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3. Introduction
Dear readers,
A wave of disbelief went through the world-wide ME-community when it became
known that on February 4, 2015 Vanessa Li from Hong Kong passed away. In
this issue of the ME Global Chronicle we pay special tribute to her.
Less attention received the death of the British Brenda Duncan on that same
day and of the Dutch Marijke de Jong, who died on February 3, 2015 of cancer
after a long history with ME.
On February 12, 2015 it was already two years since the young Danish MEpatient Karina Hansen was taken away against her wishes from her parental
house, where she was living. Her parents still do not have access to her.
Michael Evison wrote a survey.
Rich Podell, our regular medical reporter, is asking all of you to share with him
your experiences with virus blockers, so he can report back to our community
about them and which are most effective.
Finally we ask your attention to the following.
Dr. Lucinda Bateman agreed that we’d include a statement she sent us re.
the recent IOM-report, which she co-presented on Feb. 10, 2015; see
page 24. You are all invited to react via contribute@let-me.be, and we will
publish comments and reactions of Dr. Bateman in (if needs must be extra
editions of) the ME Global Chronicle. But please do not attack anyone
personally and remain correct.
The next publication of the Chronicle will be on
April 22, 2015. We would like to publish as many
of the activities organized on or around May 12th
as possible. Email whatever you know about them
to contribute@let-me.be, even if you aren’t
organizing them yourself.
Because – and we know we say this time and again, and we will keep on saying
it – this is your magazine. We as editors only execute and give it its form.
Want to join the editorial staff? More than most welcome!
Take care and be loving to yourself

The editors
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Next issue will be published towards 22nd April.
Written contributions in Word before 10th April to contribute@let-me.be
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4. Preface
Dear reader,
We are happy to submit the February issue of the ME Global
Chronicle to you. Once more, many of you have expressed their
appreciation and even gratitude for this initiative; your enthusiasm is the fuel
that keeps our engine going.
The Spring has arrived again, it’s a time of renewal, regeneration and new
growth. It provides new hope and aspirations for people and for nature and for
the world. The longer, warmer, fresher days work to enliven and invigorate us
all and provide a welcome relief from the cold, dark days of Winter. On this note,
there has been some major new developments in the field of ME and CFS in the
USA. The IOM published its report into ME and has renamed the illness to
Systemic Exertional Intolerance Syndrome (SEID). This will be a
controversial decision and will encounter considerable opposition from patients
and doctors. This will be discussed in more detail in an article in this newsletter.
The Pathways to Prevention initiative (P2P) of the NIH published its report in
January 2015. It identified gaps in research, diagnostic criteria, research
funding, lack of doctor experts in each city and region, no centres of excellence
and economic losses to the American economy. It proposed solutions in terms of
stakeholders to define strict diagnostic criteria
a national and international research network
a biobank
identify co-morbidities and commonalities with other neurological illnesses
building centres of excellence to combine research with treatments.
They recommended the use of new advanced technologies to research the
illness an diagnose patients including genetic testing, proteomic testing,
use of MRI and fMRI, microbiome testing, post-infection tests, immune
system subset tests, use of large databases and data mining.
use new tools to measure outcomes
improve doctor education
a network of collaborative centres to cooperate in terms of diagnostics,
treatments, outcomes, research etc.
encourage the NIH to get more researchers involved in the field and carry
out more clinical trials.
It did not provide detailed budgets for this and detailed plans, dates and
schedules for achieving this. This means nothing may be done, and patients and
doctors left in a limbo. This will require some lobbying by patients and patient
organisations in the USA and other countries in 2015.
Wishing you all a happy Spring time and renewed hope in the Year

David Egan
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5. Grassroot
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The IOM Disaster
Note: This article by David Egan is reflecting his analysis of known
facts

The IOM recently published its report into ME and has
renamed the illness to Systemic Exertional Intolerance
Syndrome (SEID). This will be a controversial decision and will encounter
considerable opposition from patients and doctors. Let us look carefully at the
facts.
The name itself tells us nothing about the illness as many illnesses including
Cancers and MS cause substantial “exertional intolerance”. Yet these illnesses
do not have “exertional intolerance” in their name. The report accepts the illness
as a serious biological illness but fails to accept this and quantify this in its
diagnostic criteria. Unfortunately the new IOM criteria uses most of the same
criteria used in the Fukuda criteria of 1994.
It uses a substantial reduction in physical activity and profound fatigue lasting
for more than 6 months unrefreshing sleep and cognitive impairment. The
addition of Orthostatic Intolerance being the only new addition to the criteria.
What about the immune system abnormalities? the mitochondria abnormalities?
the neurological abnormalities? the HPA axis abnormalities? the infections
consistently found? the cardiac abnormalities? the genetic abnormalities? the
gastrointestinal and microbiome abnormalities?
These important biological
factors were omitted, left out.
The IOM diagnostic criteria is far too vague, loose unclear and ambiguous. The
IOM criteria cannot diagnose or treat any illness. The IOM criteria advises
doctors not to carry out intensive biological tests to decipher the illness factors
in the patient. This is extraordinary, as medicine and science
is about
identifying and establishing facts and not about making assumptions and
presumptions regarding fatigue for 6 months or more.
The new IOM criteria does not deconstruct this complex multi-system illness
illness into it’s constituent parts so as to diagnose and treat with precision. This
means that patients will not get a proper of diagnosis of ME / CFS or SEID and
thus they will not get proper treatments.
Millions of patients will continue to be left in a limbo and many of these will
continue to be vulnerable to premature deaths as a result. The following list is a
sobering reminder of what happened in the past when vague, ambiguous,
unclear and loose criteria were used to diagnose the illness - http://www.ncfnet.org/memorial.htm
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In addition the IOM criteria includes co-mormid illnesses in the diagnosis of
SEID, and Depression and mental illness are included. This means many of
those people with Depression and other mental illness will qualify for a diagnosis
of SEID or ME / CFS. This will add these patients to the mix of SEID and ME/CFS
patients and this will confuse doctors and researchers, and cause inconsistent
research findings and further confuse the research field and the meta analysis of
papers. It’s a disaster. It is this inability to accept well known biological makers
for the immune system, mitochondria, neurological system, HPA axis, heart etc.
which condemns doctors, researchers and civil servants to continue to repeating
the same mistakes over and over again, while patients suffer, become more
frustrated, and die.
The malign influence of some London psychiatrists continues in the field of ME /
CFS and this is evident in the new IOM criteria. The emphasis on fatigue and
exertion intolerance and the omission of biological markers proves this point.
The excessive research monies wasted by the NIH and British government and
other EU governments on CBT, GET and other psychiatric nonsense has robbed
the field of quality research into biological factors for over 20 years. Yet despite
these setbacks, there are many high quality research papers proving consistent
biological makers in the illness.
There are some known biomarkers for the illness – http://www.meireland.com/structure.htm and some forward thinking medical clinics which use
these and diagnose and treat the illness - http://www.me-ireland.com/diagtreat.htm. The Norwegian government feels that the immune system
abnormalities are important and is continuing to fund research into the use of
Rituximab in ME / CFS and this should produce some results by the end of 2015.
The Open Medicine Institute (OMI) is continuing to fund raise for high tech
research into ME /CFS combining immune system, neurological system,
gastrointestinal, genetic and endocrine factors in a large research project. This
will produce some findings by the end of 2015. The Rituximab and Microbiome
projects in Britain are due to begin soon. Also Dr. Lipkin’s microbiome study is
to begin in the near future. These provide realistic hope in terms of identifying
all biological markers for the illness.
The fine art of deconstructing complex, multi-faceted systems / illnesses into
their component parts and understanding their nature and their dynamics and
linkages with each other has been lost. The old educational style which focussed
on the Trivium form of learning has been replaced with new types of education
emphasising superficial analysis and learning, and hasty, inadequate solutions.
The quick analysis, the superficial diagnosis, the speedy dismissal, the
soundbite, the inability to listen carefully and to investigate, the shallowness of
assumptions and presumptions, the lack of depth, the lack of curiosity, the lack
of deeper facts and meaning, the lack of clarity are all too common today. This
is blocking scientific and medical progress and condemning many people to
mediocrity, low quality and failure, and is causing great suffering and frustration
for many people worldwide.

David Egan
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Forgotten Plague
Thanks to everyone who has donated so far! We
are up to $3,000 in donations in pledges as part of
our push toward $7,000 for funding for final
tweaks going into film festival run.
We have applied to 12 film festivals so far, and
continue to crank out applications each week. Our
producer's rep, Monique Peters, is in Washington, DC this week for meetings
with television networks.
The total budget for the film so far has been $120,000, which has been a marvel
of fiscal stewardship, DIY ethics, and intense negotiations to cut costs across
department areas. Films of this magnitude often cost $250,000 or more, as a
general industry trend.
Every little bit makes a difference and means the world to us as we continue our
final surge. If you'd like to see your name in lights:
$1,000-Associate Producer
$2,500-Senior Producer
$10,000-Executive Producer
http://mecfsdocumentary.com/fundraising/
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Farewell LTD Benefits,
Hello Diluted Research
Cohorts
Long-Term Disability Benefits (LTD)
The LTD problem actually affects every ME patient that also
has a mental-health issue, regardless of whether that was preexisting or
developed later. This issue is much broader than that of pre-existing primary or
major psychiatric disorders.
I’ll start with an anecdote for which it is important to understand that essentially
every private long-term disability policy contains a mental/nervous limitation
clause, limiting benefits for disability caused by/due to, or contributed to a
mental or nervous condition. Mental-health disability benefits are limited to two
years; benefits for physical disabilities are usually to be paid until the age of 65
of the insured. The mental-health limitation clause is usually very broad. UNUM,
for example, defines mental illness as “a mental, nervous or emotional disease
or disorder of any type”.
When I came up on two years of disability, my disability carrier required that I
undergo an independent medical exam (IME). I was asked to see a
rheumatologist who explained to me that his specialty was the logical one in my
case since fibromyalgia patients are seen by rheumatologists. According to him,
fibromyalgia and chronic fatigue syndrome are basically the same thing. So
much for his expertise. The good doctor asked me a bunch of questions and
asked me to perform certain tasks, such as standing on one foot and squeezing
a device measuring my grip strength. At some point, he said something like,
“You know, when my alarm goes off in the morning and I really don’t want to
get up because I am tired, I do it anyway and after I shower and shave, I
actually feel much better. You should try it. I am sure it would work for you.”
Then he wrote a report diagnosing me with affective mood disorder because I
“looked better” than he would have expected based on my list of “complaints”.
Based on this rheumatologist’s “exam,” my disability insurance company denied
future benefits as of the 2-year cut-off date for mental-health conditions.
This rheumatologist had no psychiatric or psychological training or education and
“examined” me for probably less than an hour, and yet he diagnosed me with a
mental-health condition despite the fact that my disability was based entirely on
chronic fatigue syndrome. Like all other doctors who perform these IMEs, this
was a physician who collects money from insurance companies for every IME he
performs and whose likelihood of being assigned more IMEs surely goes up with
every psychiatric diagnosis he makes. Of course, I appealed the decision and the
insurance company ultimately, after a hard-fought battle on my part, reversed
their opinion.
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It is well known that insurance companies do a risk-benefit
analysis. How likely is the claimant going to sue? With me and
my husband both being attorneys, they figured it was a losing
battle for them. But how many other patients would have won
that fight is anybody’s guess.
This happened while I had a diagnosis of CFS under Fukuda,
which rules out the existence of any major depressive disorder—and that
ultimately forced my insurance company to continue my benefits—and yet I had
to fight a drawn-out battle designed to wear me down and make me give up my
benefits. Come to think of it, it was very much like the strategy HHS and NIH
have been using in my FOIA lawsuit.
Fast forward to the IOM criteria. If they get implemented, disability insurance
carriers will have a much easier time denying benefits. So far, all an ME patient
really had to say was that he or she has a diagnosis of chronic fatigue syndrome
and since that automatically ruled out any psychiatric disorders, insurance
companies could not rely on the two-year cut-off as long as the CFS diagnosis
was intact and could be proven to be justified. That doesn’t mean that CFS
claimants haven’t been unjustly denied LTD benefits after two years with the
pretext of the existence of a mental-health condition. In fact, it happens all the
time in the case of CFS (and other disabling diseases). But with a good attorney
and/or good medical records, the road to victory over unjustified denials was
much less thorny.
Under the IOM criteria, a diagnosis of SEID does not prevent an insurance
company from claiming the existence of a mental-health condition based on an
IME. The only argument a patient will have under the IOM rules is, “No really, I
don’t have any mental-health problems”. As opposed to, “Look, I have CFS. End
of story”. And since there is a fair amount of secondary depression in this
patient population and since most patients do not have the money or health for
legal action, I can just see the number of denials and disability terminations
skyrocket now. As the insurance companies have tried to pin the psych label on
ME patients all along, this is highly likely to happen under the IOM criteria,
either just based on the file if there is any mention of any psychotherapy in
there or based on an IME. The risk for any patient diagnosed with SEID is much
higher than the risk for patients with other diseases because the insurance
industry’s default argument, even under Fukuda, has always been that ME is all
psychiatric. Imagine how much easier that position is to defend now under IOM,
which officially lets SEID and psychiatric conditions coexist.
It is true that in order for disability insurance companies to be able to rely on the
two-year cut-off, the mental-health condition has to be a contributing cause of
the disability. So, theoretically, secondary depression e.g. should not be an issue
in the case of an SEID diagnosis as long as the disability would be present even
without the secondary depression. But in the real world, insurance companies
will rely on every dirty trick they can come up with and the IOM just handed
them a perfect tool; insurance companies will look a lot more reasonable now in
their unjustified denials. After all, it is pretty hard to prove that any potential
mental-health condition is not a contributing cause of the disability.
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Again, many patients will not be able to fight for their rights in
court and even if they are, it’s not unheard of to draw a judge
who thinks that ME patients are just lazy and crazy. Case closed.
The insurance industry’s odds just went way up.
It doesn’t matter one bit that the IOM stressed, during the
rollout of the report, that this is a real disease that is not “the
figment of patients’ imagination”. That was a nice sound bite for
the public-release presentation of the IOM committee chair, Clayton. But that
patient-placating language won’t mean a thing in the real insurance world, which
will only focus on the hard and fast rules contained in the IOM criteria. All that
will matter is that a mental-health diagnosis will be considered a contributing
cause of the disability notwithstanding the diagnosis of SEID.
It had been rumored in the patient community that one reason for the IOM
effort was to cut down on the liability ME patients pose for disability insurance
companies. I had been wondering exactly how that would be achieved by the
IOM. Now I know. It has always been a thorn in HHS’s and the insurance lobby’s
eye that a Fukuda CFS diagnosis precludes certain major depressive disorders.
The problem is now solved. I do not know what percentage of patients receive
LTD. But it surely is not an insignificant number of patients.
The potential loss of LTD is a purely financial consequence for many patients.
For the patient population’s future in terms of treatment prospects, the dilution
of research cohorts (see below) is the crucial issue. But losing one’s LTD benefits
is hardly trivial for many affected. Anyway, the bottom line here is: Say goodbye
to your long-term disability, folks. And thank the IOM for it.
Use of the IOM Criteria for Research
The charge of the IOM committee on redefining ME/CFS was to develop a clinical
definition, not a research definition. Some have made the point that the
definition standard should be more lax for clinical criteria (such as the IOM
criteria) than for research criteria in terms of not excluding patients with preexisting primary or major psychiatric disorders. And in an ideal world, I can see
that. But the delineation of the two types of definitions is not that clear.
Remember that Fukuda has been used for over 20 years to diagnose patients
despite being a research definition only. The CCC and the ICC, clinical definitions
just like the IOM criteria, have been used for research purposes, so it’s not a
stretch at all to assume that the IOM criteria will be as well.
Also keep in mind that while the P2P’s original goal was to develop a new
research definition, that objective has been changed by NIH to addressing the
current state of research. So, there will be no new research definition coming
out of the P2P process. If you further consider that Fukuda has been criticized
for so long, then it is not hard to imagine that NIH will take the opportunity to
start requiring IOM-criteria cohorts—which would permit the inclusion of patients
with pre-existing primary or major psychiatric disorders—for any future research
grants.
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The IOM plays straight into the hands of HHS, which has been psychologizing ME
for so long. This aspect of the IOM report is a huge gift to HHS. According to
Hillary Johnson (in her foreword to Heckenlively’s and Mikovits’s book
“Plague”), a former NIH scientist, when asked how the agency feels about us,
said not long ago, “They hate you”. Now they have the means to really
implement that hatred even more effectively.
This is not just speculation on my part about the potential use of the IOM criteria
in research. Rather, despite its limited charge of addressing only the clinical
criteria, the IOM has opened the door wide to using the new IOM criteria for
research. Nancy Lee let that fact slip out during the CFSAC meeting in June of
last year. And here it is, hot off the press from the IOM (page 225 of the IOM
report):
“Future diagnostic research will be most instructive when protocols include
patients identified using the committee’s proposed diagnostic criteria for ME/CFS
…”.
There it is in black and white. The IOM recommends that their criteria be used
for future research.
Diluting research cohorts will lead to more bogus science that will “prove” that
ME patients are “only” psychiatrically sick. This does not help anybody, not
patients with “only” ME and not patients with both ME and psychiatric disorders.
If we don’t make any progress on the ME science front and, as a result, can’t get
any effective ME treatments, patients with ME and pre-existing primary or major
psychiatric disorders will not receive the help they need for their ME either.
While the absence of clean research cohorts has been a problem all along in
many instances—although maybe rarely as extreme as with the PACE trial—
inviting the use of criteria for US research that explicitly allow for the inclusion of
patients with primary or major psychiatric disorders is a disaster for all ME
patients whether or not they have a primary or major psychiatric disorder. But
that’s exactly what the IOM has done. Without clean research cohorts, this
patient population has very little chance of ever seeing any scientific
breakthrough. I believe there is a real and not insignificant risk for that. This
really is a dream come true for HHS (who paid for the IOM study), insurance
companies and the Wessely school.

