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

Dear friends,
Here we are again with the latest release of
the MEGC of 2017. It is so encouraging
that an increasing amount of us are actively
and passionately contributing to every edition
and submitting articles. This is how it begins to
assume the shape of what it was intended to be right from the start: a chronicle
of ME-related events over the course of the last months, produced by and
dedicated to the worldwide ME community.
2017 brought moments of happiness and disappointments. Both the “Invest in
ME” as well as the Stanford University convention and the preceding scientific
colloquiums were largely successful. And who would have thought that the Unrest
documentary would end up getting an Oscar nomination on the shortlist of 15
other documentaries. As for disappointments, the outcome of the third-phase
rituximab trial didn’t show any significant improvements in ME patients after
administering in comparison to healthy control subjects.
It’s important that the conclusions of the IOM report have been effectual in getting
the CDC to remove behavioral therapies as a first method of treating ME from
their site. Who knows if the Netherlands will follow suit after the Health Council’s
final advice to the parliament next month.
We’d like to thank everyone who has contributed to the magazine this year,
whether it was in textual form, by paying attention to every published edition, by
sharing links, by signing up for membership of ME Central’s wall (link) and making
posts, and even by simply reading a single article or viewing only one image.
Of course, we wish everyone who may read this a wonderful Christmas, a calm
start to the new year and a fortune-filled 2018, with especially… there’s no need
to write that down. And for whom the ‘holiday season’ may be a disaster: we wish
you the best of strength and wellness, and hopefully some peace and quiet to be
able to live through.
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Textual contributions for the February 2018 edition may already be submitted, but
preferable before February 10th.

The editors

PS we would like to draw special attention to the contribution of Nevra Ahmet in
News from Pakistan and the short but nice booklet by Robin Brown

Rob and Eddy
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4. NIH/CDC/HHS
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CDC’s Staged Call
In 2012, The U.S. Centers for Disease Control and Prevention (CDC) instituted the
“ME/CFS Stakeholder Engagement and Communication conference calls (SEC)”
(previously called PCOCA) series with the stated purpose of sharing information
with those interested in ME/CFS as part of their regular outreach and
communications efforts. These calls are billed as a form of engagement with the
community, but this is just by name – not reality.
CDC’s Phantom Engagement
CDC’s claims of transparency and stated desire to engage with the ME/CFS
community is debunked by their consistent underhanded actions.
Their
“engagement” call is, in fact, an hour-long one-sided communication. CDC placed
all callers – a group of very sick disabled people – in a silent mode for the hourlong call. CDC falsely alleged they can’t take live calls when many large
government events take live questions all the time.
CDC’s 60-minute call devoted 50 minutes to their invited speakers – leaving only
a couple of minutes in the end to cover the many crucial questions sent in by ME
patients and advocates. CDC kept us in the dark as to whose questions they
selected – never giving us the actual names.
CDC refuses to make the recordings available on their website, even though they
tell us that they are being recorded. CDC is very well aware that this is a
community of people who are severely sick and it is too taxing for them to listen
in at the appointed time and for a full hour-long call.
Conclusions about CDC’s lack of engagement and consideration of people with ME:
CDC stages the call so that they are in complete control of the narrative
CDC manipulates the timing of the call as to leave minimal time for public
questions
CDC refuses to take live calls because they are apprehensive of challenging
questions
CDC is more concerned about the perception of engagement than an actual
one
CDC is not worried about federal rules that call for accommodations for the
disabled
CDC does not want a record of the meeting because they want to avoid
activists’ criticism
November 2, 2017, CDC Call
The latest CDC call (http://bit.ly/2AXDXkJ) took place on November 2, 2017. The
topic was:“Take Home Messages from the 2015 Institute of Medicine Report on
ME/CFS” with Drs. Lucinda Bateman, Ellen Clayton, and Peter Rowe. All three
speakers served on the IOM panel to create new government-sponsored criteria
and a new name – systemic exertion intolerance disease (SEID).
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Background of the HHS/IOM Implementation and Stakeholders’ Protests October
2012
In October 2012, the Chronic Fatigue Syndrome Advisory Committee (CFSAC)
sent the following recommendation to Dr. Sebelius, the Secretary of The US
Department of Health and Human Services (HHS): “CFSAC recommends that you
will promptly convene (by 12/31/12 or as soon as possible thereafter) at least one
stakeholders’ (Myalgic Encephalomyelitis (ME)/Chronic Fatigue Syndrome
(CFS)experts, patients, advocates) workshop
in consultation with CFSAC
members to reach a consensus for a case definition useful for research, diagnosis
and treatment of ME/CFS beginning with the 2003 Canadian Consensus Definition
for discussion purposes.”
HHS highjacked and distorted CFSAC’s recommendation, turning their backs on
their own advisory committee of experts. In September 2013, HHS secretly
contracted, sponsored and charged the Institute of Medicine (IOM) to create yet
again, another government-controlled clinical definition and a new name for the
disease. Myalgic Encephalomyelitis (ME) stakeholders were outraged at HHS’
deception and exploitation. Fifty International ME researchers and clinicians wrote
an open letter (http://bit.ly/2CGsnuG) to Secretary Sebelius urging her to stop
the IOM contract and to adopt the 2003 Canadian Consensus Criteria (CCC) for
clinical and research purposes. Sixty-six ME advocates worldwide signed a letter
(http://bit.ly/2kk3m1G) in support of the Experts’ Letter. ME patients sent letters
(http://bit.ly/2kkaZ8w) to their congressional representatives with the same
message – stop the IOM, adopt the CCC.
But, HHS continued to disregard the voice of the international ME community and
ignored the continued protests taking place such as a new letter
(http://bit.ly/2oLXSRZ) dated December 2013 signed by 197 professionals and
advocates with detailed objections to the IOM process. Advocates also continued
their protests in the form of public testimonies at the IOM January 13, 2014, open
meeting (see article here http://bit.ly/2kKelRv).
Please read entire blog here - http://bit.ly/2oLWajx
I wish to thank advocate Eileen Holderman for her consultation with this blog
post.

Submitted by Gabby Klein - Relatingtome.net
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5. Dutch Citizen Initiative
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Towards Its End
The trajectory of the ME/CFS committee of the Dutch Health Council is heading
towards its end.
The committee was established in March 2016 and was, at the behest of the Dutch
Parliament, tasked with documenting the current state of ME-related affairs and
with giving advice regarding the definition, criteria of diagnosis, forthcoming,
current track record, the possibility of prevention and treatment, the influence of
ME on a patient’s life, also from a societal perspective, how the treatment and
assistance for and approach to patients can be improved and what the current
scientific progress and perspective is.
As a point of exit, the committee opted for the IOM report “Beyond Myalgic
Encephalomyelitis” of January 2015, and had a conceptual advice document
drafted as a result of a one and a half year’s process of discussion.
On last November 20th, a hearing took place in which invited Dutch stakeholders
and two international ME experts - prof. Sonya Marshall-Gradisnik and dr.
Anthony Komaroff (through earlier contributions) - were given the opportunity
to provide commentary on the conceptual advice.
The final advice is expected to be finished next month, where it will be ready to
be presented to the Parliament. After that, it’s up to the Parliament to decide how
to handle it and what to do with it.
All in all, tense times are ahead in the ME Netherlands…
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Cartoon Djanko
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6. Grassroot
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A Young Hero
Truls, a young boy of 12 years, has
ME. Because of his ME, Truls is
rarely able to leave home. But when
his doctor Kristian Sommerfelt
asked for his help in educating
medical students, Truls didn’t
hesitate at all. He agreed to join
Sommerfelt’s lecture. «We need
more doctors like Kristian» Truls
says, «and so I have to explain to
them what this is all about».
Truls’ mother, Sigrid, was present
at the lecture. «It all went really
well, and it was a good experience for Truls. I have to say this again and again –
Kristian Sommerfelt is a unique doctor.»
Today’s lecture was attended by medical students. Sommerfelt did an interview
of Truls, as he explained what it is like to be a child suffering from ME.
Kristian Sommerfelt and Truls discussed Truls’ huge
interest in composing music. Truls explained how he
uses less energy making music alone, as opposed to in
a group, and how he misses hanging out with his friends.
He also explained how he can compose music in his mind
but not be able to record, play or write the music down.
Truls is crystal clear in that others need to learn more
about ME. The students asked if Truls had any final
words of advice to them. «Yes», he answered. «Even
Kristian Sommerfelt
though I am like this, it doesn’t mean that I don’t want
talking with Truls
to [do things]. I want to all the time, and that makes me
do way too much, and I get a lot sicker. I am worse for hours, days and maybe
weeks. I have a serious disease.»
Kristian Sommerfelt was very happy with his patient after the lecture. «He is
my hero! He was crystal clear today. They will never forget him. He helped a lot
of other patients today.»
The ME parents agree with dr Sommerfelt, thank you Truls!
Link for sharing: https://wp.me/p3VLNe-1CU
https://fryvil.com/2017/12/02/a-young-hero/

Submitted by Stine Aasheim
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Crisis And Suicide
The list of people with ME who have taken their own lives is
too long.
Fortunately, there is help available for anyone in crisis, and
their loved ones. There are many issues to discuss about
suicide and end of life, but I want to give you the tools and
information you need to deal with a crisis right now.
Johanna Haban has been disabled by a number of chronic
illnesses over the years, including ME. She currently volunteers with Crisis Text
Line and has experience on phone lines as well. She shared her perspective with
me, to pass on to you. Johanna's opinions and suggestions are her own and do
not represent those of Crisis Text Line, San Francisco Suicide Prevention, or any
other organization. She is not writing as an official representative of any
organization. If you are in crisis and seeking help, please see the list of resources
below.
Who can I call if I am feeling emotionally overwhelmed, thinking about suicide, or
am worried about someone I love?
National Suicide Prevention Lifeline: 1-800-273-8255 (http://bit.ly/2gFnmM2)
Crisis Text Line: text START to 741-741 (http://bit.ly/2xeZTVN)
Warmlines (listing of hotlines all over the country http://bit.ly/1UXmKzz)
MDJunction (online support groups http://bit.ly/1p9UDs2)
HealingWell.com (forums and chat http://bit.ly/2jzyuNK)
What happens when I call?
The goal of counselors on crisis lines is to help you cope with how you are feeling,
and help you figure out what (if anything) you can do for help. Calls are
confidential, and you decide how much information to share with the counselors.
You do not have to be suicidal to call.
Will a crisis line report me to the authorities?
Many people are scared to contact a help line because they are worried about the
police coming or being committed to a psych ward. These are very understandable
fears and I hope I can ease them. Unlike the rest of the world, even including
close friends and loved ones, hotlines are a completely safe space to talk about
suicide and suicidal feelings. There is no judgment, there are no assumptions, you
can say how you feel without anybody getting scared or worried.
Counselors may notify authorities if someone is in immediate risk of killing
themselves and all other attempts to help the person have been exhausted. The
signs of immediate danger are whether the caller has formulated a plan, whether
they have the means or access to carry out that plan, and especially if they have
a time frame in mind.
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However, even if the signs are all there, on the two hotlines where I have worked,
it's still not any guarantee that authorities will be notified. Believe me, nobody
wants to do that! It is a very last resort when a person in crisis is going ahead
with their plan and there's nothing else that can be done, and additionally
supervisors and other people in charge need to be notified and informed first so
that they can make the decision to send out the authorities.
In other words, you can express whatever feelings you need to express, no matter
how bad or scary they are, without fear that someone will assume you need to go
to the hospital. In fact, if you don't feel like you're in immediate (as in the next
hour or so) danger of hurting yourself, and you just really need to talk to someone
about these feelings, you can even let your counselor know that and be extra
assured that you will be supported emotionally without any fear of negative
consequences. This is just a suggestion, though; if you aren't able to express that,
it doesn't mean you're more likely to have the police come to your house. It just
means that during your conversation, your counselor will still be making sure that
you are able to stay safe.
Will a crisis line counselor understand what it's like to have ME or other serious
diseases?
Many of the people I've spoken or texted with as a counselor have at least one
chronic physical illness, sometimes more and sometimes exacerbated by mental
illnesses. It's common for people coping with illness to feel emotionally
overwhelmed, and that's what counselors are trained to deal with.
When I was working on the hotline, I once took a call from a person who was
suffering from chronic illness and a number of other exacerbating issues. They
told me repeatedly, "I can't take it anymore. I don't want to live like this." But
when I asked "Are you suicidal?", the response was a shocked "No! I'd never do
that!" This was the first time I encountered someone who sounded intent on
suicide, but really just wanted someone to hear how much pain they were in. This
is one of the most important lessons I can share with you.
When you're experiencing a morass of such unutterably painful things, it's entirely
natural to want that to end, and if it can't, then to think about ending your life to
make it stop. Even if you never have the slightest intention of doing it, at times
the notion can be powerfully comforting. And here's the part nobody wants to tell
you: that's okay! You are allowed to feel that way. One of the worst things about
having suicidal thoughts is the guilt that accompanies them. It's good, in a way,
to feel guilty about leaving people behind if you were to kill yourself, because that
would indeed be devastating. But there's no need to feel guilty just because you're
thinking about it. It's okay to feel the way we feel, as long as we reach out if those
feelings become more like plans and decisions.

16 Back to Table Of Contents

My friend/loved one is saying things like "I want to die." What should I do?
Say something like: “I hear you. I don't blame you at all. I completely understand
why you feel that way. Did something happen recently to make things worse? Tell
me what's the most unbearable thing for you right now.”
Don't make threats, like “if you keep talking like that I'm going to call the police.”
Don't give them reasons to stay alive – talk to them about what their reasons to
stay alive might be. Don't pile on the guilt; suicidal people are already buried by
it. If they ask you to keep the conversation private, do not break that trust unless
you know for certain the person is going to end their life in the next 24 hours and
intervention is literally the only hope. The idea is to make sure the person knows
they can come to you with these scary thoughts and you won't make things worse
for them.
Don't problem-solve unless the patient is open to it. In other words, don't jump
on how to solve a particular problem that's mentioned, just listen to it and offer
your sympathy and empathy. If, however, the patient is open to seeking solutions,
by all means work with them to find what you can.
And if you are unsure what to do or feeling overwhelmed by your loved one's pain,
you are welcome to call a crisis line for help in sorting through it.

Jennie Spotila
http://occupyme.net/2017/11/05/crisis-and-suicide/
One last thought from Jennie: People with ME endure a great deal, and many feel
abandoned or isolated. If you or a friend with ME feel overwhelmed, please reach
out for help. We need to look out for each other!
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I Have The Privilege
I Have the Privilege of Loving Someone Who Has Lyme
Disease
“It isn’t their fault,” you may think to yourself, “I just don’t
think I have what it takes to love someone who’s
chronically ill.”
If you can relate to this thought process, you have most
likely fallen for the common misconception that people
with chronic illnesses are hard to love. That they are high
maintenance, low energy, or simply just feel too sick to be much fun most of the
time. Fortunately, I can tell you that all of these assumptions are false. And I know
this…because the person that I love most is chronically ill.
She was diagnosed with Lyme disease just this past summer, but her journey with
chronic illness began a year and a half before then; ironically, just a couple months
after she met me.
If I could describe her in just a few words, she is extraordinary, fun to be around,
and most of all, brave.
She was the kind of person that you met and instantly loved. Full of life, humor,
and a smile that could light up a whole room. Then she fell chronically ill…and
absolutely nothing changed.
Before she was sick, we laughed and ate junk food together. Now we laugh and
eat salads. Before she was sick, we would run around the amusement park
together. Now I push her around in her wheelchair, and we have just as much (if
not more) fun. Before she was sick, she was my favorite person. But now, she’s
my everything.
Some days she wakes up and she can hardly move because of the intense muscle
pain and fatigue. Some days she wakes up and doesn’t want to take her
medication. Some days she wakes up and is grumpy and irritable because being
sick sucks. And it’s on those days where she needs me to love her even more.
God knows she deserves it.
I hate that the person I love most is chronically ill. I hate that by some twisted
bout of fate it was her that was chosen to carry this burden…this unbelievable
pain. But it doesn’t make her difficult to love. In fact, it does the exact opposite.
Since her diagnosis she has displayed bravery, resilience, and determination on a
level that I didn’t know existed. She has displayed faith, hope, and love that I
didn’t know the human heart had the capacity to hold. Since she was diagnosed,
she has fought her own battle everyday, and shown me that you don’t need to be
healthy to conquer giants.
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The fact that I was chosen to be the one to stand alongside her and help her fight
this monster baffles me. I find it hard to believe that I could be considered worthy
of such an honor.
There is nothing special about me that gives me the strength to love someone
with a chronic illness. It just so happens that in my experience, it was the easiest
thing in the world. You are never gonna find someone who’s perfect. You’re never
gonna find someone who is 100 percent physically, mentally, emotionally, and
spiritually healthy. So, don’t be afraid to love someone who’s sick.
Who knows? It just may end up being the best thing that ever happened to you.
I have the privilege of loving someone who’s chronically ill. And I wouldn’t have it
any other way.

