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

At all times remember Severe ME:
https://youtu.be/BoVvJzmmVWg
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3. Editorial
Dear friends,
Though around a week later than usual, we present to you March 2019's release
of the ME Global Chronicle. This is due to developments relevant to ME in the
Netherlands, with which one of our editors is closely involved. More about that in
News from the Netherlands.
We're excited to introduce you to a new member of our editorial board; Colleen
Steckel from North Carolina, USA will be strengthening our team - primarily
making sure to dedicate space in every release to our mission statement: getting
ME viewed in accordance with the ICC of 2011. Of course, we will still be
documenting every piece of news and bio-medical research that also benefits
patients of ME.
The biggest news this month was, without a doubt, the developments in
Denmark, where proposals were discussed in parliament on March 12th,
which amounted to nothing less than a shift of paradigm regarding ME,
which subsequently passed on March 14th with no votes against. This
could have a big impact - not just for the Danish ME patients, but also those in
Finland could be affected. Additionally, this is encouraging the developments in
the Netherlands. The tides seem to be turning in Europe.
As always, you'll also come across news from other countries, research articles,
news about past and upcoming scientific conferences, an emotional poem, a
column, and more.
The next MEGC will appear during the second half of June; please send your text
contributions to contribute@let-me.be before June 10th!
We hope you will have a fun and useful read and wish you a wonderful summer
on the Northern Hemisphere and a soft winter on the Southern Hemisphere. Have
a great day, hopefully without too much PEM on and around May 12th.

The editors
P.S. The usual tip: click on an article you wish to read in the Table of Contents.
You can return to the ToC anytime at the bottom of the page.
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4. NIH/CDC/HHS
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CDC’s
Current
ME/CFS