Jeannette Burmeister
Source: Thoughts about ME
Taken from Thoughts about ME, http://bit.ly/1v0kpHX
Shortened by the editors of the ME Global Chronicle with permission of mrs. Burmeister
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Support

.

It has been suggested ME patients
actively
resist
psychological
management and that this, our
supposed prejudice, works to our
detriment.
In 30 years with the illness, there
have been times when I thought
not to go on. So, I personally,
strongly, believe that there is a
place for psychological support in
ME.
It is clear that many ME patients benefit greatly from the support of close
friends, groups, or from the wider ME community online. Non-judgmental,
validating, support isn't a talking cure but it is a valuable coping strategy for
patients while research is being done.
Unfortunately ME patients do not find the same form of support from British
Medicine as they do from their peers.
ME patients are subject to two strong institutional biases: firstly towards
psychological treatment and, secondly, within psychology, towards behaviorism.
I would suggest that behaviorism is the polar opposite form of support to
traditional therapeutic counseling. Of course it can be highly effective however,
the very first thing ME should teach medicine is that behaviorism is not a
universal panacea nor magic bullet. There are dangers here (as with all
treatments)...if only we can bring ourselves to see them.

Many ME patients have dutifully undergone CBT/GET therapies but find
exertion still hurts. In fact, many state that such treatment has greatly
worsened their illness long term. These experiences are however routinely
challenged or ignored. For, while patient behavior can be questioned,
seemingly no questioning can be allowed of behavioral methodology, or
indeed suitability to the condition, ME.
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At its most extreme, behaviorism for ME has the capacity to relentlessly
invalidate patient symptoms and experience and can ruthlessly challenge and
break effective coping strategies.
Worst of all, impossible expectations in combination with reversal of
responsibility from doctor to patient can create feelings of being abused or
tricked: On attending their physician many ME patients could be forgiven for
thinking "There is no way to win this game."
Through extreme behavioral bias I believe British Medicine is rapidly
burning through its most precious resource of all: Patient trust.

James David Chapman, British Patient & Patients activist
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Because It’s Time We Became
The Strength Of Our True
Numbers.
Join an international network of
Myalgic Encephalomyelitis patients
and advocates empowering each
other to fight for health equality.
I wanted to share news about a new
platform
currently
under
development, one with a set of tools
that will make it easier for advocates
from around the world to meet,
collaborate, and join campaigns to
promote equal access to healthcare,
science, and basic human dignity for
patients living with ME.
It's called The #MEAction Network. We're not an advocacy organization.
Rather, we aim to empower a grassroots movement with tools and resources
that help advocates do what they are already doing, better.
Sign up here: http://meactionnetwork.org/
Follow us on Twitter: https://twitter.com/MEActNet
Like us on Facebook: http://facebook.com/MEActNet
We're in a moment of highest attention and media coverage of ME/CFS since
XMRV and despite the content of the IOM report, old, destructive and wholly
inaccurate media images of our disease continue to circulate widely.
Let's make it easy for journalists to find more accurate images. Let's have a
central place to point editors and producers to when they make a mistake either
selecting subjects for a news segment or use an unfortunate stock photo in a
written piece, so they can do better next time.
Submit to your photos and video to this new photo pool:
https://www.flickr.com/groups/meaction/pool/
#MEAction

Jennifer Brea
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Knowing M.E., Knowing You
Fifteen years ago I came down with the flu that
turned into a prolonged post-viral thingy which
was eventually diagnosed as M.E. I recall being
very relieved at the news as I feared it might be
something long-term.
Basic research in the time of dial-up and landlines revealed that this was a woefully
misunderstood condition that only seemed to
strike middle-class teens called Rachel or
Isabelle and whose existence was actively
disbelieved by many. This last part was more
than a little confusing to me.
From being a normal lad who went out clubbing, drinking, watching City and
failing hopelessly with girls I now found myself waking each morning with red
stinging eyes as if I'd been up for three days straight. My head would be swirling
with a thick pea souper that Jack the Ripper could run amok in while my legs
were aflame with agony.
I barely had enough strength to lift a brew and generally felt like I'd gone ten
rounds with Carl Froch after calling his girlfriend a minger. All this struck each
and every day in the first few minutes of consciousness and it usually went
downhill fast from there. Yet apparently it was all a figment of my imagination.
Those were gloomy, weird times indeed. Imagine being told with utter conviction
from a stranger that what you had - whether it's an illness, the ability to recite
the seven times table, or an actual living entity like a cat in your arms - wasn't
actually real, and all because they once read an uninformed piece about it in a
tabloid paper.
It's a bizarre and hurtful experience I can assure you. For several years it felt
like I was in freefall, and past every floor in my descent was the voice of a loved
one shouting "I don't believe you are falling".
During the past decade and a half I've mentally toughened up while enduring a
dispiriting cycle of wellness, relapse, college, relapse, work, relapse, until finally,
finally I found a plateau. I am now me rather than M.E. with the illness knowing
its place. I still struggle some days and it continues to give nothing for free - I've
lost count of the amount of times my legs ache to damnation during encores at
gigs - but in the overall scheme of things it has been reduced to a ball and chain
of insufficient weight to prevent me from experiencing my life and the great big
world beyond.
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Yet as regards to the media's representation of M.E. I regret to say that nothing
has changed. Nothing whatsoever. It remains two-dimensional and stalled on
the starting grid with either a worthy article that amounts to the same basic
facts and stats cribbed from the M.E. Association or features a girl called Rachel
looking exaggeratedly sad in a darkened bedroom because she can't ride her
horses anymore.
It may seem like I have something against Rachel. I don't of course. I've been
there myself in a darkened bedroom, feeling like death warmed up, while
elsewhere people with a quarter of your intelligence, verve, and drive whisper
that you're lazy or cuckoo.
It's awful and almost Victorian in its ignorant callousness.
It took me a long while to realise that these kind are lacking in a rudimentary
empathy that their own lives really should have given them. It's amazing too
just how quickly they change their outlook when it effects one of their own.
Some people just need to see things first-hand before it hits home and until then
will take the word of an old copy of The Sun and a medical profession racked in
hubris. I get that now.
M.E. is a despicable, pointless, all-encompassing waste. It depletes, it disables,
and it robs the very life-force from within you. Worse still the support structure
that is so invaluable to those suffering is often absent through outright disbelief
in the very thing that is ruining your existence.
This week in your town or city someone rather lovely and nice will be diagnosed
with this illness. They'll be scared and confused and far too exhausted to do
anything but absorb that fear and confusion.
Statistically they will probably have a relative or close friend who gets up for
work at 5 am and fails to hide their repulsion at seeing this person stricken in a
warm, comfy bed. They'll also have a friend who will say "I know what you
mean. I've been feeling tired all the time lately".
Lastly, they will have a GP who will either apologetically shrug their shoulders in
immediate defeat or be quite mean to them.
If you should encounter this person please understand that they're struggling
and maybe ask how they're doing. We should be past this point. We really
should. But for now that will mean the world.

Follow Stephen Tudor on Twitter: http://www.twitter.com/TheDaisyCutter1
Source: http://huff.to/1Dqgt4O
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Canary in a Coalmine
Dear Canary Community,
We have been back from Park City for over a week but it's taken me awhile to
muster the brain power to write this update.
Sundance
was
one
of
the
most
extraordinary experiences of my life. You
have a real sense, being there, that
movies
matter;
that
documentaries
matter; and that the right story, told the
right way, at the right moment can
change everything about how a society
sees a person, a place, or entire class of
people. They are perhaps our culture's
most powerful empathy machines.
I am doing everything I can to make this
film that story, The entire Canary team walked away from all the workshops and
screenings with an even more ambitious vision of what the film and the space
around it might be.
We had the opportunity to share our work in progress footage with broadcasters,
funders, and creative and strategic partners from around the world. The
meetings were incredible. So
many had personal connections
to the subject of the film – friends
or loved ones with ME or other
complex or invisible illnesses,
who had lived similar stories.
One of the most compelling facts
about this project has been, and
continues to be, just how much
support this film garnered on Kickstarter. It is our most powerful indicator of
what the audience for this film might be. So thank, as ever, for being the first to
believe in this dream.
But seriously, how amazing is this?

