents

The fact that clinicians and scientists are working closely together is a significant
strength of the Harvard ME/CFS collaboration, as it enables the monitoring and
measurement of biochemical and physiological variables in ME/CFS patients under
a variety of conditions over time, such as before, during and after exercise. The
vision Dr. Tompkins has for this collaborative research is to collect a multitude
of data that reflects the biological process occurring in ME/CFS patients over time.
Such measurements will provide much more clarity into the underlying process of
the disease. Examples of these measures include multiple samples of blood, urine
and muscle tissue for multi-omics analysis, advanced brain imaging, gas exchange
and heart monitoring. This type of experimentation requires extensive planning to
simultaneously obtain many measurements from each patient successfully. Every
effort is made to collect as many sample types and measurements at each time
point as possible to minimize missed opportunities for data collection.
One current study of particular interest has been initiated by Dr. David Systrom.
He was unable to present at the symposium, but Dr. Tompkins was able to
describe the key features of this work. Dr. Systrom has conducted invasive
Cardiopulmonary Exercise Tests (iCPET) on ME/CFS patients and determined a
preload failure (PLF) pattern. PLF is the failure of the heart to increase filling
pressure and stroke volume during exercise. The reason for PLF in ME/CFS
patients requires a deep-dive characterization using multi-omics analysis of blood
samples taken before, during, and after the iCPET. Multi-omics broadly means the
analysis of all the tiny molecules within the biofluid or tissue that have been
sampled; these molecules are the basis of life and loosely include metabolites
(glucose, amino acids, fatty acids, etc.), cell proteins, and genetic material.
Not only can samples from this iCPET study be used for further characterization
of PLF but they will also be used to characterize the systemic biological changes
in ME/CFS patients before, during, and after exercise. The multi-omics data
extraction from these samples will be conducted by collaborators at the Pacific
Northwest National Laboratory, and analysis and interpretation of these data
matrices will be a group effort led largely by Dr. Xiao.
In conjunction with the iCPET study conducted by Dr. Systrom, a collaboration
has already been set up with Dr. Michael VanElzakker in which brain images
were taken before and after exercise. Dr. VanElzakker spoke at the symposium,
where he proposed that inflammation in the brain may be a significant part of
ME/CFS, and he showed research results to that effect. He briefly described his
vagus nerve theory, which suggests that the trigger for this brain inflammation
may begin in the periphery near the vagus nerve, which in turn may transmit
triggers of inflammation to the brain and brainstem. Dr. VanElzakker revealed
results from brain imaging he conducted in collaboration with Dr. Systrom, before
and after exercise. Most notably, there was a decrease in blood perfusion in the
brain after exercise.
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Lending their support to the Harvard ME/CFS collaborative were talks by Dr. Ron
Davis and Dr. Maureen Hanson. Dr. Davis is the director of the OMF Scientific
Advisory Board and the director of the OMF-funded ME/CFS Collaborative
Research Center at Stanford, while Dr. Hanson is a member of the OMF Scientific
Advisory board and the director of the Center for Enervating Neuroimmune
Disease at Cornell.
Dr. Davis highlighted the extensive list of studies they are working on at Stanford,
beginning with the big data study of severely ill ME/CFS patients and the deep
search for known and new viral, fungal and bacterial pathogens that may be
ongoing contributors to the disease. Central to the research philosophy at Stanford
is the development of technology, Dr. Davis showcased two potential diagnostic
tools in development, the nanoneedle and the RBC deformability chip. The
nanoneedle is further ahead in development at this stage and has successfully
separated 100% of ME/CFS patients from healthy controls to date. Both
technologies appear promising not just diagnostically but by highlighting
important cellular functionality issues in ME/CFS patients and by enabling the
testing of potential treatments that restore healthy cellular function.
Dr. Hanson is overseeing severalsimultaneous research avenues but focused on
her group’s research into immunological abnormalities in ME/CFS patients. Dr.
Hanson observed the energy pathways in two populations of immune cells, both
showed a decreased ability to make energy through glycolysis. Dr. Hanson is also
evaluating the messages that immune cells send to each other to communicate,
these are extracellular vesicles and their contents may provide a biomarker for
the immune abnormalities observed in ME/CFS.
The main fields of research in ME/CFS across the world appear to be a combination
of metabolism, immunology, inflammation, brain inflammation, circulatory
system, and autonomic dysfunction. Each of these fields are being examined
through our established Collaborative Research Centersby world-renowned
experts.
The stage is set for a magnificent and intricate research study to incorporate this
talent and deeply characterize ME/CFS from the clinical to the molecule.
A recording of all the speakers at the public symposium on June 8 th will be made
available on OMF’s YouTube channel in the coming weeks (http://bit.ly/2ZJ1LVL).

Christopher Armstrong, Ph.D., OMF Science Liaison
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11. Poem – Hello Is It ME
You’re Looking For?
I’m sure you know the feeling
I’m sure you know the score
Hit with ME, you soon get to see
How things are not as before
I hoped my friends would stay with me
I seriously thought they would
I thought that they’d care
And would always be there
Through the bad as well as the good
I asked them all to keep in touch
As ME took its hold
Didn’t think it was asking much

But friendships soon went cold
They said “Just give me a call”
“We’re always here for you”
But my hope reaching out
Was they’d give me a shout
But those words just didn't get through
Like leaves on a chilly autumn day
A wind blew a little and they fell away
Seems they’re fair weather after all
I’m sure real friends wouldn’t fall
As yet, not one has been in touch
It’s not too great to find
That even with those
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I thought were close
It’s out of sight, so out of mind
Words they do come easy
Actions it seems less so
Promises broken,
No one has spoken
And that has been a blow
I take a call to stop the ringing
The noise, it pains, ears are stinging
Really hope that it’s worth taking
But once again I’m mistaken
Hopes built up a pal would call
Setting myself up for another fall
Another salesman selling his tat
To him I’m just another stat
I won't come begging
Don't have the strength
Even if I did
I wouldn't go to that length
Still time to re-think your position
My friendship is a limited edition
I may have lost friends
But none of my pride
You'll be missing out
On one hell of a ride
My journey's not over
It's just gonna start
And you've missed the chance
Of playing a part
I won’t be backing away from life
No dodging of challenges here
ME I'll face, put back in its place
Without you my ‘friends’, nor fear.
So as we go our separate ways
I’m looking forward to better days
No time lost in looking back
I'm gonna get my life on track
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But if one day you get in touch
Or find you are in need
I'll welcome you with open arms
Your cry, you know I'll heed
For your one wrong I won’t lose sight
Of all the things you did so right
This world does not keep us long
So while we're here, let's be strong
Let's be here for one another
Bear no grudge, with friend nor brother
Be the best that we can be
Me for you, and you for me.

By Bill Clayton
© October 2018
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12. 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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