Website

On

Note: all these recommendations are based on the IOM/SEID-definition of ME/CFS
And also note its "Disclaimer: The content of this ME/CFS website is for
informational purposes only and does not represent a federal guideline or
recommendation for the treatment of ME/CFS. The information provided on this
website is not intended to be a substitute for the medical judgment of the
healthcare provider and does not indicate an exclusive course of action or
treatment."
https://bit.ly/2TnER3v
Treating the Most Disruptive Symptoms First and Preventing Worsening of
Symptoms
Post-exertional malaise (PEM)
Patients need to determine their individual limits for mental and physical activity,
and plan activity and rest to stay within these limits. Some patients and healthcare
providers refer to staying within these limits as staying within the “energy
envelope.”
Any activity or exercise plan for people with ME/CFS needs to be carefully designed
based on individual presentation with input from each patient.
Standard exercise recommendations for healthy people can be harmful for
patients with ME/CFS.
Orthostatic Intolerance
Strategies to address orthostatic problems include:
Avoiding factors that aggravate symptoms (hot environments, prolonged
standing, inadequate salt and fluid intake)
Increasing salt and fluid intake for those patients with ME/CFS who do not
have hypertension, renal failure, congestive heart failure, or other
contraindications
Postural counter-maneuvers
Compression and cooling garments
If symptoms do not improve with these non-pharmacological measures,
prescription medications for the management of POTS and NMH as well as
prescription-strength support stockings can be helpful
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Sleep Problems
When patients follow good sleep hygiene techniques (https://bit.ly/2n6SggQ) but
are still waking unrefreshed, sleep medication might be indicated. Initial
medications to consider are over-the-counter sleep products. If this does not
improve sleep quality, healthcare providers may prescribe medication for sleep
starting at the smallest dose and using for the shortest possible time.
Unrefreshing sleep can be present even though medications may help patients
achieve required hours of sleep. If possible, a sleep specialist may evaluate
patients whose sleep remains non-restorative following standard interventions. It
is very important for healthcare providers to get a careful sleep history and
recommend a sleep study, if indicated.
A subset of patients with ME/CFS are affected so severely (https://bit.ly/2FfGr2I)
that many standard recommendations regarding sleep such as those for sleep
hygiene are not sufficiently helpful or might have limited applicability.
Pain
People with ME/CFS often experience deep pain in their muscles and joints.
Patients may also complain of headaches (typically pressure-like or migraine-like)
and sensitivity of their skin when touched.
Over-the-counter pain-relievers, like acetaminophen, aspirin, or ibuprofen, can be
considered first. If these do not provide enough pain relief, evaluation by a pain
specialist may be indicated. As for any patient with chronic pain regardless of
etiology, counseling for pain management techniques is also advisable and can be
helpful.
Other non-pharmacological pain management methods can also be beneficial to
some patients with ME/CFS, including stretching and movement therapies, manual
physical therapy, gentle massage, heat, toning exercises, and hydrotherapy.
While methods that involve physical activity such as stretching might be helpful,
initiating or resuming stretching and movement therapies requires careful
consideration to avoid post-exertional malaise (https://bit.ly/2HBEA9V).
Acupuncture, when done by a licensed practitioner, might help with pain for some
patients.
Memory and Concentration Problems
For some patients with ME/CFS, memory problems might be managed to some
extent by using memory aids such as organizers or portable notebooks to record
information, like to-do lists, appointments, and people’s names. Electronic devices
such as smart phones and tablets can offer an additional bonus of setting
reminders for medications and appointments.
As with physical activity and exercise, patients should employ careful planning and
monitoring of cognitive activities throughout the day to avoid mental overexertion
(see also post-exertional malaise https://bit.ly/2HBEA9V). Planning periods of rest
after any anticipated mental activity is critical in avoiding exacerbation of
symptoms. Some patients may need to avoid highly stimulating activities based
on their individual capacities.
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Caution is warranted in prescribing stimulants for cognitive problems. Mild
stimulants may be helpful for some patients, but stronger stimulants can lead to
a relapse as patients may attempt to do too much when they feel better (the socalled “push-crash cycle:” do too much, crash, rest, start to feel a little better, do
too much once again, and so on). Patients need to be followed carefully to monitor
for insomnia, weight loss, and other adverse effects. Many stimulants can be
habit-forming, and tolerance may develop if used daily.
Depression and Anxiety
Patients with chronic illnesses sometimes develop psychiatric illness as a comorbid condition with their chronic illnesses, and some might have psychiatric
illness preceding, but not causative of, their chronic illnesses. As many as half of
patients with ME/CFS develop depression at some time during the course of their
illness. Brief psychiatric screening tools can be given and scored in the primary
care setting. When the results of such a tool or other assessment suggest possible
depression or other psychiatric diagnosis, that condition should be managed.
Referrals to mental health professionals may be warranted either alone or in
combination with medication.
Although treating these co-morbid conditions can be helpful, such treatment is for
the conditions and does not cure ME/CFS.
Some patients with ME/CFS who are clinically depressed may benefit from
antidepressants. However, healthcare providers should use caution in prescribing
these medications. Some drugs used to treat depression have other effects that
might worsen other ME/CFS symptoms and cause side effects, particularly
sedation and orthostatic hypotension. If prescribed, medication for depression
should be started at a low dose with careful monitoring for side effects. As for all
patients starting anti-depressants, improvement might not occur for several
weeks.
To reduce stress and anxiety without medication and promote a sense of wellbeing, less severely affected patients with ME/CFS might benefit from trying
techniques like deep breathing and muscle relaxation, massage, and movement
therapies (such as stretching, yoga, and tai chi). While methods that involve
physical activity might be beneficial for some patients with ME/CFS, initiating or
resuming these or other movement therapies requires careful consideration to
avoid post-exertional malaise (https://bit.ly/2HBEA9V).
“Healthcare providers and patients need to establish which symptoms are most
disruptive or disabling and tailor management plans accordingly. Treatment
should be directed toward the most problematic symptoms as prioritized by the
patient. It is also important to incorporate strategies to prevent worsening of
symptoms (https://bit.ly/2HBEA9V) into initial and subsequent treatment plans.”
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An
Unexpected
Transparency