Jen
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Could I be you?
Karen Lambert's Struggle with HIV-Negative AIDS
I have Chronic Fatigue Immune Dysfunction Syndrome (CFS/CFIDS/ME) and
HIV-NEGATIVE AIDS, idiopathic CD lymphocytopenia. With these two clinical
diagnoses, I believe that makes me living proof that the AIDS-like CFS/ME is
transmissible, something that the medical establishment seems unable to admit
or to acknowledge. I also believe it makes me living proof that CFS and HIV
NEGATIVE AIDS are basically the same mysterious immune disorder.
Three years ago, after a heterosexual sexual encounter, I became seriously ill
with what looks like the natural disease progression of AIDS. After an “acute
infection” and a “period of asymptomatic health”, I have fallen extremely ill to
an unrelenting, progressively-worsening AIDS-like demise. I can pinpoint exactly
when I was infected with my “chronic viral syndrome of unknown etiology” and
because the “acute infection” stage was so distinguishable, I can also pinpoint
exactly when my undiagnosed pathogen left my body and infected yet another
host.
Whatever I am currently dealing with, it strongly resembles classic textbook
HIV/AIDS disease. But, to add to my inquiry, I also clinically satisfy the CDC’s
criteria for the diagnosis of Chronic Fatigue Syndrome.
Increasingly, I have become concerned that my systemic diagnosis is caught up
in the treacherous politics of CFS/ME and AIDS. Most people with CFS/ME do not
like to talk about the many symptoms and immune abnormalities that they
share with AIDS patients. I also suspect that most ailing patients would rather
be told that they have the very mysterious CFS than to be told that they have
AIDS. I have a Master’s degree. I am a director at my firm. I used to be a
triathlete. I have never used IV drugs. I have never traveled abroad. I can count
my sexual partners on two hands. Statistically speaking, I know that my
undiagnosed infectious and communicable disease is not rare…so, you tell me, if
they are not in the miscellaneous CFS/ME category, where are all these other
immunosuppressed people?
Anyone with Chronic Fatigue Syndrome, who does not consider the possibility
that CFS/ME will eventually progress to a NON-HIV AIDS diagnosis, is very well
trumping their own ability to diagnosis the root cause of their illness.
Why isn’t CFS/ME a reportable disease overseen by our public health
department? Why are ME and CFS (i.e., the same exact disorder) suspiciously
categorized as two separate illnesses on a worldwide level (i.e., by ICD codes)?
Doesn’t anyone else but me, very clearly see, the catastrophic cover-up going
on here?

22 Back to Table Of Contents

Why are we not reading about Non-HIV AIDS cases (and/or the AIDS-like nature
of CFS) on the front pages of every newspaper in the world? And if CFS/ME is
Non-HIV AIDS, then, depending on who you believe, there are anywhere
between 500,000 – 14,000,000 Americans out there with a transmissible illness.
If that is what it truly is, our new form of AIDS dwarfs the ‘original’ AIDS
epidemic — tenfold!
I want honest answers for myself, for everyone who is suffering from this
hideous illness, and especially for those who remain uninfected by my
undiagnosed infectious and communicable disease.
As worrisome as my health is to me, I am extremely troubled by the strong
likelihood that more people are being infected every minute that Non-HIV AIDS
cases (like mine) are allowed to go undetected – especially if it turns out that
AIDS and CFIDS/ME are basically the same disorder. You can label my AIDS-like
illness whatever you wish. I would even allow you to call it infectious – CFS,
even though it is utterly beyond my realm of comprehension as to how the
medical establishment can generically name an entire disease paradigm based
on just one (of my numerous) symptom(s).
Regardless of how politics may try to dissuade or delude you, all you need to
know is that my idiopathic immune dysfunction is infectious! It is contagious!
And it is spreading, unleashed, in the world’s population!
I am not afraid to say that I have AIDS without HIV — idiopathic CD
lymphocytopenia — my second official clinical diagnosis. I am equally as
unafraid of saying the most obvious thing about CFS/ME: it sure does look like
AIDS to me.
We talk openly about preparing for an impending Avian Flu pandemic. Why not
talk about the HIV NEGATIVE AIDS epidemic that already exists (and is
spreading) amongst us?
If it takes courage to think and to say the things that I do, I hope that there will
be a miraculous outbreak of bravery from coast-to-coast. I stopped fighting for
myself a long, long time ago. I fight for humanity.
I demand a CFS/ HIV revolution. Vive la revolucion.
To learn more about non-HIV AIDS, and to see the *new* face of AIDS, please
visit: CFS Straight Talk http://www.cfsstraighttalk.blogspot.com/ .
Could I be you?

Karen Lambert
http://www.prohealth.com/library/showarticle.cfm?libid=18064
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The Name And The Report
The editors: “Dr. Lucinda Bateman forwarded us the following
considerations, to react upon by whomsoever feels like. Please mail to
contribute@let-me.be. We will definitely publish a gist of the reactions and
answers in the next issue (or if needs must be extra edition(s) just on this
discussion) of the ME Global Chronicle.”
The Report: http://let-me.be/request.php?14
The Presentation: http://let-me.be/request.php?15
Dr. Lucinda Bateman:
I encourage our me/cfs community to focus scrutiny on the content of the
report, and proper application of the suggested diagnostic criteria, rather
than the name. The committee felt it was inappropriate to use a name
already linked to alternate diagnostic criteria, and, that it could create even
more confusion to use an existing name in more than one way. It is my
opinion that the non-US me/cfs community would be even more outraged to
have the IOM suggest that our new diagnostic criteria are the "new" criteria
for ME when an ME definition already exists and is in broad use outside the
US
One central goal of the IOM report, and it is clearly stated in the report, is
that the term Chronic Fatigue Syndrome/CFS, should be abandoned, not only
because it has become stereotyped and misunderstood, but also because the
illness it delineates is a heterogeneous group which doesn't equate well with
groups delineated using PEM as a primary and required symptom.
The term SEID can be applied to anyone who meets the evidence-based
diagnostic criteria outlined in the report. This fact doesn't mean that other
criteria are invalid. For example, it is possible that patients defined by ME
criteria may prove to be a more severely ill subset of SEID. My own opinion
is that everyone with illness deserves a diagnosis, not only those of a certain
illness severity. These issues can and should be sorted out with well
designed studies. But many of the issues will resolve as we establish better
objective markers and diagnostic studies, and when longitudinal studies are
done.
I don't recall anything in the IOM report that states the term Myalgic
Encephalomyelitis, or ME, can not be used to describe someone who meets
published ME criteria. The recommendation is stop using ME/CFS.
The IOM committee reviewed published literature of a pre-determined quality
published before a certain date, which I think was in April 2014. So the
research regarding PET, MRI and quantitative EEG, that
are so
interesting and exciting to the ME/CFS community, were mostly published
too late to include in the report. These, the many other studies in
progress or nearing publication, and the pace of current research, led the
committee to make a formal recommendation that the diagnostic criteria be
re-examined and modified in NO MORE than 5 years, with federal funding,
and by "nonconflicted" sources, so that the diagnostic criteria can keep up
with research advances.
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6. Science
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Rich’ Reviews:
Natural Products
Natural Products That Improve The Immune System Are Patient With ME/CFS Likely To Benefit?
I would appreciate hearing from patients or physicians who gain experience
using any mushroom related immune stimulants. As well funded double blind
clinical studies are not likely, anecdotal reports from patients and physicians
could prove to be valuable. Mail to podell2@gmail.com
A few months ago I wrote about AHCC, a commercially available Shitake
mushroom product with immune support properties. I asked whether AHCC
might help improve the immune system’s resistance to viral or bacterial
infections. Such chronic infections are postulated as having a role in causing or
perpetuating ME/CFS.
I was motivated by an article from Japan. This study showed that AHCC, a
Shitake Mushroom derivative improved immune system resistance among
cancer patients being treated with chemotherapy. HHV-6 virus levels in the
saliva typically flare immediately after chemotherapy.
Adding AHCC just before the chemo markedly reduced the HHV-6 flare.
(Reference: Ito, T…..Kondo, K, Reduction of Adverse Effects by a Mushroom
Product, active hexose correlated compound (AHCC) in patients with advanced
cancer during chemotherapy--the significance of the levels of HHV-6 DNA in
saliva as a surrogate biomarker during chemotherapy, Nutr Cancer, 2014;
66(3):377-82 http://1.usa.gov/1COVSIi )
As AHCC’s side effects are usually minor, I speculated that treating ME/CFS
patients with AHCC might help symptoms by improving the body’s ability to
control herpes class viruses or other infectious agents. I speculated that AHCC
might be added to anti-viral treatments such as Valcyte or Valtrex, or used
together with other natural immune supports such as vitamin C, pycnogneol, NAcetyl Cysteine, etc.
Now a new study from the University of Louisville
provides additional reason to believe that mushroom
products might be useful treatment adjuncts for MECFS and for other immune deficiency related
symptoms. But this article suggests that AHCC might
not be the most potent immune stimulant.
A
combination of Maitake mushroom and Shitake
mushroom might be more effective.
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MAJOR PROBLEM: OUR FIELD HAS ALMOST NO MONEY FOR DOUBLE BLIND
TREATMENT TRIALS. SO, HOW CAN WE LEARN WHETHER RELATIVELY SAFE
BUT UNPROVED TREATMENTS ARE WORTH OFFERING TO OUR PATIENTS?
THE ONLY ANSWER I CAN COME UP WITH: TRY IT ON OUR PATIENTS AND
SEE WHAT HAPPENS.
BUT: IF JUST ONE CLINICIAN THIS IT MIGHT TAKE YEARS FOR THAT
CLINICIAN TO FORM A USEFUL IMPRESSION. ANDY WHY SHOULD ANY
OTHER CLINICIAN HAVE FAITH IN THE OTHER PHYSICIAN’S FINDINGS?
SOLUTION: UNTIL CONTROLLED STUDIES CAN BE FUNDED, IT MIGHT BE
USEFUL FOR 5 OR 10 CLINICIANS TO EMPIRICALLY OFFER THE IDENTICAL
UNPROVED TREATMENTS. THIS COULD GIVE US N’S OF 50 OR MORE
WITHIN, POSSIBLY LARGE ENOUGH TO BE FAIRLY SURE THAT WE NOTICE
ANY MAJOR TREATMENT BENEFIT. SUCH EMPIRICAL EVIDENCE, WE MIGHT
HOPE, COULD ATTRACT THE FUNDS NEEDED TO THEN DO THE DOUBLEBLIND.
Now back to our essay:
AHCC, derived from Shitake Mushroom, is high in an immune stimulant
compound called alpha glucan. Maitake mushroom is high in a differenct
immune stimulant called Beta-Glucan.
Drs. Vervicka and Vetvickova at the University of Louisville, Kentucky
measured immune system function on mice who had been fed one of five
treatments:
a placebo compound
a well-characterized Maitake Mushroom extract called MaitakeGold 404
purchased from Tradeworks Group, Brattleboro Vermont,
an Alpha glucan rich Shitake mushroom purchased from Gourmet
Mushrooms, Inc Sebastopol, CA
a mixture of Maitake and Shitake mushroom, and
AHCC purchased from Amino-UP Chemical Company in Sapporo Japan
After 14 days of oral feeding Natural Killer cell Toxicity was most statistically
significantly improved among the mice fed a combination of Maitake Gold (beta
glucan) together with Shitake (alpha glucan). MaitakeGold by itself significantly
stimulated NK cell functional activity; but MaitakeGold plus Shiitake was even
more effective. Shitake alone and AHCC alone were less effective.
Phagocytic ability of monocytes and neutrophils were also most improved by the
combination of MaitakeGold and Shitake.
If we were to take this research report at face value, our best hypothesis for
improving immune function among patients with ME/CFS might be to add either
MaitakeGold 404 alone or a mixture of MaitakeGold 404 and Shitake mushroom.
These could be given independently or along with antiviral drugs.
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Not surprisingly, The Tradeworks Group—the U.S. Distibutor for MaitakeGold404
has also formulated a MaitakeGold/Shitake Mushroom mixture called
ImmuNutrin. Operating under the name Nutragensis, the Tradeworks Group sells
its products through reputable nutritional companies including Natural Factors,
Blue Bonnet and Country Life.
My plan is to learn more about human dosing, and pricing directly from
The Tradeworks Group/Nutragenesis.
Telephone 802-257-2440.
Email: info@nutragenesis.com .
The Key article: Vervicka, V and Vetvickova J, Immune-enhancing effects of
Maitake (Grifoia frondosa) and Shitake (Lentinula edodes) extracts, Annals of
Translational Medicine 2014;2(2):14
The full article is available at: http://1.usa.gov/1uyVjQe
Richard Podell, M.D., practices in Summit and Somerset New Jersey. He is
a clinical professor in the Department of Family Medicine, RutgersRobert Wood Johnson Medical School. Dr. Podell has no financial interest in
any of the products mentioned in this article.
Mailing Address is Richard Podell, M.D.,
suite 140,
11 Overlook Rd, Summit,
NJ 07901