Brielle d’Atri,
Chronic Illness on the Mighty
http://bit.ly/2zIsoBg
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Forgotten Plague
The Blue Ribbon Foundation is pleased to announce
a newly created ME/CFS five hour continuing
education course on-line for professional nurses,
social workers and Allied Health Professionals.
Applicants may register for the class ($50) at the
link below.
HC 100: Forgotten Plague: What Social Workers, Nurses and other Allied Health
Providers Need to Know About M.E. from http://www.ceuconcepts.com go to:
on-line courses
on-line categories
Health Care
HC 100: The Forgotten Plague
Click on green box "Take This Course"
We have partnered with CEU Concepts of Atlanta
(ceuconcepts.com) the past two years to produce this health
care class. Please forward this information to your ME/CFS
network and support groups to reach clinicians, medical
providers, health care professionals and the like who need to
know more about myalgic encephalomyelitis/chronic fatigue syndrome.

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

Ryan Prior
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When You Make Plan “A”, Have A
Plan “B”
But not doing them has its own liabilities
When Dealing with a Chronic Illness, Make Sure You Have a Back-up Plan
I thought I would share with you what I stumbled
across. I was looking up information for a friend
of mine who plans to start a company, I therefore
began researching risk assessment methods for
her so that she could plan her moves and avoid
as much mistakes wherever possible.
As I started summarizing how to assess risks plan
strategies, I noted that like looking at the pitfalls
and warning signs of a business venture, our
daily lives with a chronic illness pretty much
resemble a business venture in the pros and cons
of an endeavour.
Keeping that in mind, I decided to apply the same assessment plan to my daily
schedule and see how it would stack up. One of the first things I learned about
risk management was that you always have to have a contingency plan. I realized
I didn’t have one. I had nothing to fall back on if Plan ‘A’ failed. Supposing I went
to a friend’s house for a visit, did I have a way to get home if it turns out I became
unwell or did I ask the friend in advance that if I became unwell, was there a place
I could rest. No wonder I was stressed about going anywhere, I worried about
what could happen but had taken no precautions for a back-up plan.
One of the items you address in a risk assessment plan is to identify critical
business functions. In our case it would be basic activities of daily living, such as
taking a shower, getting dressed, having breakfast. These are critical items and
they were not even on my list. So I had to identify the risks. That of course is
obvious. I would say, if I shower, will I have enough energy to get dressed and
have breakfast or would it make more sense to eat first so that I won’t be too
tired to eat? I thought that was a very good consideration, especially on a bad
day. In other words, I needed to prioritize my plans for the day.
By prioritizing I could minimize the impact and maximize the benefits of each
action I took. Since our energy is concentrated on both physical and mental, I
thought it would be to my benefit to alternate my activities between mental and
physical work and that way have a more balanced day.
Next, I decided to look at how long I could go before I reached that wall of not
being able to go on any longer at whatever I was doing, keeping in mind I didn’t
want to reach the crash point.
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I discovered that also varies on a daily basis as it depended on first of all how I
felt when I got up and if I had appointments I had to go to. If appointments were
part of the day, then that day my necessities of the day and the appointment
should be my main goal of the day. That’s where risk management comes in again,
how to do that and so I must prioritize and minimize a waste of energy on things
I cannot afford to do that day because of my priorities.
I now found I had a better understanding of how I could have better control of my
day by not only seeing what my priorities were for the day but having a
contingency plan, a back-up plan for when I couldn’t fulfill what I planned to do.
I have less stress in my day as I don’t have to think about the “what if” of not
knowing what I would do if I couldn’t do what I set out to do and or was in a
different location.
By helping my friend, I also had a different understanding of how to live my life
and be less stressed. I now stay alert of warning signs and the moment I realize
that I have to change my plans, I don’t wait and agonize on what to do but am
now prepared to deal with it as I have a back-up plan.
Now, when I go out with a friend for a social time, I will discuss with the friend
ahead of time what I may have to do if I can’t stay. This way they are not surprised
if or when it happens and they are also more understanding because there are no
awkward moments to get over.
It is always understood that each person’s life has variables and what may work
for me may not work for someone else. However, for me looking at my illness
from a different perspective gave me more insight on how I can have better control
of ME.

Lydia Neilson,
December 9, 2017
Source: http://unheardvoices.mefmaction.com/?p=359
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Marathon Mike
I'm attempting to run a marathon in
every country in the EU (28 in total)
raising awareness and funds for Invest
In ME (http://www.investinme.org) a
leading ME research charity.
I've now completed 14 of my
marathons! UK, Czech Rep, Finland,
Ireland, Greece, Sweden, Poland,
Belgium,
France,
Spain,
Luxembourg,
Lithuania,
Netherlands and Slovenia!
I will be running the 15th of my 28
Marathons in Malta on Feb 25th 2018 –
any donation you’d like to make will
cover
the
overall
28
Marathon
Challenge. For more information &
training progress please visit: http://www.mikeseumarathons.eu
I'm not a natural runner, I'm short with a love for cider and steak. I have a partially
torn knee cruciate and in 2009 was told I shouldn't run again. I'll be running
another 5 marathons in 2018 with the aim of finishing the challenge by the end of
2020.
I'll be aiming to hook up with ME associations and get some TV/press exposure
for our cause in each country.
I'm on facebook (https://www.facebook.com/mikeseumarathons) and
twitter (@mikesEUmaras).
Over 250,000 people in the UK suffer with the ME and that includes 25,000
children as well as one of my good friends who has suffered for almost 10 years
with the illness. Watching him drift from year to year without improvement is
extremely hard to watch, I want to try to do something to stop this. He's not
depressed or making it up, he's one of the most popular and positive people I
know. He's ill.
Invest In ME (http://www.investinme.org) are committed to raising funds and
awareness to find the cause and cure and are a voluntarily run organisation doing
some amazing work. They're the only organisation really making progress in
working with scientists and researchers to find cures and treatments. They will be
opening a specialist centre of excellence for ME in 2018 where patients can get
diagnosis and treatment and have even crowd-funded enough to hold their own
clinical trials to find a cure/treatments. They are also funding the PhD's of students
investigating the cause and possible treatments of the disease.
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ME is an indiscriminating illness with no set recovery time or guarantee of
recovery. It is the most common reason for school absence amongst children in
the UK.
Symptoms include severe pain, fatigue, sickness and cognitive
dysfunction amongst many others, some are house bound, some are bed bound,
some give up all hope.
Little if nothing has been done by the government and MRC to help people with
ME for decades, we need to help patients now. Current treatments prescribed by
GP's (as a result of the disastrous tax payer funded PACE trial) include CBT and
exercise therapy which only make patients much worse. If you know someone
with ME -donating to Invest In ME is how you can help them get better, we need
research and we need it now.
Thanks for your support!

Mike
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Care Givers Need Care Too
All of us who are living with illness, are in need of support in our day to day
existence (... in fairness we all need support in some way, but that is a story for
another day).
Carers, or care givers, allow us to live at home in our own environment I am
hugely grateful for all the support I have had over the years.
Carers are the lifeline of many. Unfortunately, they do not always get the
acknowledgements they deserve.
Please give them some thoughts
over the coming weeks
or some pampering
or a listening ear
or hug
With every best wish to those unsung heroes!
Wishing you all a peaceful Christmas time

My deepest gratitude to you all

Corina Duyn
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M.E. And Me
A Doctor’s Struggle with Chronic Fatigue Syndrome, by
Dr KN Hng
My name is Robin Brown, I am a British doctor who
is sick with ME. I was a Gastroenterologis. I went off
work very suddenly on 29 June 2016, without any warning to my colleagues,
without any idea of how long. But I was struggling for a long time before that.
Nobody knew, and I didn't know I was sick. I put my story into a book, I think it
will be very useful to educate doctors and to use in advocacy efforts.
I am particularly keen to bring my book to the attention of doctors, GPs and
medical schools. I am also investigating options to have it translated to other
languages.
I wrote the book myself, and also designed the cover, and published it myself. It
has taken many months, and there was a lot that I had to learn. People on
Facebook have helped provide many resources and ideas. The book is published
and is on Amazon. (http://amzn.to/2BIXqt3)
Here’s a glimpse of the contents…..
“Getting up in the morning required superhuman effort. I began to set my alarm
to an earlier time to give myself longer to get ready. I wasn’t safe driving. Not
only did I fall asleep driving home from work, I struggled to keep awake driving
in! The 1.5 hour commute made things worse. A “short day” would be 12 hours
long. I was constantly worried that I would die in a car crash and leave my
children orphaned.
Once home, I would collapse onto the couch for half an hour or more. This upset
my children, who had been looking forward to seeing me, so my husband and I
determined that I should park up somewhere and rest in the car before returning
to the house. I deteriorated further, and then I was sleeping in the car park at
the hospital before driving home, for I could not face the journey.
After Long Days, as badly as I needed it, I was too exhausted to manage a shower.
A change of clothes had to do.”

Come and join my international Facebook group to participate in our advocacy
activities and bring ME to the forefront!
Facebook
group
–
Dr
Hng’s
ME/CFS
Friends
(Robin
Brown):
http://bit.ly/2BFeeyI
Email: RColourMusic@hotmail.com
Amazon US: http://amzn.to/2B6ISQp
Amazon UK: http://amzn.to/2BRi4Hq
The Book Depository: http://bit.ly/2oWIylV
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Science for ME
Science for ME - where Science and the ME/CFS community meet

(https://www.s4me.info/index.php) was able to announce just last week:

“Delighted to highlight that, only six weeks after opening up to the public, we
have hit the big 500!

In that time we have:
Established the forums, as well as active Facebook and Twitter pages.
Started work on our Science Library.
Registered as a stakeholder for the NICE ME/CFS guidelines.
Hosted a successful Q&A session with @The UK ME/CFS Biobank .
Continued working on further collaborations with researchers.
But all of that would be pointless without you being here, so we'd like to thank
you all for helping make the forum what it already is and what it will be in the
future. Here's looking forward to the next 500 members”
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The CFSAC-Meeting Of December
2017
The CFSAC (Chronic Fatigue Syndrome Advisory Committee) in the United States
held a meeting on December 13-14, 2017 and the video of the entire meeting has
been posted on Youtube: http://bit.ly/2DfAFuK. Here’s the link on Phoenix Rising
to the entire program: http://bit.ly/2CMtwkG
Everyone is highly recommend to watch Dr. Montoya's presentation on the latest
science for adult patients in the following link. His presentation starts at 22:40:
http://bit.ly/2DfAFuK
Below follows the statement of ME-advocate Kristine Obotka:

Good afternoon,
My name is Kristine Obotka and I am a person with ME/CFS and also run the
CFS/ME support group of Southeastern Michigan and am an active member of the
MEAction Network.
My own story is like that of many people with ME/CFS. I got sick after a severe
infection and have never recovered; I can no longer work.
I’ve had to battle insurance companies to get treatment. Entire hospital systems
have refused to treat me and doctors who don't believe in this disease treat me
like a nuisance and pariah.
I’ve had to wage an expensive legal battle and go to court to try to obtain short
term and long-term disability insurance from the likes of Sedgwick and Met Life.
Many of these large disability insurance companies use “hired gun” physicians like
Dr. John Brusch who not only said that ME/CFS does not exist – despite the 2015
IOM report - but who, HAS a documented history of stating that all ME/CFS/Fibro
and Lyme patients have undiagnosed depression or personality disorders - despite
objective evidence that refutes those claims and clearly shows there is a
physiological basis for this disease. I have been fortunate to be treated by two ME
expert clinicians who know better.
It is grossly unjust that independent physicians hired by Long Term Disability
insurance companies falsely state to uninformed judges that people with ME suffer
from undiagnosed psychiatric disorders - and that ME/CFS does not exist.
These false assertions prevent millions of people with ME from receiving the
adequate medical care and the disability benefits they so desperately need – and
deserve. Why is this happening?
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It is abundantly clear that ME/CFS patients are not good for insurance companies’
bottom lines. The insurance industry continually asserts that millions of people
with objective lab reports, functional test results and other markers are all making
this up!
Health insurance companies won't cover us. The majority of US physicians cannot
and will not diagnose or treat people with ME. In fact, many people with ME get
coded under our co-morbid conditions with, if we’re lucky, ME/CFS as an
afterthought. Physicians cannot properly treat us if insurance companies dictate
that our disease does not exist.
The ICD-10 codes listed as "PAYABLE" as long as the patient record does not prove
another more definitive and possibly non-covered diagnosis.
It is IMPERATIVE that people working in our government agencies stop this
pernicious and longstanding malfeasance.
We need to come together and stop patient-blaming, stop hindering research
progress by under-funded grants and inadequate RFAs, and give this disease
credence so people with ME can be diagnosed, treated, and receive deserved
disability insurance benefits.
The insurance industry dictates patient care. With the continued slow pace of
progress and lack of support for people with ME, we will continue to have the
insurance industry further marginalizing a patient population who has been
subjected to decades of suffering.
The insurance industry is getting away with this because they are saying “Find out
the cause of ME or WE ARE NOT PAYING. In this litigious society in which we
exist... lawyers, insurance companies and mega-corporations have pushed
physicians and entire hospitals to protect themselves so ferociously that insurance
companies have snuck in the back door and stolen the floor plan.
How many more patients must needlessly suffer? How many more must die or
commit suicide because we are told "sorry you are on your own"?
Thank you for your time and consideration

Kristine Obotka
Submitted by Colleen Steckel, edited by MEGC
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Unrest
It's hard to believe that the #TimeforUnrest
campaign officially launched just three months ago!
You have mobilized like never before and the
outcomes so far have been extraordinary: 521
screenings in over 22 countries, 229 interviews
& reviews, 15% of the British Parliament and
tens of millions reached, and we're only just getting
started! Last week in Atlanta, we had a screening
organized in collaboration with the Centers for Disease Control, the first continuing
medical education event they've ever held in a movie theater. And yesterday, we
learned that Unrest is one of just fifteen films being considered for an
Oscar nomination for best documentary feature.
People around the world have been giving their all to help our message reach
mass audiences, mobilize patients and allies, educate medical professionals,
inspire scientists, and advocate to policymakers. Together, we are building a
movement to create a world where ME gets the recognition and resources it
deserves.
This is just the beginning. In 2017, the focus was our festival run, theatrical
launch, and publicity. In 2018, we will deepen and scale our outreach in medicine,
science and policy, and build bridges to other disease communities to achieve our
campaign goals. This starts with mobilizing our communities around the January
8th PBS broadcast and using the film as a tool for major, global mobilization on
May 12th. To learn more about our 2018 plans and goals, read our report:
http://bit.ly/2yhyt27.
We could never achieve this kind of impact without your support. It takes a large,
global team to make all of this possible. Continuing our campaign through 2018
won't be possible without your help. Please consider making a year-end donation
today! (http://bit.ly/2nQUbKp)
As of today, you can rent or buy Unrest:
http://bit.ly/2z5RFjG
Unrest is still playing in select theaters
and community screenings around
the world! Visit the "Watch" page for
complete information on screenings
and events!
https://www.unrest.film/watch

Jen
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Increase Funding For ME/CFS So
We Can Find A Cure

Hey yall,
I know it’s been a super long time. I wanted to remind everyone this petition is
still live and kickin, I on the other hand have been less so.
http://bit.ly/2p2Ayzw
Moreso I wanted to say Happy Holidays, thank you to all who’ve helped, and take
a shot at reaching out to the NIH by making this video, which is all I feel capable
of doing right now: https://youtu.be/wUPXtS29RTg
I will write more when I’m able. Party on y’all.
Happy holidays, Health and Happiness,

Mary, Monty & Co
December 20, 2017
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In Memoriam: Cheryl Schaverein
Cheryl Schaverein (1953-2017), 64, got a taxi
from her home in Swansea to the aqueduct at
Froncysyllte in Wrexham. An inquest in Ruthin
heard she had made the same journey the previous
week which was also by taxi.
After arriving at the world-famous beauty spot
they had a short ride on the canal. The former
midwife then walked across the aqueduct alongside
the canal and asked the taxi driver to carry her
bag. He walked a short distance away and a few
minutes later when a crowd gathered he realised
what had happened. Mrs Schaverein, from
Sketty, was found lying beneath the aqueduct,
having fallen around 30 metres. Although police
officers applied CPR, paramedics confirmed she
had died at the scene. She had suffered multiple
crush injuries.
The taxi driver told police that she had told him she had few friends and discussed
her marriage and religious beliefs with him, but she gave no hint that she intended
to harm herself. The coroner also read a statement from her brother Anthony
Goodwin in which he said she suffered from ME and various other conditions.
Their father and another sister had committed suicide and Mrs Schaverein was
going through divorce proceedings. The inquest was told that in October last year
she had taken an overdose and had become increasingly reclusive, refusing to
allow anyone to see her.
Recording a conclusion of suicide, Mr. Gittins said that in view of her health
problems and previous incidents of self-harm it was clear that she intended to kill
herself. “But whether it was planned, or a decision made at the time it is
impossible to know,” he said.