Moment

Of

An unexpected moment of transparency about the US CDC ME/CFS website update
was revealed by Beth Unger of the CDC in the recent Reuters' article entitled:
Special Report: Online activists are silencing us, scientists say.
While many assumed the CDC website change meant the CDC had abandoned
CBT and GET, ME advocates and bloggers, warned that nothing has actually
changed (See blog - Emperor CDC’s New Clothes http://bit.ly/2JudDrr). Patients
widely reported in posts in online support groups that nothing had changed for
them when they were visiting their doctor.
Repeated requests by the Chronic Fatigue Syndrome Advisory Committee
(CFSAC), patient organizations and independent advocates to the CDC for the
removal of the harmful toolkit promoting CBT and GET have been ignored. The
clarification by Unger that the website was only revised because it was
"confusing" is a clear sign that CDC has not really changed.
From the article: "As well as dissuading researchers from working in the CFS/ME
field, scientists fear that pressure from campaigners has also begun to show in
the wording of guidance for patients and doctors from national health authorities.
In the United States, the CDC has removed references to cognitive behavioural
therapy and graded exercise therapy from its website.
The head of the CDC’s chronic viral diseases branch, Elizabeth Unger, told
Reuters this was done to remove jargon and medical terms that are not widely
understood by the public. “We received feedback that the terms were confusing
and too frequently misinterpreted,” she said in an email response to questions.
Unger said the CDC’s advice stresses that each CFS/ME patient’s needs are
different. “For some, carefully managing exercise and activities can be helpful,”
she said. “Likewise, some patients may find that talking with a therapist helps
them.”

Colleen Steckel
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NIH’s/
NINDS’
Information

Request

for

NIH’s/ NINDS’ Request for Information: Soliciting Input on How Best to Advance
Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS) Research
Purpose
In 2018 the National Institute of Neurological Disorders and Stroke (NINDS)
formed a Working Group of the National Advisory Neurological Disorders and
Stroke (NANDS) Council focused on how best to advance research on myalgic
encephalomyelitis /chronic fatigue syndrome (ME/CFS).
The Working Group, composed of scientists, clinicians, representatives from nongovernmental organizations (NGOs), and individuals with ME/CFS, is charged
with:
identifying gaps and opportunities in ME/CFS research,
considering unique opportunities for NIH-supported ME/CFS research to
attract and train a pipeline of new and young investigators, and
identifying potential approaches to enhance ongoing research collaboration
and communication between NGOs, individuals with ME/CFS, researchers,
and federal agencies that support research in ME/CFS.
The NANDS Council Working Group for ME/CFS is soliciting input on approaches
and strategies to address the charge of the Working Group and will use the
responses to this Request for Information (RFI) to help inform discussions of how
to advance research on ME/CFS.
Information Requested
NIH is soliciting input from all interested stakeholders, including researchers,
health care providers, individuals with ME/CFS, patient advocates and health
advocacy organizations, scientific or professional organizations, federal agencies,
as well as other interested members of the public. Organizations are strongly
encouraged to submit a single response that reflects the views of their
organization and membership as a whole.

Link to further info and participation: http://bit.ly/2JnQJBN
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5. Cartoon Djanko
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6. Grassroot
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Or Are We Condemned To A
Lifelong Sentence…
https://bit.ly/2JNU3WY as on the fbpage
of
Groep
ME-Den
Haag
http://bit.ly/2UmSLGs
Groep ME-Den Haag, the Dutch
petitionary of which we reported from
the very start of the Chronicle, caused
the parliament to act upon their most
successful citizens initiative
and to
break new ground towards recognition,
100% biomedical research and care of the 14.000 or so ME-patients in the
Netherlands, exacting CBT and GET to be removed from the current guidelines
(2013, cloned from the NICE-guidelines).
This led via an advisory report of the Dutch Health Council towards a letter of the
Minister for health Bruno Bruins to the parliament in which he drew
conclusions which were not completely satisfactory and in fact insufficient.
On March 7, 2019 Groep ME-Den Haag and 3 other patients representatives
discussed this letter which staff members of Bruno Bruins and a delegation of
ZonMW https://www.zonmw.nl/en/. On that occasion a short vision (the first 3
minutes or so) of this film was shown at the start, with the lights off. It had a deep
impact on all present. During the following discussion the lights weren’t switched
on again for a long time without anybody noticing it…
On March 27, 2019, Groep ME-Den Haag and 4 other patients representatives had
a discussion with members of the Dutch permanent parliamentary committee for
health. Again the film was shown, this time its full version. The spokesman of
Groep ME-Den Haag commented before and after that only with a full awareness
of the seriousness of a situation, one is 100% inclined to try and improve it. That’s
the purpose of this film, which clearly shows how deadly ME can be.
It made a deep impression on all present (with some 80-100 patients and
advocates on the public gallery: hardly ever seen before, the MPs commented)
and will surely lead to further actions of the parliament itself.
The film contains fragments of Unrest as well https://www.unrest.film
Those who’d like to help with transcribing, translating and subtitling it, are most
welcome to let Groep ME-Den Haag know via MEDenHaag@gmail.com. Part of the
stills are already in English.