Richard Podell, M.D., MPH, Summit, NJ
http://www.DrPodell.org
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Science to Patients
The Dutch project Science to Patients continues with
webinars with Prof. Alan Light of the University of Utah, Salt Lake City.
The following videos will be published next two months:
Webinar 58: Fatigue on March 24, 2015
What is fatigue and how can it be measured?
How does fatigue in ME/cfs differ from fatigue in other diseases?
What is the best way to cope with fatigue in ME/cfs?
Exercising too much and too long
Webinar 59: Genes & gene-expression on April 7, 2015
What exactly is meant by gene-expression?
What is a gene?
Which genes play a role in ME/cfs and how?
Is ME/cfs a hereditary condition?
Are new important genes being discovered still?
Webinar 60: Gene expression markers of ME/cfs on April 21, 2015
Discoveries in gene-expression markers of ME/cfs
Relation gene-expression with symptoms of ME/cfs
What is the genome?
What is transcription?
To watch all videos published:
www.youtube.com/user/WetenschapvMEcvsVer
Moreover there will be opportunities to ask written questions to Prof. Light in
Q&A sessions of three quarters of an hour on
Friday 27 March and on
Friday 24 April, 9 a.m. USA MST (Salt Lake City).
Check for local times: http://www.timeanddate.com/worldclock/
Questions can be written in the chatwing window:
http://chatwing.com/mecvsvereniging.wvp
To introduce Prof. Alan Light we publish the first part of an interview we took
from him the day before the webinars were filmed (Dec. 3, 2014).
The second part of this interview will be included in the April-issue of the ME
Global Chronicle.
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Interview with Prof. Alan Light, University of Utah, Dec. 3, 2014
Part 1
Q.: Who is Alan Light?
A: I’m a neuroscientist. I actually got my degree in physiology
something like 40 years ago. Actually I always wanted to study
fatigue but I ended up studying pain for 30 years because I
couldn’t study fatigue very easily. I’ve been in the departments of
Neurobiology and Anatomy and Anesthesiology
here at the
University of Utah since 2013 and I moved here so I could get
much more close contact with the patients here.
Q. What is your main field of research?
A. Originally it was pain. I wanted to discover all the basic mechanisms
underlying pain. Recently in about the last 6 or 7 years, I switched to fatigue
because I finally figured out how to study fatigue.
Q What according to yourself has been your greatest achievement in
research up to now?
A. In the area of pain anyway I actually had a lot of achievements. In fatigue
the most important thing I discovered is exactly what signals fatigue in the
normal state in people. And what I found was that it took a combination of the
metabolites that you make when you contract your muscles in order to signal
fatigue. And it turned out that also several (more than one) receptors are
responsible for detecting the signal.
Q: And this you are going to explain in your webinars.
A: Yes.
Q: How did you get interested in ME?
A That’s an interesting story. Remember I told you I was interested in fatigue
and I started to work on fatigue in mice and rats. And then my wife said to me:
`You know, there’s a natural model for fatigue out there. It’s called chronic
fatigue/myalgic encephalomyelitis.
And I said: Oh, but I can’t study that. I
mean, I can’t pull out peoples neurons”. And my wife Kathleen said to me:
“Well, you might be able to do it using immune cells instead. And I said: “no
way, we can’t do that”. But she convinced me and we tried. (And it worked,
proving that she is the one that really knows how fatigue works).
Q. How did she get involved and interested in ME?
A. We had a Co-collaborator (Bill Maixner) back at the University of North
Carolina. Bill and I were both looking at pain at that point. Kathy was
interested in fibromyalgia pain and I was doing other experiments. So she did an
experiment with fibromyalgia patients there. And actually that was the
adrenergic paper that you just saw which convinced her there was something
going on with the autonomic nervous system in Fibromyalgia . She saw
something really dramatic happening there which she didn’t understand. And we
tried to publish it, but couldn’t get it published. We spent the next seven or
eight years just letting it sit there. Finally when I made my discovery of what
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was actually causing the aching pain in muscles, we understood. And so we
finally published it and determined exactly how adrenergic beta2- receptors work
in fibromyalgia.
Q: How do you come to the diagnosis of ME or cfs?
A: Because I’m not a clinician, I don’t really diagnose it. Dr. Bateman does
that.
Q: But you have to use it for your research, don’t you?
A: Yes. For my research I actually use the original Canadian Consensus Criteria.
I was on the panel of that more recent International Consensus, which is
consistent with this. And in terms of my diagnosing it myself actually I’m using
gene-expression. Gene-expression tells me much more about it than the actual
diagnostic criteria do at this point.
Q: What did you find most shocking in ME?
A: The big thing was the very first thing we saw, which was that the gene
expression changes so dramatically, so quickly in a very negative way.
Receptors that should be going down when you´re exercising actually are
going up and going up as you saw with a factor of ten or more. That was
very shocking to me.
Part 2 to be published in the April 2015 – issue of the ME Global Chronicle

All webinars and transcripts can be seen and read here:
http://www.me-cvsvereniging.nl/english-page

31 Back to Table Of Contents

Dr. Byron Hyde Answers
Questions & Answers after a talk given by Dr. Byron Hyde
October 27, 2012 Part 1
“Why Doctors Can’t Diagnose and What Tests Should be
Considered” was the title of the lecture by Dr. Byron
Hyde, Founder and Director of the Nightingale Research
Foundation, Ottawa, Canada, co-sponsored by the
Massachusetts CFIDS/ME & FM Association and the Massachusetts
Department of Public Health on Saturday, October 27, 2012.
After the talk there was an opportunity to ask him questions of all sorts. As
many answers are quite practical, they’re not outdated.
Is an annual flu shot a good idea or a bad idea for an adolescent with
ME/CFS?
For an adolescent, the dosage of mercury alone every year is really, really
additive and can cause brain injury in some people. Folks over 65 years old don’t
usually seroconvert to flu. It is given to everyone, especially in nursing homes,
to prevent the spread of flu but it doesn’t help the patient. Almost any
immunization given to a person over the age of 65 won’t seroconvert, meaning
they won’t build up antibodies adequately. A few people might, but not
sufficiently. I’m not one for flu immunization. I’ve seen too many bad things.
US groups are trying to combine ME & CFS and code them the
same―what do you think?
They are not the same. Chronic Fatigue Syndrome was invented by Stephen
Straus who thought he had Chronic Fatigue Syndrome when he had a brain
tumor. You have to examine these people. I think the only way you can
diagnose ME is you do a brain SPECT when the patient is tired. It is as simple as
that. If their brain looks perfect, something else is causing their fatigue. It’s not
a brain injury. ME is only diffuse brain injury. Chronic Fatigue Syndrome can be
anything from that list of things on the slide I showed you before. Anything, plus
another 100 things that are not on those lists. When I am doing a report for
disability insurance, even though everyone has free medical in Canada, I never
mention the word ME. I never mention the word Chronic Fatigue Syndrome. I
never mention the word Fibromyalgia because the lawyers who are working for
the insurance companies have all these experts who come and say, “Oh,
everyone knows that Chronic Fatigue Syndrome is a minor psychiatric disease
and the people can really work.” So, you never mention that and you go to the
heart of the matter and you go and say what is really wrong with these people.
If acute onset of CFS and ME causes brain damage, what type of
treatments might help?
Well, I’ve mentioned that Dr. Chia, has had good success in finding the
enterovirus in the stomach mucosa of CFIDS/ME patients. We’re just starting to
use treatments that Dr. Chia has been using. That’s skeptical at the moment. I
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just don’t know. All I know is there is no good anti-enteroviral medication in
existence at the moment. There are a lot of things I don’t know how to treat.
One thing I have noticed in ME is people with money get better faster. And it is
not because they have access to physicians. What it is― they have a cushion.
I’ve had a lot of doctors come down with severe ME and diffuse brain injury after
that epidemic period, and those with insurance stopped working, were able to
relax, had money coming in, were able to live a healthy life, weren’t under any
stress, their mortgages weren’t being taken out from underneath them, their
spouses didn’t run away, everybody was happy, the kids were happy, and they
got better. Not everyone, but most of them to some degree. None of them
became 100% better. The doctors who were saying “Oh, God, I’m only 35. What
do I need health insurance for, disability insurance” and didn’t get insurance,
and they’d just graduated [from medical school] and they came down with that
epidemic, not one of them, not one of those doctors is working today. Several of
them committed suicide—they didn’t get better. After you fall ill, the ability to do
nothing except relax and live a healthy life, gives the body a chance to fix itself.
There is no better physician than the body.
Thoughts on any of the following treatments that I read about that
some people are trying: Imunovir, low dose naltrexone, antivirals?
You have to investigate the patient thoroughly to find out why they are ill and
know what you are treating.
Is a TB test a good idea?
We do a tuberculin skin test on every patient. We have picked up 5 cases of TB
among people who think they have CFS. And it is so simple to do. It is a little
skin test, costs nothing, put a little bleb underneath the skin. If the next day you
have a big red reaction, you may have TB. You could have other diseases which
could blow up.
I have very high heavy metal toxicity after EDTA & DMPS chelation. I
have become much worse with my ME & FM. Your thoughts on this?
This treatment really doesn’t work. I don’t know a treatment that works. The
idea of chelation has made a lot of people rich in Canada and the United States.
What happens with heavy metals toxins is it goes in the brain. We had some
serious injury to farmers when I was working in Glasgow for a short period of
time. The doctor was doing every test he could on these farmers. We found
exposure to different kinds of pesticides, herbicides and metals, but nothing
special. They put them through chelation and all sorts of things. There was
nothing we could really prove until they died. When they died, we got their
brains and the brains were so solid with mercury, pesticides and herbicides that
I phoned the Mounties, our national police force, like your FBI and CIA
combined, and asked, “If you wanted to murder your husband with a nice
milkshake of herbicides and pesticides could you tell?” They said, “We can’t.”
Source: http://bit.ly/1DNvFGX
Note: the Q & A’s were slightly rearranged according to subject matter.
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Enzyme Inhibitors
Suppress Herpes
Simplex Virus
Replication
Enzyme inhibitors suppress herpes simplex
virus replication, study finds
A family of molecules known as NTS enzyme inhibitors are promising candidates
for new herpes virus treatments, a new study shows. The findings could lead to
new treatment options for herpes that patients can use in conjunction with or
instead of currently approved anti-viral medications like Acyclovir. Researchers
likened a combination of treatments for herpes to a cocktail of medications HIV
patients take.
Saint Louis University research findings published in the December issue of
Antimicrobial Agents and Chemotherapy report a family of molecules known as
nucleotidyltransferase superfamily (NTS) enzyme inhibitors are promising
candidates for new herpes virus treatments.
The findings could lead to new treatment options for herpes that patients can
use in conjunction with or instead of currently approved anti-viral medications
like Acyclovir. Researcher Lynda A. Morrison Ph.D., professor of Molecular
Microbiology and Immunology at Saint Louis University, likened a
combination of treatments for herpes to a cocktail of medications HIV patients
take.
"Acyclovir does a good job in suppressing the virus," Morrison said. "But
because NTS inhibitors work by a different mechanism than currently approved
drugs, we have the potential to have a drug that would work in combination with
drugs that are already available to completely suppress the virus."
Lead author John E. Tavis, Ph.D., professor of Molecular Microbiology and
Immunology at Saint Louis University, noted the findings, which first
appeared online in September, have already received interest from
pharmacology firms.
"Within a decade or so, we could have therapies that reasonably improve patient
outcomes," Tavis said. "Improved outcomes could range from shorter duration
of nuisance outbreaks (including cold sores) to a better treatment for herpetic
encephalitis."
Herpes simplex virus (HSV)encephalitis is thought to occur from direct
transmission of the virus to the brain via the nerves that transmit one's sense of
sight or facial motor functions like chewing or biting.
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The study's authors note that more than half of all Americans are impacted by
cold sores (HSV-1) and 20 percent suffer from genital herpes (HSV-2). Herpes
can be passed from mother to child during childbirth posing serious health risks
to both the baby and the new mother. HSV-2 also increases the risk of human
immunodeficiency virus (HIV) acquisition.
The research team at Saint Louis University investigated whether inhibitors of
NTS enzymes would suppress replication of HSV-1 and HSV-2. The inhibitors
suppressed accumulation of viral genomes and infectious particles and blocked
events in the viral replication cycle before and during viral DNA replication. Five
of six NTS inhibitors of the HSVs also blocked replication of another herpes virus
pathogen, human cytomegalovirus.
Tavis added that the team is now focused on expanding their original small
scale study to identify the exact mechanisms by which each inhibitor suppresses
virus replication. He noted that one compound has already proven effective in
animals and another is found in a topical antifungal already FDA approved for
use.
Researchers will also look at the evolution of the virus as it interacts with the
inhibitors identified in the study.
"The hope is that it evolves really slowly," Tavis said. "That gives us a better
chance at something that can work for a long time without allowing the virus to
mutate as rapidly as currently approved treatments do."
Current treatment of herpes infections relies primarily on nucleoside analog
inhibitors of the viral DNA polymerase, according to the article. Several newer
agents are in clinical development, but none of them have been shown to fully
suppress herpes infections.
Story Source:
The above story is based on materials provided by Saint Louis University.
Journal Reference:
1.
J. E. Tavis, H. Wang, A. E. Tollefson, B. Ying, M. Korom, X. Cheng, F.
Cao, K. L. Davis, W. S. M. Wold, L. A. Morrison. Inhibitors of
Nucleotidyltransferase Superfamily Enzymes Suppress Herpes Simplex Virus
Replication. Antimicrobial Agents and Chemotherapy, 2014; 58 (12): 7451 DOI:
10.1128/AAC.03875-14
Saint Louis University. "Enzyme inhibitors suppress herpes simplex virus
replication, study finds." ScienceDaily. ScienceDaily, 18 December 2014.
http://www.sciencedaily.com/releases/2014/12/141218131937.htm .
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7. Research
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News from OMI/OMF
Andreas Kogelnik, MD, PhD, President and Founder
of the Open Medicine Institute (OMI) and a member
of the OMF ME/CFS Scientific Advisory Board,
comments on a busy and progressive year 2014
of research funded by OMF-Open Medicine
Foundation.
“It has been a busy and progress-filled year at
OMI and OMF. Our efforts covered a wide swath of
previously
uncovered
or
poorly
covered
measurements in ME/CFS, from DNA sequencing, HLA
analysis and other molecular technologies to informatics,
functional cognitive measurement and treatment protocols.
The first of the major projects initiated, with the support of the OMF via the
Edward P. Evans Foundation, were looking at the genetics of ME/CFS. Familial
links have long been speculated, however, no research study has ever placed a
direct finger on genetics as having a role in ME/CFS – these initial pilot studies
were aimed at putting that finger down on the map.
The first study, completed in fall 2014 as collaboration between OMI and the
Stanford Genome Technology Center (SGTC), has resulted in the first full
complete genomes of 7 ME/CFS patients being completed. This effort has
given us a tidal wave of data that, like most whole genome data, will be
analyzed for some time to come. The initial result, while (as expected) not
yielding any single genes responsible for ME/CFS, has identified numerous
candidate families for increased susceptibility to ME/CFS We will continue to dig
through this pile of data and plan to grow the number of sequenced individuals
as resources allow.
The second project, another OMI/SGTC collaboration and supported by OMF via
Edward P. Evans Foundation, pitted a new technology for in-depth immune
gene sequencing of the HLA region of the genome. Approximately 800 ME/CFS
patients were the first of any disease to be studied using this technology. The
initial results of this pilot are promising and we are awaiting 10,000 control
patients to be completed to provide a strong comparative reference for this
analysis. The project data is being prepped for publication.
The third DNA based project revolved around epi-genetics or the external factors
influencing our genes to turn-on or off. Another OMF/EPE supported effort, in the
late fall we completed a pilot project looking at methylation patterns of DNA in
ME/CFS of several hundred patients with successful results that we are now
trying to replicate in a larger study.
OMF via private community support as well as industry support launched our
genomics core into high-gear this year. A state-of-the-art set of equipment for
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gene expression measurement (the activity of 70,000 genes at a particular time
point) was acquired and put into operation at OMI. Dubbed the Sunshine Project
by a generous OMF supporter, this part of the OMI Omics Core is aimed at
shedding new light on what goes up and down as patients progress through their
disease (and treatment) courses. Ongoing projects in the Core include baseline,
severity surveys, treatment progression, and exercise and other stress testing.
We are hoping that several papers will be published from this work in 2015
including an in-depth dive on a small cohort of patients.
The Core will play a major role in an observational treatment study that is being
launched now around the effects of one of the gene families implicated in the
DNA sequencing work ( MTHFR). With support from OMF via the patient
community, OMI has launched a three site study of the effects of various
supplements (including Methyl B12, Methyl Folate) given a specific genetic
background. We hope that this study will begin to shed light on which patients
should get what treatments as well as beginning to understand the basics of the
pathophysiology of ME/CFS. Enrollment will begin in February.
In terms of documenting the functional impact of ME/CFS, our cognitive survey
is gearing up. Through OpenMedNet and with the generous support of Brain
Resources Inc, we plan to measure 3-4,000 ME/CFS patients with a variety of
on-line cognitive instruments and their progress over time and with various
stressors. This is a key study for objectively quantifying patient disability and
potentially framing treatment strategies more effectively. Enrollment is expected
to begin by late March 2015.
Finally, OpenMedNet, our information platform continues to be our cornerstone
and has been gathering steam. OpenMedNet has been used as an invaluable
measurement instrument for many disease areas including ME/CFS.
In the
ME/CFS world, it has demonstrated its strength by collecting and curating
over 800 patients’ information and samples for the CDC Multi-site Study of
ME/CFS. OMI is the major contracted organization for this study with supporting
PI’s across the country including: Drs. Daniel Peterson, Lucinda Bateman,
Charles Lapp and Rich Podell (kudos and thanks to each of them and their
teams). Separately, through the OMI Clinical Research Network, OpenMedNet
has now registered over 5,000 ME/CFS patients and we are gearing up for a
larger public survey. Stay tuned for how you can get involved.
Our results over this year and the rising ground-swell around ME/CFS in the
news and research literature leave us exceptionally optimistic for more progress
in 2015 and beyond than we have seen in the field in a long time. I am
personally grateful for your support, the dedication of all the members or our
Clinical Research Network, and that of our institutional contributors and donors.
We couldn’t do it without OMF’s supporters.”
Extracted from http://www.openmedicinefoundation.org/news-updates/
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Interview With Judy Mikovits
Whilst in Holland, I had the great occasion and privilege
to talk extensively with Judy Mikovits and ask her a
couple of questions, which might interest all patients
with ME (pwme).
Here they are:
1. You suffered a lot of losses during and after the
XMRV-issue. What happened to you since?
The corruption that occurred in the XMRV investigation
and what happened to me, the ME/CFS and Autism
patient communities is the subject of the book Plague.
Much too much happened to describe in a discussion. To detail all that happened
in a book is the only way to have the world know the corruption in medical
research that is destroying our families and any honest scientist who dares to
expose the corruption and tell the truth.
2. What are your clinical experiences with pwme?
My clinical experiences come from working directly with patients and physicians
and
are
published
and
presented
on
our
website
http://www.marconsultinginc.com along with my complete CV. We will post
additional research and all presentations I have ever given about ME in 2015.
3. What did you discover about the cause(s) of ME?
We published in peer reviewed literature and NOVA book chapter and presented
our discoveries about immune system abnormalities, pathogens environmental
and genetic susceptibilities between 2009 and 2014. That book chapter and
several
of
those
talks
are
published
on
our
website
http://www.marconsultinginc.com and we will be posting ALL of our data to
that website and the website http://www.plaguethebook.com .
4. What was your exact position at the NIH? When?
I held several positions at the NIH from June 10, 1980 until May 14, 2001 when
I married and moved to EpiGenX Pharmaceuticals to direct the cancer biology
program developing diagnostics for targets of epigenetic dysregulation in cancer,
which is also a key to ME/CFS and autism as I have discussed in publications
and presentations since learning of the diseases in 2006.
5. How can the knowledge about ME be given practical hands and feet?
That is the topic of the NOVA Chapter and talks presented in 2013 and 2014 at
the Physicians Round table in Tampa FL. I can easily spend two hours discussing
each of the talks which are on MAR Consulting website.
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6. Are there treatments for the possible cause(s) of ME?
YES Absolutely !!
7. Are there treatments for the different symptoms of ME? With
available drugs?
YES absolutely. Those are detailed in Answer to #5
8. You are acting in close cooperation with Frank Ruscetti. Could you tell
something about who plays which role?
MAR stands for Mikovits And Ruscetti. Frank and I have worked together
since 1983 when I started as a technician working for Frank in the biological
response modifiers program.
Franks expertise is stem cell biology, HTLV1 and HIV dysregulation of the
immune system and TGF-beta as a regulator of Hematopoiesis. Frank changed
all of immunology at the co-discovery of Interleukin 2 and HTLV1 in 1978 and
1980 respectively.
My undergraduate work was in protein chemistry and nutritional biochemistry
and I first worked at the NCI in 1980-1983 as a natural products chemist,
purifying biological therapeutics for cancer therapy including purifying the first
IFN alpha into humans.
9. Which current researches do you find fruitful?
Continuing to understand the dysregulation of the innate immune system and
the role of retroviruses and retroviral elements in the development of chronic
diseases has for more than 30 years and will always be the focus of my
research and the most fruitful in my opinion, or I would not have spent 35 years
doing it!