Source: Wales on Line http://bit.ly/2Bn278Z
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In
Memoriam:
Henderson

Lara

Dawn

Lara Henderson (°25 Oct 1974), 43 of
Chattanooga passed away Thursday, November
2, 2017.
A light that went out too early will be truly missed
and loved always.
Survivors include her husband, Jay Henderson;
son, Alex Henderson; parents, Michael and
Frances George; brother, Brent (Beca)
George
and
their
children,
Anastasia,
Zavannah, Alexis, and Samantha; grandfather, Wallace Prewitt; father and
mother in law, Carl and Paula Henderson; brothers in law Bryan (Beth)
Henderson and their daughter, Nyssa; and Jeff (Joan) Henderson and their
daughters, Megan and Chloe.

http://www.heritagechattanooga.com/tributes/Lara-Henderson
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In Memoriam:
Shapiro

Ragen

Tamra

November 12, 1973 - November 22, 2017
http://bit.ly/2DgBT99
Morah
Ragen
Shapiro
passed
away
unexpectedly. With shock and pain, we mourn her
tragic passing together with those who loved her
most; her dear husband Harry, her two young
children, her mother Sandi Roth, and her brother
Chaim Roth.
The daughter of Torah Academy's founder, Mr.
Robert Roth, Morah Ragen lovingly educated our children for many years. Since
its formation, she played a key role in the success of her father's vision of ensuring
our Jewish future. Around the community, she always offered a warm smile to
those she met, regardless of her current situation.
She was a dedicated mother, always putting her children first and focusing on
their wellbeing. She'll be dearly missed by her friends, family and community.
Funds are needed to cover the funeral costs and to help the family in general with
expenses. All donations will go directly to the family.

A fund has been started to support her children:
https://www.youcaring.com/harryshapiroandtheshapirochildren-1020237
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In Memoriam:
Bettor

Gina

Giarrusso

A strong warrior and a wonderful friend died on
December 2, 2017
In the words of a fb-friend:
"This is in memory of our sweet, kind and loving
friend Gina Giarrusso Bettor, who died after
long battles with ME, pancreatic cancer, and
heart disease.
She had tremendous perseverance and she
WON by pursuing the surgeries to rid the cancer
that gave her almost two more years of life, and
more time with her son that she cherished.
She had warmth and concern for others in the face of her own frightening health
problems. Gina posted that she had suffered a heart attack recently following her
latest surgery.
On Thanksgiving she posted that she was grateful for each day she was given.
She never gave up. It is difficult to believe that she is no longer with us.
My heartfelt condolences go out to her family, close friends and many other friends
who got to know her."

Thanks to Wendy Boutilier
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7. Karina Hansen, Save4Children
Help Karina Hansen – donate to Save4Children
Help Karina Hansen – donate to
Save4Children
https://let-me.be/page.php?11
The charity Save4Children has been
created by the editors of the ME Global
Chronicle (https://www.let-me.be) and
helps parents whose children have
been forced into psychiatric wards by
authorities, to try and set them free by
legal procedures.
After the release in 2015 of the German girl who came to be known as Joanna,
it was decided to focus the fund entirely on Karina Hansen, who was kept
hostage of the Danish psychiatric system since February 2013. She returned home
in October 2016 (https://let-me.be/request.php?36 )
However, there is persisting peril she will not be able to stay home due to pressure
of authorities, clinicians, the institution she left voluntarily and the guardian the
state of Denmark forced upon her in 2013. Hence a most proficient lawyer has
been contracted to try and get her into safer waters.
As this will involve a considerable amount on
fees, please continue to donate as generously as
you did this period, which has been
overwhelming indeed. After Valerie Eliot
Smith’s
blog
on
Karina’s
release
http://bit.ly/2h9dc2U and her update and appeal
in her latest blog on Karina of 2nd December: http://bit.ly/2gajXQX
The donations to this fund are exclusively for use in paying the legal expenses
incurred by Karina's family as a result of her treatment by the state over recent
years.
In case you experience any problems with your payment, please contact us at
donate@let-me.be and provide us with as much as possible information: country,
url, date time, error, used payment method, etc.

Since last issue, 375,08€ was donated.

36 Back to Table Of Contents

Karina Hansen,
Situation

The

Current

Karina had a bad time ever since due to the rapid
withdrawal of Olanzapin, and unfortunately, she had to
reset her dose, but now she is better again. She has
recovered a little after a short-lived downturn after drug
withdrawal.
She passes her days with everyday tasks like shopping,
cooking, home cats, televison and small walks with the
parents and Karina comes out a couple of times every
day on short trips.
Right now, we try to find a doctor for her in the local area. It's hard, because the
guard has her Easy Id, (legitimacy online) and you need to get a new doctor. We
ask the municipality if they want to help Karina get a doctor whom everyone else
is entitled to, not only people with a guardian, because the guard must be asked
first. Everything is difficult in this case.
Psychiatrist Mogens Undén is still following her, but Karina hasn’t been well
enough for some time to come to Copenhagen.
The lawsuit about the guard has not come about yet and we have not had a date.
The lawyer has requested a date but has not received any response as far as I
know.

Submitted by Bente Stenfalk
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8. Science
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Vagus Nerve
Interview with neuroscientist Michael VanElzakker:
Vagus Nerve, ME/CFS, latent infection and more
Michael VanElzakker Phd, is a neuroscientist affiliated
at Massachusetts General Hospital, Harvard Medical
School, and Tufts University. He has two primary
research interests: PostTraumatic Stress Disorder, or
PTSD, and Myalgic encephalomyelitis/Chronic Fatigue
Syndrome (ME/CFS). He recently published a paper
(http://bit.ly/2C6abL4) describing a novel hypothesis for
ME/CFS that centers on infection of the Vagus Nerve
(http://bit.ly/1PFSxAb).
This interview was transcribed from written notes and not an audio recording and
has been shortened considerably by the editors
Q: what made you willing to research ME/CFS?
Mike: I have a friend with serious ME/CFS. I was a late user of the internet but
when I got on Facebook I reconnected with people I hadn’t talked to for years. I
messaged a high school friend of mine, “What have you been up to?” It turned
out she had been forced to drop out of law school because of ME/CFS. She was
sick as hell. And before having to drop out she was so talented that she was set
to graduate early. She’s an engaging person and I could feel her frustration about
being sick. Also anger at dealing with being told she had the “yuppie flu” and other
misconceptions. This is a bright, motivated person and I could see her devastated
by the illness.
Q: Could you explain the ME/CFS hypothesis you’ve published? It centers on
infection of the Vagus Nerve…
Mike: Sure. So when an otherwise healthy person gets sick with pretty much
anything, many of the symptoms they experience will be similar no matter what
specifically is making them sick. For example, people with both Strep and the flu
feel extra tired, achey, and have problems with lack of concentration, loss of
appetite, reduced sex drive, etc.
This is true despite the fact that the flu is a virus and Strep is a bacterial infection.
These similar symptoms occur as part of the body’s general “sickness response”:
a response driven by the innate immune system (the more ancient branch of the
immune system that first recognizes and combats infection).
These “sickness response” symptoms overlap with important primary symptoms
of diseases like ME/CFS. This suggests that a sustained and exaggerated,
“sickness response” may be a core component of ME/CFS. How might this come
to pass? When the innate immune system detects pathogens (microbes causing
disease), it generates cytokines (signaling proteins) in an effort to target and draw
attention to the infection.
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These cytokines are created locally at the site of infection (they don’t always make
it into the general bloodstream). Still, the brain is able to perceive and respond to
this cytokine activation. So how does this work?
Cytokines are relatively large lipophobic polypeptide molecules, so they don’t
easily cross the blood/brain barrier. Instead the brain senses changes in cytokine
activation via a nerve that conducts signals from the body to the brain, the Vagus
Nerve. The Vagus Nerve is an extremely important conduit between the nervous
system and the immune system (especially because it densely innervates parts of
body in contact with outside world like the lungs and stomach).
A number of key pathogens such as the herpes viruses and the bacterial species
Borrelia burgdorferi (Lyme disease) particularly like infecting nerve tissue (they
are neurotropic). The hypothesis I put forward in my paper posits that, in ME/CFS,
a number of different possible pathogen(s) may directly infect the Vagus Nerve.
Resulting cytokine signals relayed to the brain then cause a sharp rise in “sickness
response” symptoms. Because the signaling is directly on this sensitive nerve, the
brain “overreacts” to these signals and sort of perceives that the entire body (and
not just the Vagus Nerve) is infected with pathogens.
If this is the case, these “sickness response” symptoms will be exaggerated. In
addition, the signaling may not stop correctly, and could induce a snowball effect
“feed forward” loop that sustains chronic symptoms. This would be similar to the
way a war veteran might still sense pain in an amputated toe (inflammation has
triggered a cascade reaction that can sustain itself).
If I were to update the hypothesis today, I would clarify that the Vagus Nerve also
plays a large role in relaying information about the human microbiome to the
brain, and adapts signaling based on microbiome composition/activity. I would
also add rat/mouse studies showing that a pathogen doesn’t have to be fully
“active” for nerve and glial tissue to sense its presence. Many viruses persist in
latent, chronic forms that aren’t detected well on blood tests but could still be
contributing to symptoms.
Q: In your paper you mention possible treatment options that fit your hypothesis.
How has that been received?
Mike: I wanted to be careful talking about treatments because I know that
desperate patients sometimes run out and try new things based on very scant
evidence. I mentioned antivirals and I have seen some people improve by taking
them. But treatment is probably going to require critical thinking and a
personalized approach. I don’t think there will ever be an ME/CFS pill – instead
we’ll have to think about mechanisms and what’s going on with individual patients.
Looking at a patient’s history is important (for example one patient might have
had bad chicken pox as a teen, another Mono, another may have gotten sick after
traveling). It will probably have to be systems that we target.
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That can make clinical trials super
messy, with some treatments hard to
test in a standard randomized
placebo controlled trial in which all
patients receive the same exact
intervention.
We
may
also
need
separate
treatment
interventions
(or
treatment cocktails): treatments that
attempt to get rid of possible
infectious agents and others that
could help patients manage the
putative excess inflammation itself.
When it comes to therapies that
target
the
Vagus
Nerve,
Transcutaneous
Vagal
Nerve
Stimulation is promising.
The treatment targets the branch of
the Vagus Nerve that comes close to
the outer ear and allows action
potentials to be sent down the nerve.
This stimulates the normal antiinflammatory reflex of the Vagus. I
know a handful of ME/CFS patients
who’ve been playing around with this Vagal stimulation. Some have felt better,
some have noticed no effect, and others have suffered from side effects. So there’s
a spectrum of responses but it’s one arrow in the quiver to think about.

By Amy Proal
December 7th, 2017
Source: http://bit.ly/2AZJASJ

41 Back to Table Of Contents

Small-World Network Analysis Of
Cortical Connectivity In Chronic
Fatigue
Syndrome
Using
Quantitative EEG
Mark A. Zinn, Marcie L. Zinn, and Leonard A. Jason
Abstract
The aim of this study was to explore the relationship between complex brain
networks in people with Chronic Fatigue Syndrome (CFS) and neurocognitive
impairment.
Quantitative EEG (qEEG) recordings were taken from 14 people with CFS and 15
healthy controls (HCs) during an eye-closed resting condition.
Exact low resolution electromagnetic tomography (eLORETA) was used to
estimate cortical sources and perform a functional connectivity analysis. The graph
theory approach was used to characterize network representations for each
participant and derive the “small-worldness” index, a measure of the overall
homeostatic balance between local and long-distance connectedness.
Results showed that small-worldness for the delta band was significantly lower for
patients with CFS compared to HCs.
In addition, delta small-worldness was negatively associated with neurocognitive
impairment scores on the DePaul Symptom Questionnaire (DSQ).
Finally, delta small-worldness indicated a greater risk of complex brain network
inefficiency for the CFS group.
These results suggest that CFS pathology may be functionally disruptive to smallworld networks. In turn, small-world characteristics might serve as a
neurophysiological indicator for confirming a biological basis of cognitive
symptoms, treatment outcome, and neurophysiological status of people with CFS.

Source: http://www.neuroregulation.org/article/view/17838
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2018 Colloqium Conference
Plans and preparations are underway for our thirteenth year of arranging a public
international ME conference in
London.
#IIMEC13
is
the
13th
International ME Conference
and takes place in a week
where Invest in ME Research
also hold the international
research colloquium.
The dates for the #BRMEC8
Biomedical Research into ME
Research Colloquium 8 are
30th - 31st May 2018.
The date for the IIMEC13 13th Invest in ME Research International ME Conference
conference is 1st June 2018.
For both events we will be holding an evening dinner which will allow a unique
opportunity for researchers to interact (#BRMEC8) and for researchers, clinicians
and patient group representatives to sit together (#IIMEC13).
Registration for the public #IIMEC13 conference is here - http://bit.ly/2AY25Vg
Registration for the #BRMEC8 closed researchers colloquium is by invitation only
from Invest in ME Research so researchers may contact us directly.

Thinking the Future - New Conference Event
The Colloquiums have been a success and many good collaborations and new
ideas have been generated.
Now in its eighth year we want to introduce another level to the conference week
events.
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So IiMER will, in 2018, be creating the Young / Early Researchers’ Colloquium –
Thinking the Future.
We will hope to interest new or potential researchers into the field of biomedical
research into ME - as well as young researchers. We will aim to bring new thinking
and new ideas and questions.
As we develop this idea then we foresee that questions or queries or ideas or
anything else produced from the young researchers would be input to a session
in the Colloquium on the next day.
The student group could attend the Colloquium also.
This will be an international event in keeping with the emphasis we have placed
on international cooperation for the last 10 years.
Read More: http://bit.ly/2kux8jU

Source: Invest in ME Research Newsletter November 2017
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Derya Unutmaz’s Big Findings
Unutmaz, about five years ago got a shout out from
Suzanne Vernon (then at the SMCI). She sent him just
20 ME/CFS samples and the rest, as they say, is history.
Unutmaz parlayed his initial findings into a nice, big
ROI NIH grant that’s going to fund one of the biggest
immunological studies (over 200 patients) ever. Plus,
Unutmaz, working out of a major lab, is going to be
running one of the three NIH ME/CFS Research Centers.
What’s not to like about that?
In response to a great question during the Q&A period, Unutmaz revealed that
the most provocative findings found were in the T-cells, and that the findings have
proved to be highly reproducible – something we’ve rarely seen outside of NK cells
(cousins, it should be pointed out, to T-cells) – in the immune field in ME/CFS.
With the role they play in the humoral branch of the immune system – T-cells are
master regulators – any type of T-cell finding could be highly significant. Throw in
the preliminary T-cell findings by Mark Davis of Stanford and the energy issues
Maureen Hanson is finding in them, and all of the sudden T-cells are becoming
a hot topic in ME/CFS.
For those who don’t remember, Mark Davis has found some antigens – immune
triggers – that ME/CFS patients appear to be responding to. Another T-cell
specialist, Davis reported that T-cells “go clonal”; i.e. start producing replicas of
themselves in vast numbers when they meet up with an antigen – a protein nipped
off a pathogen or toxin by an immune presenting cell.
The T-cells produced during this process are like honing missiles – they’re
designed for one purpose and one purpose only – to search out and destroy
anything that presents with that antigenic signature. High numbers of clonally
produced T-cells are a sure sign of significant immune activation.
Davis recently found high rates of cytotoxic T-cell clonal expansion in ME/CFS. If
his findings hold up, those T-cells should definitively indicate that either an
autoimmune process or some sort of foreign antigen (i.e. an infection or toxin) is
setting those T-cells in ME/CFS on edge. The most intriguing part, though, is
Davis’ ability to search back and determine what’s triggering those T-cells.
Because T-cells have hardly been explored in ME/CFS, they’re kind of unknown
territory: who knows what surprises might be lurking in them.
Gut Connection It turns out that the problematic T-cells Unutmaz is finding
regulate gut functioning. Either something in the guts of ME/CFS patients is
messing with the regulatory T-cells or the gut T-cells are simply sitting down on
their job. Either way, Unutmaz’ findings appear to put an enhanced focus on the
gut in ME/CFS.
45 Back to Table Of Contents

The gut is a terribly complex place, but with more and more research focusing on
it and new methods being developed to understand it, a central problem in the
gut might not be a bad thing at all to find in ME/CFS. Unutmaz echoed that hope
when he stated that much is known about the cells he’s finding problems in and
many treatments are under development to deal with them. That’s very good
news for a disease that’s seemed particularly good at featuring issues with cells
about which not much is known.
Unutmaz said he’ll be following up his T-cell study with a deep and rigorous probe
of the gut bacteria in ME/CFS. He won’t just determine which bacteria are there –
he’ll actually stress ME/CFS patients to see how their gut bacteria react. His
studies will generate a lot of data; the challenge with them, as with all “omics”
studies, will be to separate the wheat from the chaff.
To deal with that, he’ll be using a topological networks approach developed by
Peter Robinson, a rare disease specialist. Robinson developed something called
the Human Phenotype Ontology (HPO), which Jackson Labs states has become an
international computational standard for studying human disease. Unutmaz
stated that he also wanted to use the central data center embedded in the NIH’s
ME/CFS research centers project to include data from the research centers in his
project.
Unutmaz is also working with Precisely to develop an app to collect clinical data
worldwide on ME/CFS patients. We’ve heard of projects like this before, but this
may be the first one that has the funding to come to fruition.
Taken from Chronic Fatigue Syndrome (ME/CFS) Researcher and Patients Shine
During NIH Call,