Submitted by Rob Wijbenga
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About Resolutions
ME-patient and advocate Lisa M. Alioto (https://bit.ly/2Jkahag) from Minnesota,
USA composed 10 basic but crucial resolutions for 2019.
Every year I make resolutions for the new year and I am proud to say that I keep
over 90% of them. Today, I thought I would share my resolutions that are related
to my life with a chronic illness. I’m sure many of you have similar goals in mind;
for me, putting them to paper solidifies them. Every day I achieve them SUCCESS! And some days, I need to rely on the joy from those successes quite a
bit. Other days, it’s just another feather in my cap.
So here goes!
Pace: I will pace. Period. I will not try to, I will not do it when it’s convenient
or when I feel a flare approaching, I will just do it.
Self-Care: I will put me first. I will not sacrifice my health to make it easier
for others. I will not feel guilty for saying no.
Yes: I will start saying yes to offers of help rather than a polite, in denial,
no.
Rest: I will not consider resting, even for the entire day, a waste. I obviously
needed it and my needs are not valueless.
Medical Care: I will not be afraid to ask the questions I want answers to. I
deserve to know the details of my diagnosis, prognosis, and treatment plan.
Comprehensive Medical Support: I will not accept less than from my
medical care providers. If I know more about my illness than them, they are
not the doctor for me. I will seek providers knowledgeable on my conditions
and that can optimally help me.
Celebrate: I will find something to celebrate every day. Every day brings
new opportunities, big and small. I will seek them out and make the most
of the ones I can.
Challenges: I will not back away from new opportunities out of fear it will
trigger a flare-up. I will make decisions based on balancing the facts, not
based on the fear of a possible (but perhaps not even probable) flare-up.
Support: I will find ways daily to support my fellow chronic illness warriors
in big and small ways. They are an amazing group of friends that deserve
the best I can give them.
Most Importantly: These will not be my only resolutions because there is
so, so much more to me than my illness. I have a lot to contribute to the
world around me and the people in my life. Myalgic Encephalomyelitis is
what I have, not who I am.
I hope that some of these resolutions resonate with you - most importantly, I
hope you keep #10 in mind. It's so easy to get caught up in the pain and
exhaustion and forget that underneath it all we are still who we were all long, long
before our chronic illness entered our life. Our heart and soul is still intact, if not
wiser, stronger, and more compassionate.2019 is the year to be good to you in
every way. Be fearless in the pursuit of what sets your soul on fire!

Source: http://bit.ly/2JHXVJ6
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ME Awareness Week 2019 Will Be
All About YOU And M.E.!
ME Awareness Week (6th to 12th May 2019) is
the most important part of our year. It’s when
we all work our hardest to tell the world that
M.E. is indeed both Real and Physical. And we
don’t do it alone.
We know that you, our amazing M.E.
Community, will be using your precious spoons
to come forward too, doing something,
anything, to raise awareness of M.E.
Real people. Real disease. Real M.E.
The focus of this year’s campaign will be the
Real M.E. Using images of Real people
(https://bit.ly/2TLv3o4), telling the world that
M.E. is a Real disease. Basically trying to get the
message across about what M.E. feels like.
We know that it’s not an easy disease to describe. M.E. can be largely invisible
and the symptoms can vary from person to person and in intensity and severity
from one day to the next. So that’s where we need your help.
Talking to the Press
Our Press Officer, John Siddle, ambitiously proposes to develop this theme of the
Real M.E. – bombarding the local newspaper offices the length and breadth of the
country with photographs and stories of people with M.E. Trying to get your own
story out there.
Sharing a story and being named publicly is not for everyone, so please don’t feel
pressured to do so, but if this is something that does appeal, then please get in
touch with John (john.siddle@meassociation.org.uk) and he’ll try to get your
story into the print/online media.
Your Photos and Video
Our Content Manager, Russell Fleming, has been working hard to show the world
what M.E. looks like. He started the REAL ME campaign last year and it has gone
from strength to strength, receiving over 400 photos, video clips and contextual
stories from people with M.E.
This year we will be focusing again on this campaign and continuing to use your
photos to help raise awareness. You can see one photo from each person who has
taken part by visiting a new dedicated page on this website
(https://bit.ly/2TLv3o4).
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We will be expanding this page and including more photos as well as stories as we
move closer to ME Awareness Week 2019. We are also happy to receive short (1minute or less) video clips.
If you would like to be included in the campaign, and are happy for us to use your
photos or video anonymously across our website and social media platforms then:
Please send them – together with a short explanation of the context – to Russell
(russell.fleming@meassociation.org.uk) and title your email ‘Real M.E. Campaign’.