Rob Wijbenga
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DePaul University,
Chicago
Research on mortality and ME/CFS
Researchers at DePaul University are looking to investigate issues related to ME
and CFS mortality by hearing directly from surviving family members, friends,
and/or caregivers of individuals who had ME or CFS and are now deceased.
The purpose of this study is to document the severity and consequences of ME
and CFS. Participants will be asked to complete a confidential online survey and
will be given the opportunity to volunteer for an additional in-person or phone
interview.
The online survey portion is expected to take up to 1 hour of a participant’s
time. If you are interested in participating, please use this link to access the
survey: http://bit.ly/1CPxlD1
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NCNED - Gold Coast, Australia
NCNED - Griffith Health Institute, Gold Coast, Australia
It’s been a busy start to the year with some changes to the
NCNED team. We would like to welcome new team members, Dr.
Leighton Barnden, Dr. Zyao Shun, Emily Knauth and
students, Ansell Collatz, Maria El-zahar and Juanita Fo. Research is
progressing well with 6 papers currently in the pipeline and many hours spent
working in the lab and analysing results.
We have also released out latest newsletter, which can be read here:
http://bit.ly/1CdyX6R
We are also starting to recruit participants who would like to take part in two
phases of studies occurring later in the year.
All participants must be between the ages of 20-75 years of age. Participants
may be housebound with CFS/ME, mobile with CFS/ME or healthy controls.
The first phase will be held in the areas between Tweed Heads and Brisbane as
we are situated on the Gold Coast. The second phase is aimed to start in
October to November this year and be located in Sydney and Melbourne.
If you are willing to participate or would like further information, please contact
us at ncned@griffith.edu.au
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Nova South Eastern
2015 Patient Conference
On Saturday, February 7, 2015 the annual patient conference has been held on
the main campus of NSE in Davie Florida.
The theme of the 2015 Patient Conference was Cellular Energy and its Impact on
Health. The event was open to the public and also available to watch via
internet, to individuals and families with complex neuro immune disorders.
Thoughts on the 2015 INIM Patient Seminar - G. Broderick.
In addition to the close to 100 individuals who attended in person, the seminar
was webcast and viewed at over 240 locations spread across over 100 cities in
10 countries. I cannot emphasize enough how inspiring these events are for
those of us who as laboratory researchers have few if any opportunities to
interact with the very people we are trying to help.
The first 2 talks prepared by myself and Dr. Travis Craddock were directed at
describing our two-pronged research approach. In the first talk we describe the
first research stream where we are focused on extracting regulatory imbalances
that characteristic ME/CFS from the molecular and cellular data that we collect
experimentally.
The next two speakers Dr. Deth and Dr. Kaiser delivered a very insightful
overview of the cell’s “lungs”, or mitochondria, might be under siege from
oxidative stress leading to widespread ramifications
The last speaker, a nutritionist, celebrated author and Olympic coach, Lisa
Dorfman emphasized how any treatment had to be integrated into the broader
context of a healthy lifestyle.
A more extensive and most interesting report of the event, as written by Dr.
Gordon Broderick himself, you will find here: http://let-me.be/request.php?13
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8. ME And Children
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Conservation Of Energy
CONSERVATION OF ENERGY : CHILDREN WITH ME
With the latest media splurge reading like an advertisement for
Cognitive Behaviour Therapy and Graded Exercise Therapy as
the answer to ME, families facing child protection investigations
must have been reeling in horror.
Tymes Trust has now advised 139 families in connection with such procedures,
and in a number of these cases the authorities are trying to enforce these very
treatments against the parents' will.
If we go back a stage, we find that the authorities have, almost without
exception, seemed to believe that children with ME can recover while following a
graded school attendance programme; this is of course just an educational
version of graded exercise, as we have so often pointed out.
In our experience, it rarely works well, unless the child is either already
substantially recovered, or does not have ME at all - which may well be the case,
given that 'CFS' criteria are inventions that pull in people with other 'fatiguing'
conditions, and this is the diagnosis that is most often used at the moment.
For classic ME, education in the home CONSERVES ENERGY and is more
productive, both in terms of convalescence and educational achievement. This is
not just an unsubstantiated opinion, but comes from the practical experience of
families who have never looked back after deciding to home educate.
This really is not surprising, since one of the three principles for managing ME,
according to the great ME expert Dr Elizabeth Dowsett, is CONSERVATION OF
ENERGY.
However, state education is the child's right. It should be possible to put in place
systems of education that do fulfil the aim of conserving energy, without the
family necessarily having to remove their child from the school roll and home
educate. Virtual education and home tuition can both play a part for families
who wish to stay within the state system during what may be a long recovery
process.
There should be no pressure on a child with ME to get back to school unless they
are clearly strong enough to do so without their health or ability to learn being
adversely affected.
With all the physical demands that are placed on a child just to get dressed and
get to school even before any lessons are attempted, together with the effort
needed to move around the school, socialise and carry bags, the typical state
approach of graded school attendance for children with ME is frequently
unworkable.
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injustice.

When it fails, and if the authorities then prove intractable in their
approach, child protection procedures may be used to enforce the
programme. And when that fails too, because the family quite
reasonably objects, we may see these attempts to admit the
child to a psychiatric unit against the parents' wishes, for
physiotherapy, graded exercise and cognitive behaviour therapy.
In effect, by exercising their right to stay within the state
education system, these parents find themselves at risk of
'losing' their child to the state. This is clearly wrong, and a huge

Given that the initial graded school attendance programme didn't work, and has
led to a deterioration in the child's health, how could anyone believe it possible
that graded exercise in any form would do the trick?
Statements by exercise physiologist Mark Van Ness, whose research clearly
demonstrates the reality of post exertional deterioration, and by Dr William
Weir, whose thirty years' experience with ME patients reveals the same
phenomenon in a clinical setting, both show the recent media coverage up in a
very poor light. It has caused huge upset and distress amongst families. They
know it can only make things harder for them when they quite reasonably try to
help their child pace themselves carefully, and convalesce effectively.