Cort Johnson
http://bit.ly/2C3uqJM
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Rituximab Study
Detect Effect

-

Unable

To

The conclusion is clear: It is not possible to demonstrate the effect of Rituximab
on the selection of patients who participated in the multi-center study, called
RituxME. This was announced by Olav Mella at this week's ME/CFS research
conference in Oslo. The scientific article itself will probably be published at the
start of 2018.
The researchers do want to continue
This does not mean that the Haukeland-team has lost interest in continuing this
research if they are given the opportunity to finance. Phase 2 of CycloME, a partial
study in which patients have been treated with cyclophosphamide, shows
promising results.
Cyclophosphamide appears to act "broader" than Rituximab, and is also an
immunomodulatory drug. If they find a way to separate the patients in the group
through biological markers, they will consider testing Rituximab on a smaller
subgroup. Mella emphasizes that they do not recommend patients to either try
out Rituximab or cyclophosphamide through private actors, as they have always
pointed out.
Nill-study, hypotheses on "why" and puzzles
What causes researchers to get a zero study, i.e. there is no difference between
the placebo group and the group who received medicine, is uncertain. Before there
are biological markers, we do not know which patients are in the diagnostic group.
There might be subgroups within the Canadian criteria. However, the criteria are
useful as a tool to compare results from the different studies.
It may also be that there are differences between the patients who were taken to
the first stages and to the third. Selection in the various phases may be
unconsciously skewed for some reason. It may be less likely. Rituximab may not
work at all on ME patients diagnosed via the Canadian criteria.
It may also be that only a small number of patients, a subgroup responds
positively to Rituximab, and that these are so few that they "drown" when the
studies grow. On the other hand, even bigger studies should prevent noise and
provide safer findings.
Finally, it is also possible that no single study can give the final answer. We'll
never be finished, but as we find more findings we can be safer and more secure.
Think of the "truth" as a jigsaw puzzle. There are many pieces that have to be in
place to see the whole picture.
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Background of RituxME
Those who do not know about it, look at the background of this study. It’s a socalled 3rd phase study. The researchers first completed a 1st phase pilot study.
In the 2nd phase, they performed a randomized, controlled study (RCT) in 30
patients. In the 3rd phase, called RituxME, 152 patients participated in an RCT,
multi-center study involving the collaboration of 5 hospitals.
The studies are stringent and the protocol correctly implemented by constantly
increasing the scope and complexity through different phases. The Norwegian
Research Council approved the study and found its design good and strong, but
when the application from the researchers for a 3rd phase study first was
submitted it initially did not want to allocate funds to this ME research.
Important biobank
The researchers wisely created a biobank that other researchers can use in their
research. The material is derived from 6 different studies, with 311 patients
diagnosed with cancer and 255 healthy persons. The material is well categorized
and the researchers collected a lot of data from the patients. This makes the
biobank very attractive. So far, two studies have been published thanks to this
biobank.
The first published article includes findings indicating that a crucial enzyme,
Pyruvat Dehydrogenase (PDH), is downregulated and causes an accumulation of
lactic acid instead of energy. PDH is a very central enzyme in the regulation of
energy balance.
The second published article shows that cytokines in patients with ME diagnosed
via the Canadian criteria are reflecting the severity of the disease. In addition, in
conjunction with RituxME, there is a multi-center study in which Katarina Lien
looks at the interesting development of lactic acid in patients after repeated
ergospirometry, another study that looks at the endothelial function of patients
and a third which looks at gastrointestinal problems in ME patients .
Research is alive, at its best and at full speed
By 2015, the renowned Institute of Medicine (IoM) presented its report after
reviewing a large number of studies. IoM emphasized, in turn, that patients were
largely both misunderstood and misrepresented and that ME is a medical - not a
psychiatric or psychological disease.
There are a number of research articles that show findings in ME patients
diagnosed with different criteria. Attending the research conference in Oslo this
week, my impression is that researchers have really been and are interested in
the field. There is a tremendous expectation about an almost "open field" where
there is so much to research.
Research covers everything from patients’ and relatives' experiences with health
services, rehabilitation, genetic studies, studies on energy metabolism, biological
markers, immunological factors and fecal transplantation. It will hardly surprise
anyone that the patient group we have diagnosed with Canadian criteria today will
prove to be different subgroups and thus will need different types of medical
treatment.
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It takes a long time to move mountains and it requires focus, and researchers are
much willing to share data and are open to the results they find, while being able
to reflect on the results and build further on them.
The positive side is increasing research
Obviously, it is terribly sad that at the moment there is no treatment that can help
all the millions of ME-patients around the world. Until now no clinical treatment
studies nor Rituximab, cognitive therapy or clonidine in larger studies have been
able to show an effect on the disease in the sense participants becomes healthy
or much better.
Many will be disappointed and despaired now. I do share that feeling. That’s why
it’s so important to lift your eyes; this study and the work around it was important
no matter the outcomes of the clinical trial. The study led to the creation of a
biobank, so that many are able to do further research. So far this led to 2 positive
studies I already mentioned.
More studies are to come. Not in the least the activities around the Rituximab
studies have created major research groups around the world getting interested
in the field. Researching has become most international and has never been more
intense. Often, I hear patients say that how they are being approached by health
service workers is somewhat different today than a few years back. The
community as a whole has finally begun to gain attention and dedication, although
adequate funding of studies are still lacking.
So – Don’t dismiss hope! Take care of each other. Live life the best, here, and
now. Support the research in the field. The researchers will continue researching.
We WILL find answers.
Maria Gjerpe
(ME&You)
Source: http://bit.ly/2B14fCb
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Physiological
Measures
In
Participants
With
Chronic
Fatigue
Syndrome,
Multiple
Sclerosis And Healthy Controls
Following Repeated Exercise: A
Pilot Study
Hodges LD, Nielsen T, Baken D.
Abstract
Purpose:
To compare physiological responses of chronic fatigue syndrome (CFS/ME),
multiple sclerosis (MS) and healthy controls (HC) following a 24-h repeated
exercise test.
Methods:
Ten CFS, seven MS and 17 age- and gender-matched healthy controls (10, CFS
HC; and seven, MS HC) were recruited. Each participant completed a maximal
incremental cycle exercise test on day 1 and again 24 h later. Heart rate (HR),
blood pressure (BP), rating of perceived exertion (RPE), oxygen consumption
(V˙O2), carbon dioxide production and workload (WL) were recorded. Data
analysis investigated these responses at anaerobic threshold (AT) and peak work
rate (PWR).
Results:
On day 2, both CFS and MS had significantly reduced max workload compared to
HC. On day 2, significant differences were apparent in WL between CFS and CFS
HC (93 ± 37 W, 132 ± 42 W, P<0·042). CFS workload decreased on day 2,
alongside a decrease in HR but with an increase in V˙O2 (ml kg min-1 ). This
was in comparison with an increase in WL, HR and V˙O2 for CFS HC. MS
demonstrated a decreased WL compared to MS HC on both days of the study (D1
81 ± 30 W, 116 ±30 W; D2 84 ± 29 W, 118 ± 36 W); however, patients with MS
were able to achieve a higher WL on day 2 alongside MS HC.
Conclusion:
These results suggest that exercise exhibits a different physiological response in
MS and CFS/ME, demonstrating repeated cardiovascular exercise testing as a valid
measure for differentiating between fatigue conditions.

Source: PubMed http://bit.ly/2lYtceU
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Defining Autoimmune Aspects Of
(ME/CFS)
Introduction from the PhD research student and a study update
Hi Everyone,
I would like to introduce myself to you all. I am Katharine Seton, a 22-year-old
PhD student and I have just began the second year of my PhD. I originally came
from Cumbria and studied Biomedical Sciences at Newcastle University before
starting my PhD funded by Invest in ME Research.
I have always had a strong interest in the immune system and ME research. I
have a personal investment and interest in ME research, because in January 2009
I was diagnosed with ME, when I was just 13 years old.
It was both physically and emotionally challenging to make the transition from a
very active and musical child, regularly competing in basketball, swimming,
orienteering, hockey, netball and athletic events, to a child too ill to attend school
more then 9 hours a week.
Up until my ME diagnosis, I had always dreamt of being a stunt woman and having
a very active career. When I developed ME, I had to cut out sport, music and
socialising, which meant I became focussed on my education.
I realised after I managed to achieve 11 GCSE’s grades A* to A whilst attending
school on a part time basis that I am academically able, something I did not realise
prior to my ME diagnosis because I was always so focussed on sport.
It was only once I was at University, studying my undergraduate degree, that I
came to the realisation that I could contribute to the ME research field. In the
summer of my second year, I had a Wellcome Trust funded Vacation Studentship,
researching the heritability of ME with Professor Julia Newton at Newcastle
University.
I loved every minute of this placement, although it was computer based, and after
this valuable work experience I realised that I would love to contribute to
laboratory research into the cause of ME. I aspire to help find a cure for ME … so
watch this space!
The research that I am focussing on in my PhD is the immune system and its
interaction with gut microbes, specifically, whether there is an inappropriate
immune response triggered by bacteria that has leaked across the gut wall.
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There is current evidence of an inappropriate immune response and
gastrointestinal involvement in ME patients and I endeavour to find out whether
there is a link between the two, and if this link is blocked, would it lead to symptom
improvement. As ME patients experience a wide range of symptoms, and have
different onset patterns, it is a scientifically challenging area of research to study,
often yielding different results between different research groups.
The first year of my PhD was focussed on creating a plan for recruitment, sample
collection and sample analysis. This study has received ethical approval from the
Health Research Authority, and participant recruitment is underway.

Katharine Seton,
2 November 2017

Source: http://www.investinme.org/ce-blog-1710-01.shtml
It has been agreed that this study
will focus on the recruitment of
severe ME patients and their
household
controls,
recruited
through East Coast Community
Healthcare Centre and through Dr
Bansal at Epsom and St Helier
CFS Clinic.
As this is a longitudinal study,
blood and stool samples will be
collected on up to six occasions.
Now that we have received ethical
approval for this study, the second
year of my PhD will be focussed on
participant recruitment, sample
collection and processing, and
sample analysis, hopefully leading
to the generation of some
interesting, valuable, results.

Katharine Seton
Quadram Institute, Norwich
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IiMER Research Blog
Invest in ME Research have created a page (http://bit.ly/2AoVsu7) on their Centre
of Excellence website for blogs by researchers funded by the charity to describe
what they are doing, what experiences they have, what they think of research into
ME, what they hope to achieve – and allow more communication with patients and
the public.
IiMER hope this will help more people understand ME (Myalgic Encephalomyelitis)
and the possibilities and opportunities which are available and being created by a
strategy of biomedical research into the disease. You can comment on the
individual blogs if logged in via Disqus, Facebook, Twitter or Google.
Kindly kicking off the new Research Blog was Katharine Seton
(http://bit.ly/2AoVsu7), now in the second year of her PhD and based at Quadram
Institute, the hub of the Invest in ME Research Centre of Excellence for ME
(http://bit.ly/2BkUR0m).
Katharine describes her role in the research programme, the study she is
currently focussing on, and explains why she has a personal investment and
interest in ME research. Click here to read, comment, share: “Defining
autoimmune aspects of Myalgic Encephalomyelitis/Chronic Fatigue Syndrome
(ME/CFS)” (http://bit.ly/2AoVsu7).
Katharine was among the PhD students speaking about their work at the charity’s
12th international biomedical research conference in London in June. Their
presentations are on the IIMEC12 DVD available here: http://bit.ly/2kqIcOX.
Fane Mensah, currently doing his PhD at UCL, also presented at IIMEC12.
The Research Blog (http://bit.ly/2B0rFZN) includes articles by Fane that were
previously published by IiMER as newsletters, so if you missed these, or would
like to comment, they are ME/CFS – Through The Eyes of a Young Researcher
(http://bit.ly/2o1ind4) (first posted January 2015) and Research News from Fane
Mensah (http://bit.ly/2AZJAQx) (first posted February 2017).

Source: http://bit.ly/2nZDgoY
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Investigation Of Mast Cell TollLike Receptor 3
Investigation of mast cell toll-like receptor 3 in Chronic Fatigue Syndrome/Myalgic
Encephalomyelitis and Systemic Mastocytosis participants using the novel
application of autoMACS magnetic separation and flow cytometry.
Balinas C., Nguyen T., Johnston S., Smith P., Staines D., MarshallGradisnik S.
Abstract
Background:
Viral infections and hypersensitivities are commonly reported by Chronic Fatigue
Syndrome/Myalgic Encephalomyelitis (CFS/ME) patients. Mast Cells (MC) uniquely
mediate type 1 hypersensitivities and resolve viral infections via toll-like receptor
3 (TLR3).
Objective:
To characterise and compare mast cell progenitors (MCPs) in CFS/ME participants
with a known MC disorder, Systemic mastocytosis (SM), and secondly, to
investigate the role of MC TLR3 in CFS/ME participants following Polyinosinic:
polycytidylic acid (Poly I:C) stimulation.
Methods:
A total of 11 International Consensus Criteria defined CFS/ME participants (40.42
± 10.31), 9 World Health Organisation defined systemic mastocytosis (SM)
participants (47.00 ± 10.37) and 12 healthy controls (HC) (36.36 ± 9.88) were
included. Following autoMACS magnetic separation, CD117+/Lin-MCPs were
stimulated with Poly I:C for 24hr. MCP purity (CD117 and Lin2), maturity (CD34
and FcεRI), interaction receptors and ligands (CD154 and HLA-DR), and SMspecific (CD2 and CD25) markers were measured using flow cytometry.
Results:
There was a significant decrease in HLA-DR+/CD154- expression between CFS/ME
and SM groups pre and post Poly I:C stimulation. There were no significant
differences in maturity MCPs, CD154, and CD2/CD25 expression between groups
pre and post Poly I:C stimulation.
Conclusion:
This pilot investigation provides a novel methodology to characterise MCPs in a
rapid, inexpensive and less invasive fashion. We report a significant decrease in
HLA-DR+/CD154- expression between CFS/ME and SM participants, and an
observed increase in HLA-DR-/CD154+ expression post Poly I:C stimulation in
CFS/ME participants. Peripheral MCPs may be present in CFS/ME pathophysiology,
however further investigation is required to determine their immunological role.

Source: PubMed https://www.ncbi.nlm.nih.gov/pubmed/29223146
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OMF's Research
As 2017 comes to a close, we want to say thank you for your past support and
commitment to OMF's research to cure ME/CFS and related chronic complex
diseases. OMF relies solely on donations from people just like you...ordinary
people sharing a common vision and goal.
Amelie Hicks, her mother Candi Pastorek, and sister Mary Gelpi, all suffer
from ME/CFS. This disease has changed these women's lives and the lives of those
who love them. Candi, a healthy mother of four and an ER nurse, became sick
suddenly and was unable to recover. She was eventually diagnosed with ME/CFS
in the late 80's. Then Mary, the youngest of the four, a competitive gymnast,
became sick at age 9. She is 33 now, still sick, and mostly homebound.
Amelie was the warrior and stayed healthy until just a few short years ago when,
after the birth of her second child, she became ill with ME/CFS.
You might not know from their photo taken at an End ME/CFS Worldwide Tour and
screening of Unrest event that these women are sick, but they call this disease
invisible for many reasons. Each of them paid a price physically to make it to this
event, and they would suffer the consequences behind closed doors, as most
patients do. But they believe that some things are worth paying for, and just like
millions of others, the potential for a treatment and a cure outweighs the suffering.
As for Amelie, she has had to stop working in a thriving career that she loved,
and there are many days where she is too weak and sick to get out of bed. Even
simple tasks like cleaning, doing a load of laundry or playing with her two little
kids can often be too much for her to physically handle. Due to frequent migraine
headaches and brain fog, she's also limited in what she can do mentally. Amelie
has always been loved and admired for her bright spirit, sense of humor and
positive attitude - to see this disease come very close at times to zapping her
spark has been utterly heartbreaking for her family and friends. Amelie has
stepped up to become an OMF Ambassador helping to raise awareness and
fundraise for research.
It is for patients and families like Amelie's that we ask you to look at creative
ways that would allow you to increase your support of research. You can make a
significant impact on research to find a cure for millions of patients like Amelie
and her family. As we come to a close on 2017, please think of the patients you
know and those you don't know, and support OMF's research so Amelie and all
patients can play with their children and enjoy their lives.