Submitted by Russell Fleming, MEAssociation
Source and more info: https://bit.ly/2WaN4ZL
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ME & Art
An initiative of the Open Medicine Foundation
When we announced the Hope & Heart Unite for ME/CFS Poetry & Art Slam project
together with Lev Leytzan, we said, "Your words and art have power." The heart
and hope shared in your words and images truly left us speechless. We thank each
and every person who submitted a heartfelt entry. You have truly touched our
hearts and inspired many people.
We are honored how our OMF community has ascended to new heights for this
project. We received over 130 submissions from 17 countries. The poetry and art
are available for you to view here: http://bit.ly/2SUimmm
Our panel of judges and your votes combined to identify the poems that most
represent hope. In total, all submissions received over 2,000 online votes.
We are pleased to announce the winning poem is "Even Though" by Laurie Glass
http://bit.ly/2XS8ixa Laurie captured the essence of hope for so many. We thank
Laurie for her message and thoughtful use of imagery.
(Laurie’s poem has been included in this issue of the Chronicle. The editors)
We are now working to create a song to share this message of hope. However,
like this year's Nobel Prize for Literature, we have decided that multiple poems
will best create the strongest message in a song. Therefore, we will be creating a
"mash-up" with several poems and will announce the additional selections at a
later date. The musical artist has begun working on the song and it will be released
during our upcoming #MayMomentum.
Visit our website to see additional artwork: http://bit.ly/2SUimmm
Thank you to everyone who joined in solidarity to build more awareness and share
hope. We look forward to the upcoming song and the 2nd Annual Hope & Heart
Unite for ME/CFS.

Source: http://bit.ly/2TOOWtC
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#MEAction
We are thrilled to announce #MillionsMissing 2019! This May, we will take to the
streets - or demonstrate from our beds - to show the world we are here, we are
the #MillionsMissing, we will continue to fight for our demands for people with
myalgic encephalomyelitis (ME).
We’ve made important strides in making our voices heard before our government
leaders across the world, but we have so much more to do. More than ever, we
need to grow our movement and remain persistent in our demands to reach largescale change.
Now is the time to take our fighting
spirit and creativity to the streets once
more. Now is the time to spark a
groundswell of support from the public
for ME. We must send a message to
our government representatives that
we are here, we are fighting for our
lives, and we are not going away. We
demand equitable research funding
and care, accurate medical education
and an end to the harm and stigma.
Last year was our largest global
protest ever with 100 cities around the
world demonstrating, and even more
participating virtually. The press told
our story 79 times around the world.
This year will be even larger.
Register Today: http://bit.ly/2OdyHRn
Each demonstration should decide what targets (it can be general or specific) will
be most impactful for drawing attention at your location. We aren’t dictating
specific targets this year by country as we did in previous years. In the UK and
Scotland, the #MillionsMissing campaign will focus on increasing funding for
biomedical research into the diagnosis and treatment of ME.
Last year’s #MillionsMissing movement led to a meeting with the director of the
National Institutes of Health in the US to discuss implementing a strategic plan for
people with ME. From the meeting, it was clear that NIH is only comfortable with
an incremental approach, which is all the more reason that we must continue to
fight publicly for our demand to accelerate research for ME now.
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In the UK, 40 MPs voted on a motion last month to increase biomedical funding
and suspend graded exercise therapy, among other actions.
In Australia, an MP has tabled a motion for ME in Parliament, and national health
guidelines are in the process of being drafted for ME.