Jane Colby
Former Head Teacher and Executive Director of Tymes Trust
Source: http://www.facebook.com/tymestrust/posts/1546931915591945
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The King and Martin
The King and Martin: A Boy With ME Writes the King of Norway

Letter to King Harald of Norway from Martin
and 58 other young people with M.E.
ME mum’s confessions proudly presents an
important letter to King Harald from Martin
(17). The letter is also signed by 58 other
children and youngsters with M.E. (Norwegian
original: http://bit.ly/1vE788m )
A shortened version of the letter was published
in
the
leading
Norwegian
newspaper
http://aftenposten.no and was also in the
printed paper. In the paper, this was an
important contribution to the ongoing debate on
M.E. We recommend reading the full version.
Both the letter and the following quotes make a
strong impression.
In addition to the letter, the King received all the senders’ names and how long
they’ve been sick, a list of 47 quotes and 5 pages with photos of the young
ones. We have chosen to remove personalia here. The original was sent to the
royal castle December 7th 2014.
Martin has important things to say, and we hope that he, and the other
children, will receive a reply from the King.
He talks about the mistreatment of children with ME and their parents: ’Living
with M.E. is a terrible situation by itself, but that’s not why I’m writing to you. I
write because especially children with M.E. and their parents today are terribly
distrusted and misjudged’, about his own experiences with ME, about the worst
thing having ME, about school and friends and about his worries about the
future.
It takes too far to publish the entire letter here, but we strongly recommend
reading it in its entirety:
http://fryvil.com/2015/02/05/letter-to-the-king/
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Karina Hansen - Hostage
Of The Danisch
Psychiatric System
Karina Hansen is a 25 year old Danish Severe ME patient.
Unfortunately Karina's story is no ordinary ME story
Karina, with the help of her parents was struggling with an unknown disease
from the age of 16. She was eventually told she had ME, although no official
diagnosis was given. But the treatment she was then given made her condition
worse, thus requiring her mother to become her full time carer.
In Denmark, PWME are deemed to be suffering with a 'Functional Disorder' Their
health service treatment is GET & CBT and antidepressants. Treating ME patients
with these treatments, due to the PENE effect can often tip them into a severe
ME state. This happened to Karina in 2008 when she was admitted to an
arthritis hospital.
In 2010 Karina again was pressured into a hospital stay. By this time she was
suffering all the classic ME symptoms plus light & noise sensitivities. During that
hospital stay, a Dr recorded that Karina was not depressed or had any
psychotic tendencies, there was no reason why she should be kept for
psychiatric reasons, so should be allowed to go home. Two weeks later she was
officially diagnosed with ME.
In early 2012, I remember reading that a
young girl (her name was unknown at the
time) was being pressured by a Danish
psychiatrist, Per Fink, to be taken into
his Hammel Neurocenter psychiatric
clinic, but refused to state what the
treatment would be.
This reminded me of the case of the UK Severe ME patient Sophia Mirza, who
in 2005 was forcibly removed from her home by Social Services and
psychiatrists and subjected to intensive GET/CBT treatment which sadly led to
her premature death. The coroner stated the cause of death was ME/CFS
which was exasperated by the psychiatric treatment. (they did not know about
PENE in those days).
Karina and her parents hired a lawyer and were granted the power of attorney
over Karina and managed to fend of the advances of Per Fink. So Fink then
wrote to the Danish Ministry of health asking for the power to remove the
Karina's parents legal rights over her.
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On February 12th 2013 he returned unannounced, accompanied by five
policemen, two doctors, two social workers and a locksmith. Karina's mother
was physically restrained whilst the bedbound Karina was forcibly removed,
pleading with them to allow her to remain at home with her family.
Since that time, Karina's parents rights of power of attorney have been
disregarded and Fink installed a legal guardian, who has the replaced rights of
her family for her. He has also refused all requests from Karina's family to visit
her including Birthdays and Christmas.
Fink has stripped Karina of her ME diagnosis and replaced it with an unknown
psychiatric diagnosis. He has refused the offer by the UK ME expert Dr Nigel
Speight to provide a second opinion on her ME diagnosis.
ON FEB 12th 2015, KARINA WILL HAVE BEEN A HOSTAGE TO mr.FINK
FOR TWO ENTIRE YEARS. WITH NO HOPE OF RELEASE IN SIGHT, KARINA
DESPERATELY NEEDS OUR HELP. PLEASE DON'T FORGET KARINA

Like e.g. with voting to get her out via the still running AVAAZ-petition:
https://secure.avaaz.org/en/petition/Justice_for_Karina/share/

Michael Evison
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9. Severe ME

50 Back to Table Of Contents

The Way I See Things
Myalgic Encephalomyelitis is being
completely ignored.

Chronic Fatigue (CF) is the focus to
such an extent that there is now :
no body of experience
no centre of excellence
no well experienced medical
consultants
(with
rare
exception)
no one knowledgeable to turn
to
no sufficient treatment protocol available on the NHS
no consistent universal information informing doctors about Myalgic
Encephalomyelitis, its epidemic and individual nature, its WHO
classification as a neurological disease, its inflammatory nature
no one consistently exploring possible anti-viral treatment.
The result is that the most ill :
have inappropriate, inadequate or no medical support
have little recognition
have no one to turn to, to medically explain or suggest possible medical
treatments or offer ongoing medical support
are not safe in medical facilities where the illness is not recognised as
physiological.

Patients are left trying to ensure their own safety, not knowing whether those
who will interpret their illness, will understand it and its implications; they do
not necessarily having the energy or capability to explain or articulate the
complexities of their serious neurological disease.
The most ill are often too ill even to tolerate the basic care that they need. The
danger of harm and deterioration is massive. It is impossibly difficult for them
to get the level of service required, even if it can be tolerated.
What we need :
Our governments to protect us from over three decades of psychiatric
misinterpretation, misrepresentation, mistreatment and collusion.
A realistic, viable, specific definition of Myalgic Encephalomyelitis, that
separates ME from vague fatigue conditions , alongside better diagnosis
and treatment of those fatigue illnesses.
Funding of serious biomedical research using standardised, realistic
research criteria that enables genuine research into the correct group:
people with the full symptom experience of ME.
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A new biomedical pathway specifically for ME not CF.
A gathering of serious, well experienced medical doctors to investigate the
symptoms of ME, specifically the most ill, excluding psychiatry totally from
interference , misdirection, misinformation.
Those who mistreat and misinform about ME, to be held to account.
A sensitive, flexible, home bound service , giving assurance that this
disease will be understood and treated with respect.
ME training to be actually about ME, not CF, firmly rooted in biomedical
truth and acute awareness of how to care for patients, especially the most
ill.
A separating once and for all of ME from CF.
An acknowledgement
that the psychosocial pathway is harmful,
dangerous and misrepresentative of people who have the neurological
disease, Myalgic Enceohalomyelitis.
An apology for the deliberate and consistent degradation of this disease,
the psychiatric mistreatment and misinformation that has been allowed to
go from strength to strength for decades, the medical neglect and lack of
safety, the lack of respect, for those who have died from the disease
without proper medical understanding or appropriate treatment, or even
proper acknowledgement on their death certificates.
The views, opinions, experience, knowledge and needs of the most
severely affected to be fully taken into account.
An end to basing service provision or research unrealistically only on
those patients who can attend meetings, appointments, travel distances
regularly and still engage with the world fairy regularly : they just do not
represent the terrifying reality, not the full experience of this devastating,
tormenting illness.
An end to the
misrepresentation of Myalgic Encephalomyelitis as a
treatable fatigue condition.
Better scientific recording of test information and objective measurable
medical changes.
Genuine medical treatment to alleviate symptoms. To seek understanding
that will lead to a physical cure, by first identifying the illness accurately
and safely.
Serious medical research into the underlying causes of the
disease,specifically enteroviruses , including mitochondrial dysfunction,
channelopathies, genetics, etc, as well as
medical recognition and
physiological identification of symptoms, not commonly validated or
currently properly recognised : the mechanisms whereby people become
paralysed, investigation into the stroke- like and seizure like episodes, the
underlying physiological cause of the continual muscle spasms people
experience, the underlying reason for paraesthesia and hyperesthesia, the
underlying causes of the environmental sensitivities experienced: noise
sensitivity, light sensitivity, chemical sensitivity, food and drug sensitivity,
movement and motion sensitivity and how to treat them so that people
are not left with nothing as is currently the case.
The creation of a task force consisting of people who have genuine
knowledge and first hand experience of Severe and Very Severe ME,
specifically excluding psychiatry,
to look into the NHS's negligence
regarding the treatment and support of patients with ME , alongside a
dearth of adequate provision, in order to create a Myalgic
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Encephalomyelitis service that targets and listens to the specific and very
real needs of the most ill, in order to offer them an appropriate and
relevant service in a way that they can access .
It is time to stop the heinous misrepresentation as exercise-phobic of people
who are genuinely unable to move or are so weak they can barely function and
who do not even have the required energy to enable full functioning of their own
systems and functions.
It is time to end the psychiatric domination and abuse of people with
ME.
It is time to stop neglecting people with Myalgic Encephalomyelitis.

It is time to stop fobbing people with ME off with little or nothing, with no due
consideration of their real needs.
That time is surely upon us.
The time to offer a genuine new way forward is here!
Who will back us?

Linda Crowhurst
January 2015
http://carersfight.blogspot.co.uk/2015/01/the-way-i-see-things.html
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ME Severity Grades
In his superb book Severe ME, based on decades of experience as a caregiver to his precious wife Linda, Greg Crowhurst publishes four grades
of severity of ME (not CFS!) by Dr. John Whiting in the chapter The
Doctor’s dilemma, depending on the invalidity caused by the combination
of symptoms. An extract:

Grade 1 (G1)
Patients within this grade may go unnoticed altogether or for many years by
their peers, family and friends…. More often than not, however, such individuals
do have a significant, noticeable and relatively sudden drop in their abilities, but
not necessarily to the extent that this drop overly impacts on their performance
in general…
What we often fail to understand is when healthy, we rely on reserve capacities,
particularly in the cognitive realm, that get us to where we want to be… In
Grade 1 ME sufferers, these unrecognized but nevertheless essential additional
‘higher’ skills, functions and somewhat undefinable social, cognitive and physical
abilities are all, to varying degrees, undermined.
These ‘extras’ can no longer be relied or called upon, under the challenges of
normal life. Extra effort replaces the easy flow of natural functions in this Grade
of ME.
Grade 2 (G2)
This grade depends on both illness severity position at baseline, to what degree
the illness varies (frequency and extent), and circumstances e.g. in life at work
at home etc. … Real reductions in those sufferers contributions to society must
be tolerated by others as much as possible,
This means that backup behaviours by others may be necessary to cover and fill
in for these patients unreliabilities.
This is necessary so that whilst patients are not ‘perfect’ in the ways they used
to be or want to be, they are still allowed to remain useful contributing members
of society, albeit to a much lesser degree, both qualitatively and quantitatively.
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Grade 3 (G3)
This grade of illness marks a greater loss of independence of the individual
sufferer… Features like sound reduction, special diets, limited exposure to
physical, cognitive and emotional challenges become much more prominent
aspects of the patient’s life.
Some semblance of normal life is not possible without a carer and in fact, a
carer becomes a necessity to the extent that a live-in carer or a readily available
carer becomes a medical and social survival issue.
Grade 4 (G4)
In this illness grade, we find not only a house bound patient but primarily a bed
bound patient by necessity. Movement is difficult. Standing or walking are near
impossibilities. Confrontations cannot be coped with, as the bodily turmoil that
always follows, goes beyond description.
What comes as a surprise to many medical practitioners is that even at this level
of illness severity, blood tests and other so called standard investigations, reveal
very little about the illness to the ‘average’ doctor, and nothing whatsoever to
the ME skeptic. This is a medical tragedy writ large.
Source:
Severe ME, featuring ‘Justice for Karina Hansen’
Greg Crowhurst, p. 173-180.
To be had from: http://bit.ly/1g4GCLB
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Vanessa Li – A Tribute

Vanessa Li (1981-2015)

In the morning of Wednesday 4th February 2015 ME-patient and patient
advocate Vanessa Li died in her parental home in Hong Kong.
A shock wave went through the global community on hearing the news of her
death. Since the beginning of the crowdfunding for the gut microbiome research
of drs Ian Lipkin and Mady Hornig, Vanessa was dedicated heart and soul to
that project, besides being a friend to many a patient all over the world.
The following poem was written by Vanessa in the initial years of her becoming
ill with Chronic Fatigue Syndrome / M.E. from 2000 to 2002.
Despite all the pain that she was going through, she understood that each hour
is for the Lord. It shows her deep love for and faith in her Creator.
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The World Was Created
For My Sake
The world was created for my sake
Despite my sinful ways;
It is a hard thing to forget
The bounty of his grace!
And yet we do, sometimes, forget
The work He did for us;
That He had cried out “It is done!”
And all we need is trust.
We daily wake to sound of bird
And all at once are sure –
That things will be the same today, tomorrow
As they all were before.
But no! each day is precious time
And time was made by God;
So we take comfort when we know
That each hour’s for the Lord.