55 Back to Table Of Contents

Recently we got to know the research of Dr. Mike Snyder, Chair of the Genetics
Department at Stanford University, whose team is part of the ME/CFS
Collaborative Research Center at Stanford that we are funding.
Dr. Snyder is a pioneer in the area of using a variety of technologies to monitor
the health of individuals over time, which he calls 'personal omics profiling.' His
research, which he describes in the video below, asks the question of what it
means to be healthy, and how we transition from health to disease. Also, how do
individuals vary in this transition, and in their responses to stressors like viruses?
What role do genetics play in this? These questions are especially important for a
disease like ME/CFS, where there is so much individual variation and viruses are
playing a role that we still do not understand.
Dr. Snyder himself was the first volunteer for this research. He has donated
samples over several years that have been used to generate billions of data points
as he went through more than 10 infections, including Lyme disease. His molecular
data correctly predicted that he would develop diabetes, which was triggered by
a viral infection. In addition to molecular profiles using genomics technologies, Dr.
Snyder also uses wearable devices in his research to monitor sleep, oxygen, heart
rate, and more. His team has expanded this research to individuals with diabetes
and many other diseases, now including ME/CFS.
Watch Dr. Snyder's video here: http://bit.ly/2ATfqye
Dr. Snyder's personal omics profiling approaches will be applied in one of the
projects we are funding at the ME/CFS Collaborative Research Center at Stanford.
Read more about the Center's plans and donate to support their work here:
https://www.omf.ngo/collaborative-research-center-stanford/

OMF Welcomed Jonas Bergquist, MD, PhD to its Scientific Advisory Board
OMF enthusiastically welcomed Dr. Jonas Bergquist to our Scientific Advisory
Board. Dr. Bergquist is a Full Chair Professor in Analytical Chemistry and
Neurochemistry in the Department of Chemistry at Uppsala University, Sweden,
Adjunct Professor in Pathology at the University of Utah School of Medicine, and
Distinguished Professor in Precision Medicine at Binzhou Medical University in
Yantai, China.
His group develops tools for screening and discovery of biomarkers of different
diseases.
Dr.
Bergquist
studies
numerous
conditions,
including
neurodegenerative disorders. His research into ME/CFS is focused on
characterizing the neuroimmunological aspects of the disease using proteomics
and metabolomics, with a special interest in cerebrospinal fluid studies and
autoantibodies.
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On 15 Nov 2017we shared highlights from this week's Stanford Genome
Technology Center research conference, an annual event where Ron Davis' team
assembles to share their results and discuss the future of their research. An entire
session was dedicated to ME/CFS research, with additional sessions on SGTC's
core work in synthetic biology, genomics approaches to disease, and diagnostic
technologies.
During the ME/CFS session, there were updates on the Severely IllPatient Study,
funded by OMF. Wenzhong Xiao showed that:
SF-36 scores are worse in ME/CFS than several major diseases and correlate
the least with depression and mental illnesses;
21 cytokines are different between ME/CFS patients and controls;
27 clinical tests are different between patients and controls, including low
morning cortisol in patients;
63 metabolites are different between patients and controls; and
ME/CFS bears strong similarities to systemic inflammatory response
syndrome.
This is a massive dataset that offers many additional opportunities for analysis.
Several ideas were discussed at the conference's breakout sessions, including how
to apply mathematical modeling, genetic analysis, comparing to other diseases,
and more. The full dataset is being opened up to the research community to
accelerate these efforts! Check out the full list of tests that were run in this study:
https://www.omf.ngo/phase-i-list-of-tests/
Laurel Crosby pointed out how far the ME/CFS research at SGTC has come
thanks to the support of OMF: from just one patient and no funding a few years
ago, to dozens of patients, numerous new datasets, a rich network of
collaborators, and funds for both personnel and experiments. The whole team is
so grateful for this support and the scientific possibilities it offers!
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Cara Tomas About Her Recent
Study On Cellular Bioenergetic
Deficiencies In ME/CFS
Cara Tomas is a PhD student working with Professor Julia Newton at the
Institute of Cellular Medicine (http://bit.ly/2AXSltq), and her research was
featured in the New Scientist (http://bit.ly/2D44TRA) last week, in an article which
received much acclaim from the ME/CFS patient community:
“For many years, arguments have raged over whether CFS — also known as
myalgic encephalomyelitis, or ME — has a physiological or psychological basis.”
“But the latest research comparing samples of peripheral blood mononuclear cells
(PBMCs) from 52 people with the condition and 35 without has reinforced the case
for a biological explanation.”
Cara has personal and ongoing experience of M.E. and was bedbound by the
disease. We asked if she would provide a summary explanation of her research so
that more people might be able to appreciate what it involved, and she kindly
obliged.

Cellular bioenergetics is impaired in chronic fatigue syndrome: A summary
“Mitochondria are the part within the cell tasked with energy production, because
of this they are often called the ‘powerhouse’ of the cell. They produce energy in
the form of a molecule called ATP, often referred to as the energy currency of the
cell. This is what powers all of the processes carried out by the cell.
“In our recent publication (http://bit.ly/2h8oWok) ‘Cellular bioenergetics is
impaired in chronic fatigue syndrome’ we used peripheral blood mononuclear cells
(PBMCs) taken from the blood of ME/CFS patients and healthy controls to
investigate energy production.”
“PBMCs are a group of cells that help make up the immune system which protects
the body against disease and foreign invaders. This research utilised a technique
known as ‘extracellular flux analysis’ to assess mitochondrial function. The
technique involves using probes to detect oxygen levels around the cells.”
“The output of the experiments showed the oxygen consumption rate (OCR) of
cells which represents the amount of oxygen that is being taken up by cells and
used in the production of ATP. We used inhibitors of different components of the
process to allow us to calculate different phases of energy production.”
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“Results from our experiments showed energy production to be consistently lower
in cells taken from ME/CFS patients compared to controls. Both the basal rate and
the maximal rate of energy production of the control cohort was shown to be
double that of the ME/CFS cohort.”
“These results show that both under normal conditions (basal respiration) and
when maximally stimulated, the ME/CFS cells are less able to produce energy to
meet the energetic requirements of the cell and fulfil cellular energy demands.”
“We also showed production of ATP via the glycolysis pathway, which is a minor
ATP production pathway, was not different in the PBMCs of ME/CFS patients when
compared to healthy controls. It is important to state that, while we showed clear
differences in the ability of ME/CFS PBMCs to produce energy, these results do not
establish whether differences in PBMC energy pathways are a cause or a
consequence of ME/CFS.”
“However, this data clearly implies that these cells may play a role in the disease
pathway, therefore, the use of PBMCs may present a new and valuable model for
the subsequent design of novel therapeutic approaches to the treatment of
ME/CFS.”
“Replication of these results from other research groups, as well as increasing the
sample sizes of the study presented in the manuscript, would aid in strengthening
the validity of the observations. Additionally, these abnormalities have only been
identified in one cell type, therefore, replication in other cell types, such as skeletal
muscle cells, will be sought to see if these abnormalities are confined only to the
PBMCs or are also present in other cells.”
“This research is a great step in the right direction in terms of identifying
physiological abnormalities in ME/CFS and directing the future of research in
ME/CFS, however, we still need more research into the mechanisms that underpin
ME/CFS.”

Cara Tomas.

Funding for this study came from the Medical Research Council, the ME
Association, ME Research UK, Action for M.E., and the Newcastle Molecular
Pathology Node (jointly sponsored by the Medical Research Council and the
Engineering and Physical Sciences Research Council).
Source: http://bit.ly/2kA0vRD

Submitted by Russel Fleming
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ME/CFS Collaborative Research
Center Update
Update from Ron Davis, PhD
We are happy to share a video research update (http://bit.ly/2Bbte6m) from Dr.
Ron Davis about the ME/CFS Collaborative Research Center at Stanford funded
by OMF!
This is the first of a 3-part series; the next two will feature Drs. Mike Snyder
(http://bit.ly/2BGyfFa) and Mark Davis (http://bit.ly/2z6Lj3M) of Stanford
University. They talk about the latest and most promising results from their teams,
why they are excited to be in the field, what they will do in 2018 with the funding
OMF has provided, and how all of this research could lead to new treatments for
ME/CFS! Stay tuned.
In this video, Ron Davis discusses the latest results in developing new diagnostic
technology for ME/CFS with the nanoneedle biosensor invented at the Stanford
Genome Technology Center.
He also talks about new findings from the Severely Ill Patients Big Data study. For
more details, watch the video on our website (http://bit.ly/2CKYzNS).

Update from Dr. Jonas Bergquist
What are the roles of hormones, proteins, and antibodies in ME/CFS?
To answer these questions, OMF is currently funding the research of Jonas
Bergquist, MD, PhD, a Professor at Uppsala University and a member of our
Scientific Advisory Board. Dr. Bergquist is measuring proteins in cerebrospinal
fluid and blood plasma from a small cohort of Swedish ME/CFS patients. Click here
(http://bit.ly/2Bo1wHH) to read the latest details and updates on Dr. Bergquist's
research.

Submitted by Marilyn Simon-Gersuk
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9. Severe ME
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Straight-Jacketed by Empty Air
The story behind “Straight-Jacketed by Empty Air”,
a new book by Greg Crowhurst
Earlier this year, my wife wrote this poem, it broke my heart :
Everything around me is impossible:
Impossible to connect with.
Impossible to think about.
Impossible to engage with.
Impossible to touch.
Impossible to change or rearrange.
I sit, staring, unable to move,
Unable to focus my eyes
Unable to move my toes or lift my fingers.
I cannot reach out and get the simplest thing,
No matter how close,
No matter how easy it should be.
I cannot pick up a cup or drink from it,
Despite I am thirsty
I cannot stand and go to the kitchen next door
To make a sandwich or eat some yogurt
If only those very simple, taken for granted, actions, were indeed possible.
I cannot even get the drugs I need from the cupboard without help.
My arms lay flat and lifeless,
My hands numb, swollen, hurting.
My back hurts unbearably, uncomfortably, unforgivably.
Yet I cannot even move a fraction of an inch
In order to alleviate the pressure on it, even for a little respite.
I cannot call out, for my jaw is clenched shut.
My lips are paralysed together.
I cannot ask for the help I need.
I could not swallow the water I long to drink, for it is still, unreasonably, out of
reach.
I could not eat the unrealistic sandwich, for I cannot chew or swallow.
I am getting cold now.
Yet the blanket, folded next to me
And near enough, in principle, to pick up and place over me,
Is impossibly silent in its inability to help me.
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I cannot grab it. I,
I cannot cajole it. I,
I cannot persuade it, through some miraculous trick of mind control
To mysteriously leap over my legs and warm my burning, ice filled bones.
No, I have to sit here, time ticking away, more and more, again and again,
The knowledge of the emptiness of the space around me,
Gnawing at my also empty mind,
Emptied of facts,
Emptied of figures,
Emptied of colour,
Emptied of memories,
Emptied of everything seemingly
Both insignificant and important.
And all I can do
Is sit here,
Waiting
And waiting
And hoping
And praying
And breathing shallowly,
Focussing on the blankness,
Straight-jacketed by empty air
That is almost suffocating
Of anything remotely resembling
Life
How would you feel if your beloved wrote such a poem?
How would it be for you, if you knew that for the last 25 years she has not been
able to access proper medical investigation and treatment all because a very
powerful school of psychiatry has made up a nonsense story about her disease,
Myalgic Encephalomyelitis and promoted it as truth?
How would you live with yourself if you did nothing to try and change things?
My wife’s disease is so huge, it is hard to know how to help. We are desperate for
proper biomedical service for the illness Myalgic Encephalomyelitis, not a
psychosocial fatigue service; that is irrelevant.
One line of that poem hit me around the head with such force that here I am with
a new book out, it is called:
“Straight-Jacketed by Empty Air : Psychiatry’s long and shameful involvement in
Myalgic Encephalomyelitis”
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This is how it starts :
"If I was to focus all my hurt, all my tears, all my despair, all the love poured out,
over 25 years of gross medical neglect, onto these words:
Psychiatry Out Of Me, Now !!!
they would be written a million miles high."
Like the Emperor’s New Clothes, we read as children, I wanted to write a book
that would help the world see the shocking nakedness of the psychiatric argument,
that ME is a form of hysteria and, you know, maybe just wonder how they were
ever taken in by it.
Even though the material is already well-documented, you have to dig deep to
find it; I have had 25 years to do that, so I set out to provide an accessible and I
hope, easy to read overview.
Not everyone, especially those new to the disease, knows the history. I have
received grateful feedback, since publishing the book, which confirms that.
With the triumph of patient power this year, over PACE and NICE, it feels that
change, at last is possible.
Knowledge is power; I hope the book is an inspiration.
Tragically, as I say in the book, even if
psychiatric involvement is seriously undermined
and recognised as inappropriate and as is
necessary, deposed from its seat of power and
control, and those responsible fully held to
account, the damage has already been done……it
will take years to undo and will still be too late
for too many.
The link below takes you to a Stonebird webpage
where you can access the book as a free PDF. It's quite a large file, so please be
patient !
http://stonebird.co.uk/emptyair/index.html

Greg Crowhurst
December 2017
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How To Be Homebound
How to Be Homebound
I have been homebound for many years, and for almost all of them I had no idea
that there were programs out there that could help. If you are housebound, or
bedridden, or have difficulty leaving your home, please take a look and see if there
is there is something out there for you. You do not need to be on disability to
apply for most of these programs.
Home Meals
Many areas have meals-on-wheels or similar programs that deliver meals to you.
These programs will often be free or low cost. Even if the program says it is for
Seniors, you should still call them. Sometimes they will deliver to younger people
with disabilities. Contact meals on wheels or your local area agency on aging to
see if there is a program in your area.
Finding the Best People to Live With
When you are homebound, the people in your house matter a LOT. Those are the
only people you see! Here’s How to Find Wonderful Housemates & Caregivers
(http://bit.ly/2B84oVU).
Home Modifications
Programs that help make changes to your home to make it more disability friendly.
Some are available to renters:
How to Get Home Modifications (http://bit.ly/2B8sQ9K).
Disability Accommodations
No matter what you are applying for, you can always get a disability
accommodation to submit your application or materials from home. If they can’t
Do not listen to anyone who tells you that you must go into the office. It is never
true. Sometimes you have to be a little persistent. Here’s some ideas for: How to
Have a Good, Helpful, Pleasant, Reasonably Successful Phone Call With a Social
Service Agency (http://bit.ly/2j3HW80).
Groceries
So many people wrote me with good ideas for grocery shopping, I had to create
a new page! How to Shop Without Standing Up (http://bit.ly/2B8yJUl).
Door-To-Door Transportation
If you are able to leave your house a little, but cannot manage public
transportation, most cities, and some rural areas, have para-transit programs that
will take you anywhere. Many will go anywhere in your city, and sometimes they
will travel to other areas. These programs are free or low-cost. In some areas,
these programs are difficult to qualify for and in other areas they are very easy to
get into. Contact the public transportation agency in your area. How Roselyn Got
Approved for Paratransit by Using the Magic Words (http://bit.ly/2AMLvLd).
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Rides to Doctors (Medicaid)
Medicaid may be able to provide free transportation to all your doctor’s
appointments. Contact your Medicaid provider for more details. In some areas,
you will need to apply for this and it may be more difficult to get. In other areas,
you do not need to apply and if you are on Medicaid, you can get this
automatically.
Online Connection
It’s hard for homebound people to meet other homebound people! There are
several great Facebook groups: Here is a long list of Great Facebook Groups
(http://bit.ly/2zdHOvy) for Myalgic Encephalomyelitis, Chronic Fatigue Syndrome,
Lyme, Mast Cell, MCS, natural healing, and many other areas.
If you are interested in connected with other advocates with Myalgic
Encephalomyelitis and Chronic Fatigue Syndrome, there are many ways to get
involved from home: How to be Part of the #MEAction (http://bit.ly/2AMWzYF)
Local Resources
Many areas have local organizations and groups that assist people in need. Your
local area agency on aging can be a great resource (call here even if you are
young). Also try contacting your Aging and Disability Resource Center (in some
areas this is the same as the area agency on aging). You can also try contacting
Centers for Independent Living (http://bit.ly/11CJWsE) in your area, or directly
reaching out to senior centers, religious groups, and local charity groups.
Tips from the Pros
Tips from readers on how to make life easier at home:
How to Get the World to Come to You (http://bit.ly/2AMgeIp)

Source: http://bit.ly/2AP2qww
Slightly abbreviated by the editors
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The Festive Season
Very severe/severe ME and the festive season.
(I'm sorry it's so long. If you struggle to read just read from
the line of dashes)
Right now I’m a little sad as Xmas approaches and realising yet another year when
I can't tolerate anyone but dad in my room has past. Carers still hard. And my
lovely aunt's I have to refuse- still - and can't do phone calls with them or my
housebound gran. Who i refused when she was able to visit and now its too late.
I do not have any friends that I've seen in 5 years. Haven't chatted on the
phone/Skype to a friend in maybe 3 ½
I don't have the energy to explain what goes on with my symptoms with visits but
it's unbearable. I daily refuse necessary care because it's torture to have someone
near. For some Neuro/psychological reason I can't explain dad(in small controlled
doses). He often/sometimes helps me feel calmer/ nervous system less on high
alert. Like my cat. It doesn't work with other people.
They need to be so familiar that I'm totally relaxed. Or my symptoms go nuts.
And I haven't been well enough in years to spend enough time with anyone else
so that's true. And it's totally beyond my control. The same is true for phone or
text. If I subconsciously feel on any level I need to communicate clearly, the
cognitive effort makes me crash/mute
I'm sure this is true for other severe/very severe people.
But it's makes me feel so guilty and sad and so hard to explain when you'll allow
one person frequently and another once a year. How do you properly convey
there's genuine affection? How do you stay in someone's life and have them in
yours when a text a month is what you can handle?

I think the loss of company/diminished relationships is something that never feels
ok. Sometimes it's a quite grief. At times like Christmas, when everyone is focused
on special times with loved ones, it's loud. It's hard (even for atheists like me). I
spent an hour typing this. I Hope this helps others in the same situation feel less
guilt. Less lonely.
Because it's not our fault. We are loving and we are loved and we can hope for
better times. Sending all my love and support to other people with ME and know
how ever infrequently we can communicate I feel your love and support and it
keeps me going xxxx

Ruth Braham
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I Weep…
I weep at the terrible injustices done
to people like me, who are so
fundamentally
physically
ill
but
misrepresented,
misinterpreted,
denied fundamental equal rights to
medical
respect
and
adequate
appropriate health treatment.
We are left alone without the help we
need to understand what is going on in
our bodies, without the support we
need, without the suitable aids and
equipment, without the truth of our
disease being adequately represented.
When you discover the truth of what charades as ME diagnosis and treatment in
the UK, you would weep too.
From the new book: "Straight-Jacketed By Empty Air, Psychiatry's long and
shameful involvement in Myalgic Encephalomyelitis"

http://stonebird.co.uk/emptyair/index.html
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10. ME And Children
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Trial By Error: The
Chronicles, Resumed

Crawley

So,
let’s
talk
about
Professor
Esther
Crawley’s
SMILE
trial
(http://bit.ly/2yeWQ14), published in September by the journal Archives of
Disease in Childhood, one of the BMJ Publishing Group’s titles. The study reported
that
a
commercial
intervention
called
the
Lightning
Process
(http://bit.ly/2AZOSL1) was an effective treatment for children with CFS/ME when
offered along with what was called “specialist medical care.”
SMILE was an open-label trial relying on subjective responses, a study design
notoriously vulnerable to bias. In this case, self-reported physical function was the
primary outcome, just as it was one of two primary outcomes in PACE. (The full
name of the trial is: “Clinical and cost-effectiveness of the Lightning Process in
addition to specialist medical care for paediatric chronic fatigue syndrome:
randomised controlled trial.”)
The Lightning Process, which calls itself a “training programme,” is a goulash of
osteopathy, life coaching, and neurolinguistic programming. Much of it consists of
lessons and exercises involving positive affirmations; as with the form of cognitive
behavior therapy used to treat ME/CFS, participants are told that they can
overcome their illness by changing their thought patterns. Lightning Process
practitioners have asserted that this approach has found success with a wide range
of illnesses, including multiple sclerosis, eating disorders, and addiction, among
others. But the U.K. Advertising Standards Authority has found such medical
claims to be misleading and unsupported by the available evidence.
I will let others debate whether Professor Crawley should have received ethical
approval to study Phil Parker’s trademarked Lightning Process in children. I want
to discuss instead a methodological anomaly that conscientious investigators—not
to mention responsible peer-reviewers and journal editors– would recognize as a
terrific way to bias results. As is often the case, I can’t take credit for having
noticed this problem myself. I was alerted to the issue by comments from some
of the sharp-eyed sleuths on a patient forum.
This is another long and very complicated post. (Sorry!!) Here are the highlights:
More than half the participants in the SMILE trial were apparently participants
in an earlier feasibility trial (http://bit.ly/2yWK1IJ). That means most if not all
were recruited and provided data before the full-trial protocol
(http://bit.ly/2kkM3xF) was approved. Since SMILE lumped together these
earlier data with those from participants recruited later, the full trial itself was
not an independent investigation of the information generated by the feasibility
trial.
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Based on the results of the feasibility trial, Professor Crawley swapped her
primary and secondary outcome measures. The original primary outcome in
the feasibility trial—school attendance at six months—was relegated to the
status of a secondary outcome. The subjective measure of self-reported
physical function, which was a secondary measure for the feasibility trial,
became the primary outcome for the full trial. (In the full-trial protocol, selfreported fatigue was also listed as a primary outcome. For unexplained
reasons, it was downgraded to a secondary outcome in the full-trial report.)
Swapping the outcomes based on the feasibility study findings while
simultaneously extending the feasibility study into the full study could easily
have introduced significant bias in the final paper. How much bias cannot be
ascertained at this point, since Professor Crawley has not provided a
separate analysis of the feasibility study results for physical function and school
attendance. That bias would have added to the bias already generated by the
reliance in an open-label trial on a subjective outcome—self-reported physical
function.
Professor Crawley promised to seek verification of self-reported school
attendance by requesting official school attendance records. Although she
mentioned this in the protocols for both the feasibility trial and the full trial,
these school records are not mentioned anywhere in the full-trial report. Nor
did she discuss the feasibility of accessing these records in the logical place–
the feasibility trial report. One possible and very logical conclusion is that she
obtained these objective data but decided not to mention them because they
did not provide optimal results.
The trial registration (http://bit.ly/2yY6lBz), indicated that SMILE was a
prospective trial. But the registration application date of June 7, 2012,
coincided almost exactly with the end of the recruitment time frame for the
feasibility trial, which provided more than half of those who ended up being
included in the final sample. The full-trial paper did not mention that more than
half the participants were from the feasibility study and that their data led to
the decision to swap the outcomes. By definition, a prospective trial must not
include data from previously assessed participants. If it does, it is obviously
not a prospective trial.
Based on the revised primary outcome of self-reported physical function, the
full-trial paper reported that the Lightning Process combined with specialist
medical care was effective in treating kids with CFS/ME. The full-trial paper
also reported that school attendance at six months–the original primary
outcome in the feasibility study—produced null results. Thus, the outcomeswapping that occurred after more than half the full-trial sample had already
been recruited for the feasibility study allowed Professor Crawley to report
more impressive results than had she retained the six-month school attendance
measure as the primary outcome.
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Not surprisingly, media reports (http://bit.ly/2B2uOr2) focused largely on the
positive results for the self-reported physical function outcome and not the null
results for the original primary outcome. Without the outcome-swapping that
took place after more than half of the participants for the full-trial paper had
provided data as part of the feasibility study, the final report would not have
been able to present such an optimistic perspective.
Given these major flaws and many additional problems cited by others, the
inescapable conclusion is that the SMILE trial should never have been
approved, much less published.
For understandable reasons, I have not contacted Professor Crawley to seek
answers to my concerns about SMILE. But let me once again state very, very
clearly that I would welcome Professor Crawley’s rebuttal. If she can document
any errors or inaccuracies, I will of course correct them immediately. If she cannot
document any errors or inaccuracies but simply objects to my tone and to my
interpretation of the facts, I urge her to send me her response, at whatever length
she chooses, and I will post it all on Virology Blog.
By the way, this offer also includes anything I have published about Professor
Crawley’s work since my November 22, 2016, post called “The New FITNET Trial
for Kids” (http://bit.ly/2fAyNAL)—the one she featured in her slide about my
“libellous blogs.”

For the long version of the story please read David Tuller’s original full blog
http://bit.ly/2B0Cwlx

David Tuller, DrPH, 13 December 2017
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11. News from
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Australia
NHMRC ME/CFS Advisory Committee
NHMRC has publicly announced the establishment of an ME/CFS
Advisory Committee to advise NHMRC's CEO, Professor Anne
Kelso, on current needs for research into ME/CFS, as well as clinical guidance on
the diagnosis and treatment of the illness. The committee will sit for one year.
Terms of reference of the committee:
The Committee will advise the Chief Executive Officer of NHMRC on the:
status of national and international research into ME/CFS
gaps in research on ME/CFS. This will include but not be limited to research
on the immunology, psychology, microbiology and virology of the
conditions, as well as any health services research
status of clinical guidance on ME/CFS available to doctors and health
professionals
requirements and opportunities for improved clinical guidance
any other issue on ME/CFS that the NHMRC Chief Executive Officer may
request.
The committee membership is diverse, with some well known names in the
ME/CFS community, and some less so. The committee also contains some
strong allies.
Significantly, the committee also includes two consumer representatives, and we
are pleased to announce that both are administrators of #MEAction Network
Australia (http://bit.ly/2kirMJ6), and well known to many in the community:
Penelope McMillan (also President of ME/CFS Australia (SA) and board member
of ME/CFS Australia) and Simone Eyssens who has been nominated by Emerge
Australia as their consumer representative, Sally Missing and Emerge Australia
will provide support to Simone, in order to minimise the impact of this role on
her health.
The establishment of this advisory committee is a big step forward for ME/CFS
advocacy in Australia. NHMRC has never had an advisory committee for ME/CFS
before, and it is significant that the patient voice also has a seat at the table.
NHMRC has been receptive to the input of the community during the process that
led to the establishment of the committee, and we are hopeful this represents a
genuine want by NHMRC to understand the illness (and the needs of those who
live with it) better.
This committee also represents a significant achievement for ME/CFS advocacy in
Australia, as it is the culmination of efforts from several organisations and
individuals. It is wonderful to see the fruits of this collaborative effort come to
fruition!
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Thank you to everyone who contributed: ME/CFS Australia (SA) for submitting the
original proposal for the Targeted Call for Research (which initiated this process),
and then liaising with NHMRC over the past year; members of #MEAction Network
Australia and ME/CFS Australia (SA) who wrote the follow up letter and supporting
documentation which was sent to NHMRC after the Senate Estimates discussion
in March; ME/CFS Australia (SA), Emerge Australia, ME/CFS Australia Ltd, ME/CFS
& Lyme Association of WA & ME/CFS & FM Association of NSW for signing the
follow up letter and supporting this initiative.
A few words about protecting the health of our consumer representatives:
Committee members will be bound by a confidentiality agreement, so they will be
very restricted in what they can discuss with those not on the committee. We
therefore ask that you don't ask Penelope and Simone questions about the
committee or its processes. They will share as much as they are able to via this
page.
There will be a community consultation process in the near future (focussing on
the committee's terms of reference), to allow everyone to have some input, so
that Penelope and Simone can represent the views of the community to the
committee. We ask that you hold your thoughts and suggestions until that process
takes place. Messages of congratulations and support are welcome, but please
refrain from sending private messages or emails with your thoughts about the
committee, its members or what the committee should focus on.
We will provide updates on the committee's processes (as much as is possible)
over the coming year on this page.
This committee represents a major opportunity for change for people with ME/CFS
in Australia, and we hope that you will support Penelope and Simone (and Sally
Missing) in their roles on this committee to help facilitate this change.
You can read more about the committee here: http://bit.ly/2CEff9M

Source: Emerge Australia http://bit.ly/2ByLWpM
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Belgium
After some preparations,
on which we had actually
spent
several
years
already, the time had finally come; the
screenings of Unrest were ready to print their
mark in Belgium.
Dr. Jacobs R.

First stop: Diest, where we hoped for 50-some-odd people
to attend - it ended up being more than twice that
number. A huge success.
It ended up being a mixed audience consisting of healthy
people, medical staff, ME associations, interest groups
and of course, patients. A nice reflection of society.

My youngest daughter handled
the ticketing

According to the survey and interviews
conducted after the screening, the film left a
large impression on nearly everyone. Most were
impressed by the severity of the illness.
A single person thought the film was a little too
weak, presumably because she’s confronted with
it on a daily basis.
106 people where there

The film’s small revenue pool is being donated to
the Save4Children charity fund. Additional
information is to be found in this magazine.

Bieke and Rob

We thank the Unrest team and the city council
for allowing this screening to happen.

The next screening will take place on January
11th, 2018 at 20:00 in Antwerp.
More information can be found here:
https://www.facebook.com/events/1794375553906877/

My wife, me, Rob and the Mayor in duty

Eddy Keuninckx
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Canada
‘Meet Your MP About ME’
New Advocacy Campaign To Support ME In Canada !
To achieve equity in research funding and access to appropriate
treatments for ME in Canada, the Minister of Health Ginette Petitpas Taylor needs
to make ME a priority.
A key to that success is gaining the support of our MPs.
Most MPs are unaware of the 2015 CCHS statistics showing a 37.6% increase in
ME over the previous year, bringing the number of diagnosed cases of Myalgic
Encephalomyelitis in Canada to an alarming 561,500. They’re also unaware that
there’s been a total lack of appropriate response from our health officials. This
needs to change.
Our MPs in Canada need to be made aware of the swelling numbers, the current
barren landscape for ME in Canada and the severity of the debilitation that
accompanies this devastating illness - too long hidden in plain sight. We need to
inform them and then ask for their signature on the ‘Open Letter to Minister
Petitpas Taylor’, calling for an emergency response and immediate interventions.
We’re asking you - the ME community, families, loved ones, caregivers and
supporters - to meet with your MP’s over the next two weeks before they head
back to Ottawa. This can be done in person, via Skype, over the phone or by
email.
You will find everything you need for a successful meeting with your MP at the link
below. Full instructions are provided along with an easy ‘Step-by-Step Guide’ to
follow.
In this package, you’ll find a ‘Script’ available to help introduce yourself to your
MP, a brief ‘Video’ to send to them prior to your meeting, a concise ‘Presentation’
for you to show to your MP during your meeting, a detailed ‘Fact Sheet’ for their
examination, a link to print off a copy of the ‘Open Letter to the Minister of Health’
and a list of ‘FAQ’.
Visit our page then call your MP to set up your appointment today!
http://bit.ly/2BA51bb
Please Note:
When submitting emails to MPs, it's necessary to include your full contact
information; name, address including postal code and telephone number.
RT: http://bit.ly/2CBcu95
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Tags:
Ginette Petitpas Taylor Chief Public Health Officer of Canada
Justin Trudeau Canadian Institutes of Health Research
Public Health Agency of Canada Canadian Blood Services http://bit.ly/2oJswLT)
We are Your Ontario Doctors (http://bit.ly/2oHEfKZ)
Marwan Tabbara, Member of Parliament Jody Wilson-Raybould
Nathaniel Erskine-Smith John Aldag, Member of Parliament
Carolyn Bennett Jane Philpott (http://bit.ly/2BwuB0t)

Media Coverage in Canada
Media coverage is rare in Canada. National news coverage is even rarer. However,
MMC was instrumental in gaining once again some much needed national press
here in Canada.
It wasn’t the most satisfactory piece that’s been done about ME but as they say,
“any publicity is better than no publicity”. Still, we were grateful for the coverage.
On the upside, we were able to hear Statistics Canada publicly confirm to CTV
National News that the 561,500 diagnosed with ME in 2015 was indeed correct a fact they have yet to release on any government website, in spite of the fact the
numbers were available privately way back in the spring (http://bit.ly/2BxQWuC).

Screening of Unrest at Canadian Parliament
There will be a screening of the movie Unrest at our Canadian Parliament, Feb.6,
2018.
It is also showing on American TV on Feb.8, 2018, (on PBS, which we can also get
in many places in Canada, including Ottawa), so I hope that will not affect
attendance!
This is being organized by MillionsMissing Canada and/or the ME/FM Society of
B.C. (province of British Columbia).