Vanessa Li
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Personal Experiences
Erik Johnson from the USA was willing to share his personal experiences with
Vanessa in a most touching way.
Thank you for that, Erik:
Vanessa had a voracious desire to get the facts.
I didn't think we would get along at first. When
something didn't strike her as sensible or fit with
what she knew, she was quick to challenge, in almost
a seemingly hostile way that left me wondering.
But whenever an explanation could be documented
and was satisfactory, she was quick to incorporate it.
I soon saw that Vanessa was gifted with a quick and
logical mind. That her brusqueness was simply that
she was a girl in a hurry. She wanted to know
everything there was about CFS history.
We chatted for hours, going over endless details, looking for anything that might
be relevant. Once we got on the same page, our differences melted away and
we covered an incredible amount of ground, going over a wide variety of topics
searching for clues that might help us understand what happened to us.
I really grew to look forward to seeing her messages even if the subject was not
a pleasant one. It means so much to be understood. To know that another
person has felt exactly what you have felt.
That in a world full of doubt about this crazy illness, there is comfort in taking
with others who relate to everything you say and know it all to be true..
Thank you, Vanessa.
That’s what we all want to convey to you. Thank you, Vanessa, great person in
such a frail body. We will miss you.

Our condoleances go to her family who are bereft of a young and bright
daughter and sister.
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10. News from
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Australia

.

One of the quarterly seminars of the ME/CFS Australia (SA) has
been held on Saturday 14 February 2015 1:30pm, in Sophia
House, Cumberland Park SA.
Volunteers worked very hard to make the event possible. Speaker was Dr
Roger Spizzo, Prospect Medical Centre Topic:
"The Fatigue Spectrum and the Gut”.
Next seminar will be held on Saturday 13 June 2015
at the same time and location.
The ME/CFS Australia usually produces DVDs of their
seminars (although getting them all completed,
organised and indexed is another “in progress” task for
their overloaded volunteers!).
Just in case you or anyone else in your group may be
interested in obtaining any of them, if you have any
funding to cover the cost (AU$5.00 each) and postage, as they operate on a
shoestring budget based on members’ donations.
Info: sacfs@sacfs.asn.au
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Belgium

.

In an open letter, experts of five Belgian universities advocate
for better research for ME/cfs. They ask for better treatment for
patients as well, as patients usually feel left to their own devices.
The open letter is signed by 'subject matter experts' of the universities in Liege,
Antwerp, Gent, Brussels and the French-speaking UCL. The experts advocate
'CFS-chairs’, which allow for scientific research into better treatment, this in
collaboration with governmental institutions. The proposal is supported by
several disciplines: medical science, psychology and recovery sciences. The
experts are now looking for political bandwidth. You can find the letter here:
http://let-me.be/request.php?12
At first sight, this sounds like a wonderful initiative, however, there are several
points of concern:
In the least, it is curious that the letter is signed by the biggest proponents of
CGT (cognitive behavioral therapy). There is nothing wrong with this type of
therapy - it may in some cases even support treatment of ME/cfs patients.
However, it doesn't cure the disease. On the contrary, there is a lot of prove that
it doesn't work. And this makes sense as ME/cfs is not a mental disease.
Kinesitherapy may work as a relief for pain and may keep the body flexible, but
only if a special, soft, unobtrusive method is used. Not many kinesiologists are
experienced in this type of therapy. Putting an ME/cfs patient on a bike and
letting him peddle as hard as possible (GET) is like playing Russian roulette: you
may survive, or you may not - either way, you'll get sicker and sicker.
There are several signatures of people we have never heard of. We would gladly
give them some leeway to prove themselves. But we are a bit cautious, as they
may purposefully be used by their fellow signees.
Most of all, what we don't want, is that the little budget that is available for
ME/cfs is used to increase the pay slip of some researchers that do not deserve
it. Of course we can't afford having these chairs dedicated to us ME patients
meanwhile being viewed as some bundle of left over patients that you don't
need to take seriously.
A personal experience which I just had last month, combined with other
intensive contacts in this field don’t predict much good however.
I had an appointment with Dr. Bird (*) about a long-lasting inflammation of my
temporomandibular joint. According to this doctor the only solution was to
move, to move and to move.
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He told me I should stroll at which I reacted that formerly I strolled some 700
miles a year without any problem with my hikers club but that presently I’m
hardly able to stumble a hundred yards with a lot of pain. When I told him my
health is getting worse by moving while formerly it gave me a kick, he laughed
with pity.
He proposed I’d come to his recovery center abroad where I would be cured
after eight weeks of intense treatment. Now it was my time to laugh with pity.
I asked him why it wasn’t possible to have the same treatment in Belgium and
why insurance wasn’t paying for it. I’m still waiting on the answer. A friend of
mine who lives over there told me it most likely was a scam contract. I am livid
that a Belgian doctor would propose such a thing.
Parallel to the letter of experts the WUCB (Wakeup Call Movement Belgium) sent
an opinion piece to the Belgian parliament in which the policy concerning ME/cfs
is openly being accused of considering it a somatoform dysfunction.
The WUCB is also pleading for a better expenditure of the already very limited
budget with a firm approach which doesn’t open the door to many (expensive)
‘treatments’ which scientifically have not been proven but see a market in the
misery of ME/cfs patients.
We will continue to follow the course of events very closely.
(*) Real name known with the editors

Eddy H. Keuninckx
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Finland

.

As I'm writing this, we are creating big changes here in
Finland.
ME/CFS-patients are as one body making themselves heard by sending letters to
decision-makers and other authorities and educating them with articles and
recent studies, giving interviews to different magazines and composing
information packages in order to change the general atmosphere and the
attitude towards this illness of people well as doctors.
This movement includes the Finnish CFS Association too, which has arranged an
appointment with the Ministry of Social Affairs and Health.
The purpose of that meeting is to increase the consciousness of the poor
situation the patients are in right now as well as to point out the lack of proper
diagnostic criteria.
We are hoping, of course, we will get cooperation.
The Association is very busy with the up-coming annual meeting and with facing
the social upheaval which, we hope, will take the patients to a better future. At
the same time we are very busy with the process of building a good association.
Greetings from Finland!

Sanna Pohjaniemi
Chairwoman of the Finnish CFS association
suomencfs@gmail.com
https://www.facebook.com/SuomenCFSyhdistysry
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Northern Ireland
Northern Irish Patients Rally Round.
There is a tangible feeling in
Northern
Ireland,
that
change is in the air for the
treatment
of
ME
and
Fibromyalgia!
The
Patient
and
Client
Council (PCC) has recently
delivered invitations, to an
ME
and
Fibromyalgia
Symposium,
to
medical
professionals and MLAs in
Northern Ireland.
To ensure a good attendance
at this event, patient groups
are now united behind a
move to write personal
letters to GPs and MLAs
encouraging them to attend.
include:

The

Symposium

speakers

Dr William Weir FRCP, from London
Dr Pamela Bell, of the Pain Alliance NI.
A video link to a UK researcher and another specialist clinician (names to
be confirmed)
Several patients, who will talk about how ME and/or Fibromyalgia impact
on their lives.

For all info: http://bit.ly/1y7jlgk

64 Back to Table Of Contents

Norway - The Rituximab
Study
The Rituximab Study –some facts
Full article: http://bit.ly/1ILObpY
How is the Rituximab (RituxME) study going?
The RituxME study has just started recruiting patients. We plan to include 152
patients, in five centers in Norway. There will be 1:1 randomization between
rituximab and placebo.
We have used the experience from our
open-label phase-II study using rituximab
maintenance. This study ended in February
2014, but due to all the work with the new
study we have not had time to complete the
manuscript.
However,
we
are
now
completing the manuscript, and hope to
submit soon.

be trusted.

To us, the most important issue now is to
do a proper phase-III study which will
determine if the results of the first trial can

For the RituxME study, we will perform three substudies. All three substudies will
be performed at baseline and repeated at the 17-21 months follow-up, which is
the time interval our previous experience suggests that the therapeutic effect of
rituximab maintenance to be most evident.
Endothelial Functioning Substudy
Our substudy of endothelial function (Bergen Notodden) in 72 patients will use
flow-mediated dilation to test large blood vessel endothelial functioning. We will
also test microvascular endothelial function in Bergin using skin laser-doppler
measurements. We believe that endothelial function is important in ME/CFS.
It is important to get an understanding of which symptoms that are caused by
the primary pathology, and those which may be ascribed to secondary
(compensatory) mechanisms.
Exercise Substudy
The cardiopulmonary exercise tests for two following days will be performed at
baseline and repeated in the 17-21 months follow-up. We will do this substudy
in Bergen, Notodden and Oslo, but only for patients with mild and moderate
disease (not severe), The total number may be 50, perhaps more.
We want to see (in a double-blind fashion) if the performance (VO2max, VO2 at
anaerobic threshold, workload at max and at anaerobic threshold) of patients
who respond to Rituximab will improve on day two of the exercise test.
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Gastrointestinal Functioning Substudy
The substudy on gastrointestinal function will only be performed in Bergen, and
only for patients with GI symptoms resembling functional dyspepsia or irritable
bowel disease. Approximately 15-20 patients will be included.
Gastroenterologists in Bergen will evaluate the patients using several selfreported forms, and with a soup meal followed by ultrasound assessment, and
also with endoscopy and biopsies from those willing to participate in this (in fact,
most of those we have evaluated are willing to do the endoscopy!). The GI
studies will be performed at baseline and repeated after 17-21 months.
Until further scientific data and evidence are available, all patients receiving
rituximab for ME/CFS should be treated within clinical trials.
Conclusion
In conclusion, we hope our efforts will help to increase our knowledge of
ME/CFS, and that the results of the new randomized study will provide some
important answers to aid further research, either by us or others in the research
community. We need a better understanding of the disease with regards the
genetic predisposition, the immune disturbances and the endothelial dysfunction
present and the effector systems for symptom maintenance in order to develop
rational treatments for this devastating and misunderstood disease.

Thanks to Cort Johnson for the extensive interview
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The Netherlands
New milestone in civil initiative ‘Recognise ME’
A new and very important milestone in the civil initiative
‘Recognise ME as a biomedical illness’ was reached on 20
january 2015 and made public by the initiator, the Group
ME The Hague. Some fragments from their own message
(source: https://www.facebook.com/GroepMEDenHaag):
“On 20 January a Commission of the Dutch Health
Ministery
discussed
the
possibilities
of
a
report/recommendation about the illness ME with the
Dutch Health Council.
The Health Council indicated that there should be a totally
new, separate advice in the same manner as that of the
“Lyme-advice”and the “crop protection advice”.
The Commission of the Dutch Health Ministery is of the same opinion and will together with Group ME The Hague - send this request to the Health Minister, at
the same time asking for funds to be allocated towards the making of the
advice.
When the advice has been given, the Health Council will implement it. Promises
have been made to the Group ME The Hague that they will speed things up in
order to enable a start in 2015 instead of 2016. Both the Health council and the
Commission share this thought. In this way the Commission makes good on the
promise that was made to Group ME The Hague on 28 May 2014.”
With this the Civil initiative has entered its next very important phase.
What does this initiative entail?
It seems like a good moment to highlight some milestones.
In the autumn of 2011 a seriously ill but still militant female ME-patient hitches
a plan to collect signatures to get recognition in a parliamentary way of the very
serious, chronic and in some cases lethal disease Myalgic Encephalomyelitis (ME)
as a physical affliction caused by physical parameters, which as yet have not
been completely mapped.
Together with nine severely ill fellow patients she draws up a set of measures
which – if the action is successful – will be presented to our parliamentary
representatives.

67 Back to Table Of Contents

This is the text of the petition:
Within al layers of the medical profession to distinguish ME and CFS
as soon as possible as two different diseases
Recognition and registration of ME as a biomedical neuro-immune
disease
Diagnosis and treatment based on the International Consensus
Criteria for ME [1]
More biomedical research into the causes of ME;
Adapt medical training courses and provide additional instruction for
doctors about diagnosis, progress of and treatment of ME.
The initiative is supported and made known more and more. The entire MEcommunity in the Netherlands is united and all distinctions between being a
member from an organisation, a benefactor or neither have vanished. The first
major result has been achieved: a solidarity not formerly known or shown in the
ME-community in the Netherlands.
Many manifestations are organised. Interviews follow. A second result is
achieved: more and more people know about ME, which is also shown by the
reactions of people in the street who are approached and asked to sign the
petition. One activist turns gathering signatures into a fulltime job and succeeds
in collecting more than 20,000 signatures.
29 October 2013: 54,000 approved signatures are presented to a delegation of
the Dutch House of Commons. The civil initiative has been officially submitted.
In the week following this 2000 more signatures are received, which brings the
total up to 56,000. A phenomenal achievement for a group of patients whose
illness often prevents them to stand up for their own rights.
14 May 2014: explication in The Hague of the civil initiative “Recognize ME” by
the Group ME The Hague to a delegation of the commission of the Health
Ministery.
28 May 2014: As a consequence of the talks with some members
(representatives from different political parties) of the Health commission on 14
May the further path to follow is discussed in the procedural meeting of the
Health Ministry. It is decided to ask the Health Council to present an update on
ME, based on current insights in the field of medical science. The Health Council
every year decides on the research program for the following year. Mr. van
Gerven (Socialist Party) urges the Council to put ME on the agenda for the
coming year (2015).
20 January 2015: all the hard work of more than three years by so many
people, and in particular the Group ME The Hague, bears fruit. The circle is
closing: see the start of this message.
Although the fact of the Health Council getting the task does not automatically
imply a good ending, there now is hope…..
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United Kingdom
On January 13, 2015 the Lancet Psychiatry published a quite
controversial
ME/cfs
research
of
Chalder
et
al.
http://bit.ly/1Aj4Mh5 which amongst other most doubtful and
harmful statements read:
“The results support a treatment model in which both beliefs and behaviour play
a part in perpetuating fatigue and disability in chronic fatigue syndrome.”
It proved to be fuel on the line of thinking of the British press which reacted like:
‘Chronic fatigue syndrome patients’ fear of exercise can hinder treatment’
The Guardian
‘ME: Fear of exercise exacerbates chronic fatigue syndrom’, say researchers.
The Telegraph
The harm had been done. Public opinion once more got a distorted view on a
physical disease which can be deadly, all the more because of opinions like this.
The newspapers nor Chalder et al. bothered to react on ME-clinicians and
researchers’ statements:
‘We would all hope that ME/cfs was viewed with attention given to
immunological, metabolic, cardiovascular and neuroendocrinological dysfunction
that has been demonstrated with previous research.’
J.Mark VanNess PhD
‘Sadly this is not an abstruse controversy, and patients whose genuine
incapacity continues to be attributed to the psychological paradigm suffer
enormously. I regard this as morally indefensible.’
Dr.Willam Weir (FRPC) on ME
‘Once again the psychiatric lobby, who must be desperate to prove their belief
system is correct, has skewed the results of the PACE-trial.’
Dr. Anne McIntyre

Credits to Sally K. Burch, Newry and Mourne ME & Fibromyalgia Support Group
for collecting all quotes.
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11. Vote For…

https://secure.avaaz.org/en/petition/Justice_for_Karina/share/

Karina suffers with severe Myalgic Encephalomyelitis meaning muscle pain with
inflammation of the brain and spinal cord.
ME is a neurological disease as noted with the World Health Organization (WHO)
G93.3. Every country who belongs to the United Nations must abide by the WHO
description of what is a physical disease as well as the United Nations Human
Rights.
Demark is holding Karina against her will and forcing her to take part in
treatment which can kill her.
Denmark believes that ME is the same as Insanity which is not how ME is
described in WHO G93.3. Denmark is a member of the European Union, United
Nations, Human Rights and WHO.