Submitted by Allison Haines May
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Germany
Time for Truth – Back to Life Due to an HIV Drug
Open letter of the author and blogger Katharina Voss
(http://amzn.to/2nR77jC - http://bit.ly/2yeE5dz) to the German
Federal Ministry of Health and the German Federal Ministry for Research and
Technology, translation by Regina Clos
Dear Minister Gröhe, Dear Minister Wanka
This is my second and possibly my last open letter to you because, at present,
you are just an acting minister and it is not sure whether you will keep your
ministry in the next cabinet. However, I never got an answer to my first letter. So
far I am still waiting for your response, and together with me are waiting
approximately 200.000 or 300.000 Germans suffering from Myalgic
Encephalomyelitis as well as their relatives and friends and the more than 7.500
signatories of my petition [1], asking for funds for biomedical research for ME,
misnamed as “Chronic Fatigue Syndrome”, and asking for the recognition of the
WHO code 93.3 and for an end to the discrimination by our health care system.
Nonetheless, I’m trying again to contact you because today I have to tell you
something that might, after all, be food for thought for you.
As many people know, my two daughters are very severely affected by Myalgic
Encephalomyelitis. One of my daughters who is severely ill for 8 years now and
completely bedridden for 5 years was suffering so badly that she had to spend her
days and nights in a darkened room, wearing ear and eye protectors, unable to
perform any activity, including the most elementary hygiene measures. She could
hardly speak, some days she couldn’t talk at all, sometimes she could only whisper
a few words and on a good day she couldn’t say more than three sentences. [2]
Today, in October 2017, she can talk again and can have longer conversations,
she can read, brush her teeth, have a shower and wash her hair, she can walk,
stand, walk through the apartment, sit on the balcony, manage stairs, have short
walks in the vicinity, and her hypersensitivity to sound, light, smells and touch
have decreased considerably.
What has happened ? A miracle ? No, not at all. But my daughter is taking some
HIV medication. Yes, you have not misread this : she is taking HIV medication :
Tenofovir disoproxil fumarate. And yet she is tested negative for HIV and also
negative for hepatitis B. Should the researchers who found retroviruses and
retroviral sequences in the blood of ME patients be in the right, after all?
Read the full article here: http://bit.ly/2C40qxq
[1] „Wir wollen unser Leben zurück!“ Petition to the German Minister of Health,
Hermann Gröhe, and to the German Minister for Research and Technology,
Johanna Wanka and 11 other policy and decision makers, http://bit.ly/2oycalC
[2] TV report in „ZDF” (second channel of German television broadcasting) in 2012
http://bit.ly/2B8IsfD .„Frohes Fest!“, Blogpost on 19 December 2015,
http://bit.ly/2kkJE5o . TV report in „ZDF” in 2014 http://bit.ly/2C2GLhC
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New Zealand
Prof. Warren Tate at Annual Meeting
Professor Warren Tate spoke at the ANZMES Annual General
Meeting, which was held on 11th of November 2017.
Professor Tate updated everyone on his current research that he is undertaking
into ME/CFS which show some very promising results linking his research very
closely with other research that is being carried out overseas.
Professor Tate is recognized internationally for his work into ME/CFS and was a
guest speaker at the 12th Invest in ME Research International ME Conference in
London earlier this year http://bit.ly/2kksSUJ.

Life Membership Awarded to Heather Wilson Past President of ANZMES
During ANZMES recent AGM on the 11th of November Heather Wilson (new Vice
President) was awarded with a Life Membership for her outstanding service to
ANZMES.
Dr Ros Vallings thanked Heather for all of the time and effort she had
contributed to ANZMES over her 16 year period with the organisation, with special
recognition given to her accomplishments in her role as President over the last 10
years.
Ros outlined Heather’s many accomplishments including organising lecture tours
for visiting international doctors and specialists, creating information sheets about
ME/CFS, lobbying the government, organising a conference in the southern
hemisphere for doctors and specialists, her contributions to the Meeting Place
Magazine and also helping in the distribution of resources to doctors throughout
NZ.
Ros said that Heather has provided a fantastic face for ANZMES. Dr Vallings
then went on to present Heather with a Life Membership Award which features a
Royal Albatross, the symbol for ANZMES.

Source: https://www.facebook.com/CfsAnzmesOfficial/
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Norway
Thirty years ago, ME wasn’t being diagnosed in Norway, and
ME sufferers did not get any help whatsoever. The health
service had barely heard of the disease, and at the very least
did not believe it to be a thing.
It is difficult to understand how much the situation has changed in these years.
On November 20 and 21, the (Norwegian)ME Association organized a research
conference for Norwegian ME researchers in collaboration with the Norwegian
Institute of Public Health and the National Competence Service for CFS / ME. There
were 25 abstracts from research environments throughout Norway. Within the
span of two-and-a-half days, both planned, ongoing and completed projects were
presented. The projects covered many fields, from social sciences to immunology,
clinical studies and complex analyses of big data.
There was a good amount of valuable breaks, which provided for plenty of time to
meet and talk with other researchers. One of the main purposes of the conference
was to create and strengthen networks and relationships between the various
research communities. The conversations continued over dinner throughout the
evening at the venerable Lovisenberg guesthouse.
At the end of the day, the debate wasn’t about whether this had been successful
or whether it should be repeated - but how the program can be improved next
time.
The research-conference was followed by an open business day. The large
auditorium at the Rikshospitalet has a capacity of 400 people and it was almost
filled. State Secretary Anne Gret Erlandsen started off, and mentioned the
lack of connection with relatives of ME patients. Whereas children of cancer
patients are being given follow-up, children of ME patients do not get anything.
She said she would earmark funds for outpatient services because the hospitals
were not restricted by any barriers - their duties were also to take care of those
who could not get to the hospital - and this was something they would follow up.
Initially, Ron Davis hoped to come to present, but unfortunately it was impossible
due to family illness. However, he sent a video-greeting and a brief update of what
his team is working on. Katarina Lien held an interesting lecture on abnormal
lactic acid production in ME. Olav Mella gave a summary of the research at
Haukeland, and it was another big disappointment for many when he reported
that the RituxME study was negative on the main issue - its effectiveness as a
treatment for ME. However, he reminded people that there were many other
things that were measured during the study and that there were probably many
other interesting results in the waiting. Due to technical problems, Ola Didrik
Saugstad's lecture ended up being suspended, and the trade day ended with a
panel discussion led by Jørgen Jelstad.
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The day was concluded with the film Unrest at Cinemateket in Oslo. After the film,
Anette Gilje sang the "silent song" to the audience. In the end, Ellen Piro held
a lecture on the history of the association and told about the fight to get the
diagnosis approved at all and to get social security benefits for ME patients. ‘The
situation today is a milestone-view compared to 30 years ago and we had not
been where we are today if it had not been for the groundbreaking efforts at the
time’, Ellen said. On the occasion of the day, the ME award was awarded to
Reidun Alkanger and her..
She founded the ME association and has made a huge effort to spread information
about ME in Norway. She has contributed to information about the disease,
translated it into Norwegian, and Norwegian doctors have traveled to conferences
abroad. She has also had political influence, and it is thanks to her that ME was
approved for diagnosis and that ME patients received social security. Ellen has
previously received the king's silver medal and IACFSME's Special Service Award.
If Ellen has been the head and face of the ME association, Reidun has been the
heart and ‘mother’ of the ME association. She has worked with Ellen for many
years, and has been in charge of the development of the association's likewise
work. She has also staffed the association's personal phone, and has listened,
supported and helped countless distressed patients, using her extensive
knowledge of how health care, the school system and medical care work.
For many years, Ellen and Reidun have worked with the association, and the ME
case in Norway would not be where it is today without them. It is an honour for
the ME Association to award them the ME Prize for their huge efforts made in
advance of the ME case.

Submitted by Ellen Piro
Source: http://bit.ly/2AZKr2v
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Italy
We are pleased to report this publication by Paolo Maccallini,
who hypothesizes a mechanism of action of Lyme Disease
Disease after treatment (PTLDS), with CFS / ME
symptomatology: "Autoimmunity against a glycolytic enzyme as a possible cause
of persistent symptoms of Lyme ". The principle could also be applicable to CFS /
ME. http://bit.ly/2yVVzf4

Ken Lessesen is the author of the CFS Remission blog and has long been
investigating a theoretical model on the etiology of ME / CFS in which a central
role of the intestinal microbiota is assumed. As a consequence, this theoretical
model also leads to some possible interventions, to be considered hypothetical
and experimental.
I believe that Ken Lessesen was one of the first to hypothesize that the anecdotal
improvements reported by some patients with antibiotic use may be linked to a
role of these drugs in the modulation of the microbiota. Today this theory is more
current than ever, but always remaining only one theory, among many others.
Metagenomics allows us today to count the thousands of bacterial species present
in the digestive tract and in the near future will also allow to measure viral species,
which seem particularly abundant in the human intestine. And this opens up
enormous possibilities for studying human diseases and therapeutic intervention.
Unfortunately, too little is known about the role of these organisms in human
health and pathology, and Ken Lessesen ventures into the explorer (and with
the support of his knowledge of computer science and mathematics) in this
tangled forest.
In this post, Ken comments the scan of the intestinal microbiota of an Italian
patient, performed at the Bambin Gesù hospital in Rome, which I sent him a few
days ago (along with that of another patient) trusting in his ability to analyze.

Paolo Paccalini
Source: http://bit.ly/2kkgP9M
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Japan
Yesterday I was able to hit people by dripping, but today I
suddenly feel like this. Therefore, I can’t make a promise with
a person in advance.
Even if I am asked something, I will suddenly become such a thing, if I refuse, I
will be very embarrassed if it is said that "I saw you posting pictures that are fun
with FB.
If you do something fun, not lying, you suffer before that drop. "If you can do
that, you should also be able to do this." "No, since you did that, you can not do
this."
http://bit.ly/2yWhliV

I do not know if it will be helpful, but since I received your question, I will introduce
the IV treatment that I am doing in Australia. I will also introduce the intravenous
drip therapy I had done in Japan's insurance
Intravenous therapy High-concentration vitamin C infusion 30 G, vitamin B group,
glutathione, magnesium, bicarbonate are placed in physiological saline 500 mm
to drip infusion. The price is $ 240 once.
When only vitamin C and B are used, it does not move even Piccoli. Even when it
is completely weak or conscious epileptic seizure and it is carried to an infusion
bed with several people, as if it took 5 minutes, it seems that it took off from the
bondage. It became easier for you to have conversation, and in my case, there
was immediate effect.
However, since cerebrospinal fluid leaks became hesitant, even if you hit or strike,
you could get out of bed on the same day and the next day, but in 3 or 4 days, it
felt like I straddled. (Perhaps because the leakage became severe due to the
skeleton correction etc. at the place where the dura mater was weakened due to
the chance of the infection causing it, I understand that it will leak even if put in).
Since November, glutathione, magnesium and Bicarbonate were added under the
guidance of ME / CFS specialist called Dr James Read.
Salt and vitamin C will kill bacteria. High concentration Vitamin C is used as an
alternative treatment of cancer, prevention of recurrence, as an adjunct to
chemotherapy, but has actions such as antiviral, antibacterial, and immunity
strengthening. Glutathione is effective for people with Parkinson's disease, but it
also has detoxification.

84 Back to Table Of Contents

I also have Parkinson-like symptoms, sometimes when I am walking around the
house, in the house or when I can do gardening. However, although I am
experiencing becoming sleepy as a result of magnesium immediately after
striking, I think that the effect from the next day tends to continue.
I think it seems time to keep standing and sitting position and walking steps
increased, but it is compared with when I was crawling on the floor or when I was
pulling the floor like a corpse and moving the room with the toilet So, I can not
say it.
In Japan, insurance in physiological saline 500 mm, garlic injection of selfpayment and vitamin C in insurance were put in, insurance placenta injection was
done twice a week, the price was 2,500 yen in all.
When I go to a doctor far from my nearest station I was striking a high
concentration vitamin C infusion 10,000 yen, or Myers infusion 5,000 yen. It is
somewhat strange to go over a doctor and to hit a drip with another clinic, but ....
Because expensive drip is difficult to keep, we usually devised things in insurance
and devised high concentration drip only for special times.

Source: https://www.facebook.com/may12cfs.me.japan
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Northern Ireland
One step on a long road of steps?
Having an illness such as ME, you become used to ignorant
comments.
Such words are part and parcel of living with a condition that few know and
understand - most of the knowledgeable people being patients, not the wider
world.
However, when you sit opposite a doctor and listen to their illiterate spews, then
the casualness of such ignorance becomes slightly more unbearable.
After all, how are patients supposed to learn to cope with ME if the very people
supposedly supporting those patients, aren't supporting them at all?
Solve that riddle if you will.
As I've said many a time, I'm one of the lucky ones. A) I'm moderately affected
and so have learnt to adapt to my new life - if living means life between a home
and garden mostly - and B) I've got a doctor in my life who's in my corner
supporting me. That said, I've sat opposite many a medic who's passed what can
only be described as ill judged mutterings during my almost six years of illness.
Being the optimistic idiot I am, I keep waking, checking if today is the day when
medics will vindicate this illness of psychobabble nonsense and step up to the
plate as a whole. Each and every one of them supporting patients, not just a select
few.
Today isn't that day but a step has been taken.
Ireland's only investigative medical news website, the medical independent,
posted this editorial piece recently (http://bit.ly/2z0J98S), touching on the
disgraceful attitudes within some sections of medicine towards ME and ME
patients.
We will eventually get to where we deserve to be.

Marie H. Curran
http://bit.ly/2AUWsG5
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G.E.T. - Professor Mark VanNess Supportive Letter
This letter was received in response to a request for support, as part of our
campaign against graded exercise therapy being used as a treatment for M.E.
Permission to share has been granted
July 25, 2017
I share your opposition to graded exercise therapy as a treatment for ME/CFS.
Both of us know from our experiences working with ME/CFS patients that graded
exercise -particularly aerobic exercise, not only fails to improve function, it is
detrimental to the health of patients.
There is abundant support from scientific studies that aerobic exercise worsens
symptoms. Graded exercise testing is even an accepted paradigm to exacerbate
the illness so it can be more clearly studied. Post-exertional malaise or PEM;
worsening of symptoms after physical exertion, is a hallmark symptom of the
illness. Our research group employed exercise testing not as a therapeutic
intervention, but as a way to make the illness worse so that it can be studied
(Phys
Ther.
(http://bit.ly/2CEs4kh)
2010
Apr;90(4):602-14.
doi:
10.2522/ptj.20090047, Disabil Rehabil. (http://bit.ly/2BeiPv3) 2011;33(1920):1768-75. doi: 10.3109/09638288.2010.546936, J Womens Health (Larchmt)
(http://bit.ly/2BKXiJu). 2010 Feb;19(2):239-44. doi: 10.1089/jwh.2009.1507).
Our research team has spent years working with therapeutic exercise strategies
in an attempt to help ME/CFS patients. Dr. Todd Davenport, an expert physical
therapist, recently wrote a review on GETSET (http://bit.ly/2BdoXDL) expressing
his skepticism of the findings. We’ve tried to incorporate aerobic exercise training
as a re-conditioning strategy for ME/CFS patients but it simply doesn’t help, and
in nearly all cases, makes patient’s illness even worse (Ann Intern Med.
(http://bit.ly/2kJCl7z) 2015 Dec 1;163(11):887. doi: 10.7326/L15-5174). A more
reasonable approach is to avoid aerobic exercise and minimize aerobic activity
whenever possible to avoid detrimental effects. A more reasonable approach to
therapy is to listen to patient’s experiences and provide better evidence-based
support (Phys Ther. (http://bit.ly/2yWaR3y) 2010 Apr;90(4):602-14. doi:
10.2522/ptj.20090047).
I uphold and support your views on the harmful effects of aerobic exercise - and
this opinion is based firmly in scholarly scientific literature. I appreciate your work
on behalf of patients through Hope 4 ME & Fibro Northern Ireland and am thankful
that you are working in the best interests of patients.
Best of luck,
J. Mark VanNess, Ph.D.
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Our Christmas Plea
We wish to take this opportunity to thank all our FaceBook page followers and
support group members, for their input and support during 2017.
As the new year fast approaches, we look forward to continuing our campaign, for
adequate NHS services for all ME and fibromyalgia sufferers in Northern Ireland.
Our efforts are undertaken on an all voluntary basis by patients and with just one
healthy parent on board, it is difficult to do as much as is really needed to serve
our large membership base.
We would like to make 2018 even bigger and better in supporting patients and
lobbying for NHS services but we can’t do this without more volunteers.
Our Christmas plea this year is not to ask for monetary donations, it is for practical
help. It doesn’t matter where you live in the world. We have home-based
volunteer opportunities galore, from making awareness ribbons to editing a
quarterly newsletter, or for healthy family members or those who are less
disabled, meeting and greeting new members at our monthly meetings and
helping out at our annual conference!
Please do consider being a part of the change you wish to see, as we build bridges
towards a better future for all ME and Fibro patients.
The Chairperson and Trustees
Hope 4 ME & Fibro Northern Ireland

Submitted by Joan McParland
Source: https://www.facebook.com/Hope4MEFibro/
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Pakistan
I'm Nevra Elis Ahmed. I work as a regional representative,
translator and project manager for the #MEAction Network.
As you may know, we recently had a screening of Unrest in Karachi, Pakistan. The
event took place on Sunday, 10th December, 07:00 pm. Here’s the link to the
discussion we had afterwards:
https://youtu.be/G7mtUaXLyVk
Everything technical that could possibly go wrong did. I didn't give up though and
carried on. Here are some details in a video some hours after the screening:
http://bit.ly/2j8ofMh
İt's 01:00 in the morning, post event. Little
informal press conference. You'll never see
me as serious as this, I'm exhausted beyond
words but here's a message for my
colleagues as well as the audience who
showed up and were so accommodating and
wonderful! We're excited and confident
about the work that @MEActNet are doing in
Pakistan and we'll continue to organise such
events!
A day after the screening Ben Hsu Borger
wrote:
Yesterday, Nevra held an amazing MEawareness event in Karachi, Pakistan. She
was screening Unrest for a +40 group of
people who were excited to see the film, and
Jen was going to do a virtual Q&A after.
She worked very hard to put on this event. Unfortunately, everything technical
that could go wrong did. It was way too much pressure than I would ever want
put on a person with ME, but Nevra was amazing.
When the film shut down halfway through and the internet-connection for the Q&A
went out, she didn’t skip a beat but instead turned it into an opportunity to have
a dialogue with local people with ME in the audience and have them share their
stories. People in the audience were really moved by the event and the stories
told even though they only got to see half a film!
We will do a follow-up event in Karachi, but for now check out these powerful
stories!

Submitted by Nevra
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South Africa
UNREST will screen on 28 February in Kenilworth Cape Town! Please
start asking people you know in Cape Town to diarise the event. It
will be in the evening. Posters, pamphlets and invitations will be
available soon. We are going to keep on screening UNREST over the next few
months. Every week more and more patients contact THE ME CFS Foundation
South Africa...
The Story Of Leigh-Anne
I had unnecessary surgery done after a malignant melanoma
was diagnosed in Nov 2000 and the doctor involved had taken
6 moles from various sites on my body & placed them all in a
single, unmarked container. Instead of only going through 1
wider excision, I had to have all 6 widely excised in 2001. My
ME began the moment I came out of anaesthetic. After seeing
about 10 different GPs, 2 homeopaths, a rheumatologist, a
physician, a naturopath, several psychologists, a psychiatrist,
3 physiotherapists and possibly other medical professionals that I just don’t
remember, I finally got a conclusive diagnosis many years later.
I had spent tens of thousands of rands by then on oxygenating my blood,
countless supplements, the latest “machines offering miracle cures”, anything that
offered any hope. My first husband could not cope with “my absence” in the
marriage & we got divorced in 2007.
Now, at the age of 41, I have lost my career as well. I have gone from being a
highly functioning, busy medical professional to living within some very restrictive
boundaries. I had to give up my podiatry practice that I had built up over 17 years
due to being mostly housebound. This was not only heartbreaking, but soul
destroying as well.
Over the years, I have been treated with disrespect, hostility & sheer ignorance
by doctors and had lost hope in getting better. However, I did recently find an
empathetic, caring, intelligent, compassionate doctor who treated me with the
dignity & respect all patients deserve. I wish I had found her 10 years ago because
maybe I would be living a normal life now. Unfortunately, due to being out of work
and having no income, I could not continue on her treatment protocol (which is
not covered by medical aid).
I have recently remarried & my husband has helped restore a lot of faith in
humanity with his unconditional love. I have started adapting to my new identity
and do find a slower pace of life and the decrease in stress has significantly
improved my well-being. I think a very important part of my journey is that I have
accepted that I have a chronic illness and am learning to live alongside it.

Submitted by Retha Viviers
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Sweden
New website for Swedish ME newsletter, aimed at professionals,
created by Anne Örtegren
A new ME website, potentially very useful for Scandinavian ME patients,
advocates, physicians, researchers and decision makers, has been launched:
https://mecfsnyheter.se. The site is created by Swedish advocate Anne
Örtegren, who for many years has issued a newsletter about ME/CFS, aimed
primarily at professionals: clinicians, researchers, politicians, agency
representatives, science journalists. The newsletter, which is in Swedish, is
distributed to 2700 professionals via email.
And now it can be accessed through this website: “ME/CFS-nyheter”, meaning
“ME/CFS News”. For Scandinavian ME advocates, it’s a good idea to check the
website out. Newsletters from 2012 and up to today’s date can be read on the
site, and new ones will of course appear as they are issued. The site also contains
a concise, well-referenced page with facts about ME/CFS, based on facts from
CDC,
NIH,
IOM/NAM,
IACFS/ME
and
Swedish
authorities:
https://mecfsnyheter.se/om-mecfs
For
Scandinavian-speaking
people:
If
you
would
like
a
certain
clinican/researcher/other professional (who can read Swedish) to receive the
newsletter via email, there’s info on the site on where to send a request for that.
For English-speaking people: You can check the site out via Google Translate,
though … well, Google Translate is Google Translate... But you’ll get an idea! For
all: Scandinavian and English-speaking: you can help by sharing it via Facebook,
Twitter, or G+.

Major Swedish Newspaper Publishes A Series Of Articles On ME
One of Sweden’s largest newspapers is running a series of articles on ME. A
number of news articles and an opinion piece have been published, and on Dec
13 ME made the front page! The entire series can be found at:
http://bit.ly/2Biu84d
Below are abstracts and links for a few of the articles, plus a rough translation of
one of them. Note that many of the articles are open access (not just accessible
for subscribers), so do try the links and see if you find Google Translate useful.
News article: Famous writer Karin Alvtegen, whose books are translated into 30
languages and sold all over the world, is no longer able to write novels. After a
series of infections, she found herself living with what feels like a constant flu. It
took her four years to get diagnosed with ME.http://bit.ly/2yOnvoh
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News article: Johan Bergholz, 15, was in seventh grade when he came down
with an upper respiratory infection and never recovered. It took 18 months to get
the diagnosis ME. Today he is a patient at the ME clinic at Stora Sköndal in
Stockholm, where Per Julin is chief physician http://bit.ly/2Bbfls6
News article: The US medical research agency National Institutes of Health is
increasing its efforts to stimulate progress in the ME/CFS research field. NIH has
established a consortium of ME/CFS research centers and are conducting a
comprehensive intramural study http://bit.ly/2Ar9tvf.
Opinion piece: Frightening ignorance and lack of medical care for ME patients –
Biomedical ME units must be established in all of Sweden’s regions
http://bit.ly/2C78tcl.
News article: "Crisis commission for the disease ME needed"
https://www.svd.se/behovs-kriskommission-for-sjukdomen-me
Rough translation:
“A national crisis commission is needed to investigate the disease ME/CFS, says
one of Sweden's leading researchers in the field, professor emeritus Jonas
Blomberg.
The disease ME/CFS - Myalgic Encephalomyelitis/Chronic Fatigue Syndrome - has
in recent years become a common cause for long-term sick leave.
But despite the fact that the prevalence is on par with MS, and ME/CFS is
suspected to be a significant contributing factor in sick-leave lasting longer than
14 days, in Sweden there is almost no funding for research.
"We need to take a joint approach both clinically and on the laboratory side to get
to the bottom of the disease: What is this? In Norway, more has been done than
in Sweden, but in most places, it is reliant on committed individuals," says Jonas
Blomberg, professor emeritus in clinical virology at Uppsala University and one
of the most active researchers in the ME field in Sweden.
He claims that research funds often work in established ways, work in silos and
tend to ignore this kind of new, multifactorial systemic disease that does not fall
into any individual specialty category.
"Today, ME patients are referred back and forth between specialists and use up a
lot of resources with repeated testing that rarely leads anywhere. In addition to
the fact that a larger investment could help many people, I believe society could
save a lot of money by developing a strategy. Those who allocate research funds
ask for evidence but do not want to give the evidence a chance to emerge, says
Jonas Blomberg.
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The causes of the disease are not known but there are diagnostic criteria.
Knowledge about these is unevenly spread within the healthcare sector. In
addition, the often life-long disease, although common in the Western world, is
less explored than other diagnoses.
"In the 1950s I accompanied my father who was a neurologist on house-calls to
patients who were bedbound with the then almost unknown disease MS. That's
about how ME patients are seen today. They are not believed and must constantly
explain their illness, "says Jonas Blomberg.
A contributing factor to the misconceptions is the fact that the disease is often
called fatigue syndrome. That is, many patients believe, like calling cancer a
nausea syndrome, since fatigue is just one of several symptoms in ME. A better
word, in that case, would be fatigability syndrome. Typical of the disease is that
you get extremely physically exhausted after activity, even very light physical
activity, says Jonas Blomberg.
As SvD earlier reported, the US National Institutes of Health recently upgraded its
prioritization of the disease and this year has doubled its research funding for
ME/CFS.
While Swedish ME research is running on empty, the US agency for research, the
National Institutes of Health, is increasing funding for ME research to $13 million
this year.
"I'm glad NIH has started to increase its funding. NIH has acknowledged that
ME/CFS has been extremely underfinanced and that this needs to change. But
there is a long way to go”, says Anne Örtegren, author of the newsletter
mecfsnyheter.se and a long-time sufferer of the disease.
She states that a reasonable level would be $100-200 million a year, which would
be on par with the funding level of diseases such as MS or lupus/SLE.

Videos of the symposiums arranged by the Swedish ME Association, RME
The symposiums arranged in October by the Swedish ME Association, RME, were
filmed for the RME Sverige YouTube Channel. The presentations by Maureen
Hanson, Jo Cambridge, Jonas Bergquist, Per Julin and others were made in
English.
The Malmö symposium is already up on the RME YouTube Channel, and hopefully
the Stockholm symposium will be posted soon.
RME YouTube Channel: http://bit.ly/2kM6Jhh
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The Netherlands
Screening “Unrest” in Leiden - a review
On November 10th, Friday night, the second screening in the
Netherlands of Jennifer Brea’s ME documentary film “Unrest”
took place at the Leiden University Medical Center.
After a speech of gratitude at a little past six, delivered by organizer and host
Roland Cheung (who among many things thanked the LUMC for allowing their
college auditorium to be used free of charge), the film was in presentation from
18:30 to 20:00.
After a break that lasted for about 15 minutes, dr. Van Campen opened up with
a short speech about deconditioning and ME. The level of deconditioning is
correlated to the max. VO2; the higher it is, the lower the deconditioning.
Research however, shows how the adverse effects of ME aren’t as a result of
deconditioning, but instead result from a reduced blood supply towards and in the
brain.
David Tuller delivered the opinion that the Dutch studies regarding CBT and GET
belong to the same garbage heap as the British PACE study, which he extensively
repudiated over the course of the last six months. Recently, he met a survivor of
the ME outbreak at the Royal Free hospital in London in 1955 - patient 234. It was
like meeting a survivor of the Titanic.
Dr. Charles Shepherd first of all expressed his thanks to host Roland Cheung
and proceeded to bring into perspective the impact of the screenings of “Unrest”
in the UK. The BBC and press media have picked up on it and recently a meeting
took place in which the Duchess of Mar, ME-patient Jessica Taylor and himself,
along with more than 55 MPs viewed the film. In order to make a turn-around one
would need three components: you need to get the media on your side, the
politicians, and the most difficult – the medical staff.
Him and several physicians have been pointing out for years how the British NICE
guidelines from 2007 are well and truly outdated. As a follow-up to Tuller ripping
up a copy of the PACE trial last June in London, Shepherd tore up a print-out of
the NICE guidelines.
There was a block of twenty-or-so minutes dedicated to asking questions, the first
of which was asked by a young woman studying psychology at the LUMC. She
inquired into the proof that would substantiate the biomedical nature of ME.
Shepherd replied with a sketch of ME, in which at least one trigger causes the
illness to drop its devastating payload and to keep producing cytokines in patients.
This causes the immune system, the brain and the mitochondria to be launched
into disarray.
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Tuller told everyone how the IOM and NIH reports have great influence in the US,
especially given how they accentuate PEM as a core symptom of ME and due to
the NIH repealing the Oxford criteria. The CDC has recently, without any
announcement, removed CGT and GET as recommended preferential treatment
from its site. Upon request, Tuller was told they didn’t have anything to do with
the PACE trial anyway…
Shepherd ended up telling how the IOM report has a large influence and how it
will be based off the British NICE guidelines.
At nine o’clock, Roland Cheung wrapped up the event.

Report: ME Centraal, translation Jelle Berghuis

Unrest continues its tour around the Netherlands. We will be at the Kino Rotterdam
on Monday evening, 15 January 2018. Please join us in thanking the Kino for their
support!
The movie will start at 19:00. There will be a short Q&A after the film. The event
is co-hosted and organized by Kino and again Roland Cheung.
https://tickets.kinorotterdam.nl/shop/tickets.php?showid=11126

Did you miss the previous Unrest screening in Leiden? Here's your second chance!
Come join us at the Kijkhuis on Wednesday, 24 January at 19:00. A big thanks to
the Kijkhuis for their support!
Dr. Visser from the Stichting Cardio Zorg will kick off the event at 19:00 and give
a 15-minute introduction before the film. There will be a short Q&A in the lobby
after the film. The event is co-hosted and organized by the Kijkhuis and Roland
Cheung.
Tickets are €9 per person and can be purchased at:
https://tickets.bioscopenleiden.nl/…/steps/start/show/135269

Source: Unrest NL https://www.facebook.com/pg/unrestfilmNL/posts/
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United Kingdom
ME Research UK
Over the last few months, ME Research UK has awarded funding for
two research projects looking at different aspects of ME/CFS.
Investigating abnormalities in AMPK activation
Abnormal muscle fatigue is one of the most common symptoms reported by
people with ME/CFS, and ME Research UK has funded a number of projects at
Newcastle University exploring the mechanisms underlying this symptom.
Their findings suggest abnormalities in the way muscle cells handle acid in
ME/CFS, as well as two defects in their function. By stimulating the cells with a
series of electrical pulses, the researchers found that activation of AMP-activated
protein kinase (AMPK) was impaired. AMPK has an important role in regulating
energy in the cell and is normally activated during muscle contraction.
Although AMPK was not activated by simulated muscle contraction in these cells
from ME/CFS patients, later experiments showed that it could be activated by
treatment with metformin, a drug known to have this effect in healthy cells. This
raises the possibility of whether a treatment such as this could improve muscle
function in patients.
ME Research UK has awarded further funding for Prof. Julia Newton and her
team to continue investigating these abnormalities. Their new project will use
specific AMPK activators (used in the treatment of other diseases such as diabetes)
to explore the mechanism through which AMPK is activated pharmacologically, but
is not activated by muscle contraction.
These results may help to determine whether pharmacological activation of AMPK
could improve muscle function in ME/CFS, and might help identify potential new
targets for treatment.
Comparing ME/CFS and IBS: gut immune and microbiome changes
Irritable bowel syndrome (IBS) is a relatively common condition characterised by
a number of symptoms affecting the digestive system. Interestingly, the
prevalence of ME/CFS is estimated to be 35 times higher among people with IBS
than in the rest of the population, while there is also a high prevalence of IBS
among people with ME/CFS.
Furthermore, both ME/CFS and IBS are often reported to occur after an infection
and are associated with abnormal activation of the immune system, and there is
evidence of changes to the gut microbiome in both conditions.
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The microbiome generally refers to the collection of around 100 trillion
microorganisms, including bacteria, that live on or inside the human body. In the
gut, they live on the membranous lining, or mucosa, and break down our food and
help protect us against infection.
The similarities between ME/CFS and IBS suggest that the two conditions may be
part of a spectrum of illness, with shared pathophysiological changes in response
to infection, and this idea is being investigated by Prof. Yan Yiannakou and his
team in Newcastle in a new project recently awarded funding by ME Research UK.
The team will recruit individuals with ME/CFS alone, IBS alone and both ME/CFS
and IBS, as well as healthy control subjects. The mucosal immunology and
microbiome will be analysed and compared between the patient groups.
This is a feasibility study in relatively small numbers of patients, and Prof.
Yiannakou hopes that the results will demonstrate that the techniques are
achievable, and provide pilot data on which to base larger studies.

Submitted by Dr. Neil Abbott
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12. Poem
A Father’s Death:
Sometimes it ends in smallness,
With the wild things too close
And the fluorescent lightbulb flashing,
Cold and white above it all.
A whole life extinguished
With a scythe through a candle flame
Or the fall of the piano
From seven floors above.
It will bleach your bones
To watch it.
Darken your blood.
Call on your heart to turn
Itself to crumbs.
And then,
The temple is demolished.
The wolf’s voice breaks
As though it’s screaming
And you’re alone with the consequence of loss.
It is here you will drive yourself mad
With questions and with fears.
It is here you will wake every day
Doubting your own breathing,
Falling again through the ladderless
Space between yesterday and tomorrow.
Not sure how to reassemble your life
From the scattered pieces and parts
That were the whole.
You will run,
And you will let go of the hands
That do not lift you,
Do not comfort you,
Do not heal you.
You will turn only
To the people who know how to reach you,
When you are far away and high
Like a wounded eagle
On the mountain top.
Like a dissipating cloud
Above the world,
Trying to find your form
Before the four winds claim you for their own.
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You will not find it.
Instead, one day,
It will become possible again
To feel safer,
To feel soft,
Like the thorn has been removed
And even though you bleed in tears,
You’re alive again,
Yourself.
There is no need for running,
Or your thoughts chasing themselves
Down the corridors of your mind
With teeth bared and hackles raised.
Sometimes it ends in smallness
But the greatness still remains,
Hidden by your shock and by your sadness,
Waiting to be uncovered,
Like the treasure in a sunken ship,
Whenever you are ready.
No life is only how it ends.
It is its vast completeness.
When you lose yourself,
When you lose your darlings,
When you shrink into the dark
Like a dwindling light,
And you don’t know how to overcome any of it,
It is going to be alright.
You just have to exist,
Until a dawn, only dreamed of now, begins to break

Sarah-Louise Jordan ‘Feather’
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13. 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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