If any of you knows about a petition running or a Group participating in a
contest, or any topic worth publishing under this heading, please let us know.
Next issue will be published on April 22, 2015, so the actions which will be
brought under our notice should still run by then.
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12. Major Fundraising
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LLEWELLYN KING IS RAISING FUNDS
to be able to continue his 100% free and very important and useful
interviews with well known scientists researching ME/cfs
Raised: $6,108.00
Goal: $20,000.00
Info: http://www.gofundme.com/5yhjdo

Ian Lipkin study. Raised: $220,712 from 1,116
donations!
The initial target has been set at $1 million.
The Center for Infection and Immunity is internationally recognized as
the world’s largest and most advanced academic center in microbe
discovery, identification and diagnosis.
The Center’s laboratories, directed by Dr. Lipkin, have developed and validated
techniques – high-throughput sequencing – for the rapid identification of
disease-causing microbes and have thus discovered more than 500 viruses:
more than anyone else. Dr. Lipkin and his team are actively engaged in stateof-the-art research to identify the factors that contribute to the onset of ME/CFS.
They aim to provide insights into the disease that will allow for the development
of diagnostic tests and eventual treatments.
The Center is part of the Mailman School of Public Health at Columbia University
in New York.
Info:
http://phoenixrising.me/archives/21929
http://www.microbediscovery.org/
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RAISING FUNDS FOR THE UK RITUXIMAB TRIAL
Info: http://bit.ly/1jVGHng
Thanks to an amazing effort across many countries the Biomedical
Research Fund for the IiME/UCL UK rituximab clinical trial is now
funded for £368,000. The goal was £450,000.
To donate: http://bit.ly/1dc1wmS

THE "STEP UP FOR M.E." STORE!
http://theblueribbon.storenvy.com/

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

If you wish to donate to Dr. Enlander's ongoing and future
research.
Please contact: cfsconference@gmail.com
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http://walkforme.co.uk/how.html

Support the very active Northern Irish Newry & Mourne group
Please consider supporting Newry and Mourne ME Fibromyalgia
Support Group with EveryClick by using the link below. There is a free
service and no charge is made to any purchases you make online by
signing up to Everyclick! http://bit.ly/1zGUVzj
I am a Trustee for this charity and we are campaigning for a specialist ME &
Fibromyalgia clinic in N.Ireland. Trustees were awarded the Patricia Graham
'Shining Light Award' in 2013 for community volunteering.
Joan McParland
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A fund called Save4Children has been initiated in March 2014. We would very
much appreciate your financial help with this project.

You can donate any amount through: http://www.geef.nl/doel/save4children
Up till now a total amount of € 1.977,12 has been received from most generous
donators, part of which has been spent to cover Dr. Nigel Speight’s expenses
to go to Germany to mediate and fees of a lawyer of the mother of Joanne, the
14-year old German girl who is kept in a hospital against her wishes, to undergo
treatments a psychiatrist is imposing upon her. A sum balance of € 245,62
remains, but Joannes mother is still proceeding against the forced
hospitalization of her daughter.
As reported in the last ME Global (http://let-me.be/download.php?view.10 ,
p.40) we are no longer in a position to publish details about Joanne due to the
untimely disclosure of her true identity and the restriction imposed on her
mother not to have published anything about her daughter on the internet.
However the editors are in close contact with Joannes mother, and as soon as
there will be a possibility to report on both mother and daughter, we will
definitely do so.
It is hard to tell if the legal procedures and Dr. Speights mediation had any
effect at all. Doing nothing at all was no option, that may be clear.
So please continue to donate, and if any a case like Joanne’s is known to you,
please let us know via info@let-me.be
We thank those of you who donated from the bottom of our hearts.

The editors
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Mike Shepherd's North Pole Challenge is set for
April 2015 and is all the more remarkable as he
will be the first person with a heart pacemaker
fitted to run a full marathon at The North Pole.
Mike's wife Lara has fibromyalgia, and he is
doing this amazing challenge for the sake of his
teenage daughter Elizabeth, as she has had ME
for several years of her young life.
Mike's North Pole Challenge Facebook page is here:
https://www.facebook.com/Northpolechallenge
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13. Worth Noticing, Watching,
Hearing & Reading
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“Plague”, by Kent Heckenlively and Judy Mikovits PhD
One Scientist’s Intrepid Search for the Truth about Human Retroviruses, Chronic
Fatigue Syndrome, Autism and Other Diseases
Available here:
http://amzn.to/1yXPNT4
There is also a kindle version and there will also be an audio version.
http://www.plaguethebook.com/
Heckenlively's talent to tell Mikovits' scientific hypotheses in an easy-to-read
style is of tremendous service to his readers.
He lightly draws the bow from the first outbreak of ME/"CFS", which was
understood as the presumed origin of the disease, to the discovery of XMRV and
all of its variations with their possible pathogenetic ramifications.
ME/CFS is already understood as epidemic by those who have it - including
entire families, spouses and friends. We speak about a pandemic getting more
threatening year by year: 17 Million sufferers worldwide, already!
Kaufkraft

New webinars of the Dutch project Science
to Patients:
Starting a series of short talks of Prof. Alan
Light, University of Utah, Salt Lake City:
Webinar 58: Fatigue on March 24, 2015
Webinar 59: Genes & gene-expression on April 7, 2015
Webinar 60: Gene expression markers of ME/cfs on April 21, 2015
All Science to Patients-webinars to be viewed on
www.youtube.com/user/WetenschapvMEcvsVer
For further details see page 29.
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ME/CFS Alert
Link to all videos:
http://t.co/Cg18CVnwhb

Llewellyn King, ME/cfs Alert,
produced by Llewellyn King and Deborah Waroff:

CDC CFS Patient-Centered Outreach and Communication Activity (PCOCA)
February 23, 2015
3:00pm Welcome and Telephone Overview
3:05pm Updates from CDC - Elizabeth Unger, PhD, MD
Branch Chief, Chronic Viral Diseases Branch, CDC
3:15pm "Stanford ME/CFS Initiative: Collaboration, Innovation and Discovery" Jose Montoya, MD, Professor of Medicine Department of Medicine, Division of
Infectious Diseases and Geographic Medicine, School of Medicine Stanford
University, Stanford, California
3:45pm Questions from CFSPCOCA Call Mailbox for Guest Speaker and CDC
http://www.cdc.gov/cfs/meetings/cfspcoca.html

Interview with Dutch ME-patient Anil v/d Zee, once professional ballet
dancer, now full time ME-patient. With English subtitles
http://youtu.be/P3Kg1H-cfnI
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"Unbroken" author opens up about her own personal struggle
December 28, 2014 Laura Hillenbrand, the author of "Unbroken," tells "Face
the Nation" about her experience with chronic fatigue syndrome.
http://cbsn.ws/1zGpPI6

Mind the Abyss
http://youtu.be/thiFbN7BVX0
A preview showing the opening sequence of "Mind The Abyss - Part 2 Syndrome"
One disease(???), so many names…. A historical survey in bird's eye view
Source: www.youtube.com/results?search_query=MyalgicEncephalomyelitis

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

Webinar Jarred Younger, Ph.D. - The Neuroinflammation, Pain and Fatigue
Laboratory at University of Alabama Birmingham - Leptin in the Role of
Neuroinflammation, Pain and Fatigue
https://www.youtube.com/watch?v=bFwAyrb5p34
Please help support Dr. Youngers research by donating here :
https://www.youcaring.com/JYounger #ME #FM #CFS
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Is ME Stable?
M.E. is not a stable illness. One can probably observe people with some illnesses
carefully for an hour or so and collect a lot of good information about what they
can and can’t do, how severe their illness is, and what their usual symptoms are
from day to day, and so on. However M.E. is not one of those illnesses.
Listen to this audio-message of the Hummingbird Foundation, and let others who
are unfamiliar with ME listen to it:
http://youtu.be/k4FPLTHrpe4

If you’re suffering from food intolerances or for other reasons may have to
take good care of your diet it might be interesting to take a look at this new site
of the ME research UK: http://bit.ly/16LswMS

Viruses – Vincent Racaniello
Do you want to become an expert on maybe your greatest enemy: viruses? Sit
down, lean back and watch this five lectures of Vincent Racaniello about his
great love and passion, besides his family: viruses. But mind you: each
discourse lasts for over an hour.
#1: January 21, 2015: What is a virus? http://bit.ly/194Y7uI
#2: January 26
: The infectious cycle http://bit.ly/1zGrQ77
#3: January 29
: Genomes and Genetics http://bit.ly/1DAxp8Y
#4: February 2
: Structure of viruses http://bit.ly/1KE3rml
#5: February 5
: Attachment & entry http://bit.ly/1AfAN82
Thanks to Steve Hawkins for posting on the wall of Invest in ME

May 29th, 2015: The Tenth Invest In ME Conference
very centre of London.
All info on speakers, subjects, location & registration:
http://www.investinme.eu/index.shtml#presenters
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will take place in the

Understanding M.E - A Guide For Friends, Family & Carers
A practical paperback

Being an 'invisible' illness, makes ME even more
difficult. This book aims to help a non-sufferer
understand the nature of the illness, in plain
English.
Not really expensive ( £2.75 from Amazon, excl.
p&p), and as the author, British ME-patient
Hayley Green writes: “I have seen time and time
again, and experienced myself, people we know
not understanding our illness. I have published a
guide suitable for friends, family and carers to
help them understand.
It has been written specifically and in such a way for non-ME sufferers to see
how our symptoms and limits affect us.
25% of all Royalties to Invest In ME! "Let's do it for ME!"
Contains five chapters, logically built up:
1. What is ME?
2. Understanding symptoms
3. Understanding Limits
4. How to help
5. Facts & Quotes
To be ordered at Amazon: http://amzn.to/1M9BTH6
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14. Poem – We Are Only Here
We are only here briefly
Our life burns with us
Even if it is smaller, dissipated, flickering, with ME
We must do what we must
To shine, To speak, To stand up, For ourselves
For there is no effective level Of representation Out there
Where it counts.
ME symptoms go unrecognised, Untreated, Mislabelled, Undiagnosed,
Misrepresented, Mistreated.
Confusion, And complication reigns
Where a straightforward, Honest, Medical pathway should exist.
Meanwhile, Precious friends and acquaintances, Die
From lack of knowledge, Lack of Respect, Physical neglect,
If not outright harm Done to them.
When will it be enough, For the Medical Establishment, To be ashamed?
For the Government to act, With genuine integrity?
When will our lives be equally treated, To any other acceptable disease?
Deliberately covered up, And negated, By a Fatigue campaign, That spans
decades,
When will our voices Be heard, And real change come?
When will there be hope for every single person,
Who has Myalgic Encephalomyelitis?
Each death we hear of, Breaks our hearts
Each loss, Is simply unacceptable
Another beautiful soul, Gone from the world.
The silent loss of their presence, Echoes outrage, Round the world.
Who will hear, And take action for genuine change?
How many tears of sorrow, Must we weep?

Linda Crowhurst (for Vanessa Li)
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15. Connecting You To M.E.
Leonard A. Jason, Ph.D. DePaul University - Chicago, USA
“The future of the field is in connecting the many patient and
scientific groups into one larger body that is united for change.
Any events that bring people together across countries and
organizations should be promoted.
The message is simple, we have more impact with numbers, and when we
flex our collective muscles, then we become a movement like the civil
rights, women’s and disability revolutions of the 60s, 70s and 80s.

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