In Denmark, Finland and Norway, ME communities are fighting to stop their health
leaders from issuing guidelines for ME based on a biopsychosocial model that
ignores the biomedical realities - and international scientific consensus - of the
disease. Germany recently softened its position of ME as a biopsychosocial
disease, but continues to recommend graded exercise and talk therapy as
treatment.
We will be releasing our toolkit shortly that will include a step-by-step guide on
organizing a protest or doing a virtual action, as well as links to posters, press
materials, flyers and tips on photography.
Now is the time to make ourselves visible. Join us!

20 Back to Table Of Contents

#MillionsMissing – A Global Campaign for ME Health Quality
May 5-12, 2019
Register your city now for #MillionsMissing 2019! (http://bit.ly/2YelLiS)
Last year, #MillionsMissing took place virtually (http://bit.ly/2Cxn9DV), and in
over 100 cities (http://bit.ly/2FzIbnG) around the world. Sign up to organize a
protest in your city or a virtual protest now!

Photography:
May 2018 (http://bit.ly/2HNQYUk)
May 2017 (http://bit.ly/2CExrSQ)
September 2016 (http://bit.ly/2CExrSQ)
May 2016 (http://bit.ly/2USaUck)
Register now (http://bit.ly/2YelLiS) if you want to HOST an event.
If you want to attend, we'll have sign-up forms ready for you at a later date. Keep
checking back for toolkits, FAQs, and a calendar of planned protests. We hope
everyone – patients, caregivers, friends, family, and allies, especially those with
related diseases or other disabilities – will join us.
#MillionsMissing 2019 Toolkit & Guide for Event Hosts:
#MillionsMissing 2019 - Global (http://bit.ly/2HRJiR9)
#MillionsMissing 2019 Guide – UK (http://bit.ly/2FpH7Bo)

#MillionsMissing T-shirts are available again!
Visit our U.S. store here http://bit.ly/2JDW9cd.
If you're in the U.K., you can find shirts here http://bit.ly/2OqWLjQ.
Australia shirts are available here http://bit.ly/2Fu2Sjm (bulk orders
recommended).
People outside of these regions can email us at info@meaction.net if they
would like to purchase t-shirts in bulk.
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Register Here http://bit.ly/2YelLiS
#MillionsMissing is a global campaign for myalgic encephalomyelitis (ME) health
equality. We protest around the world for increased government funding for
research, clinical trials, medical education and public awareness.

Led by #MEAction (http://bit.ly/2UVLLNQ), the first global protest took place in
May 2016 and has since grown each year to an astounding 100+ cities and virtual
protests in 2018.
ME (commonly known as "chronic fatigue syndrome" http://bit.ly/2TWmvdX) is a
systemic neuroimmune disease characterized by post-exertional malaise (a severe
worsening of symptoms after even minimal exertion). It causes dysregulation
(http://bit.ly/2TWmvdX) of both the immune system and the nervous system.
The effects of ME are devastating enough to leave 25% (http://bit.ly/2TWmvdX)
of
patients
housebound
or
bedbound
and
an
estimated
75%
(http://bit.ly/2TTQnI1) unable to work. ME affects 15 to 30 million around the
world, yet this disease remains invisible and people are missing from their own
lives.

Source: https://millionsmissing.meaction.net/
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Marathon Mike
CYPRUS (17.03.19)
After 6 months since Sofia, I arrived
in Cyprus for number 20 after 60
training runs and 400 miles of winter
training to kick off year 5 and the
first of six marathons in 2019.
Heading into the race I'd run my
fastest ever Half Marathon (1 hr 40
in Gloucester) and raised £1250 for
Invest In ME's biomedical research
projects which I was really happy
about (£15.6K overall).
A week
before the race I picked up a heavy
cold which made me a bit fearful of
the 20C temperature swing from my
training but I knew I'd be able to get
round OK.
After a seriously
turbulent and petrifying 6 hr flight
(1.5 hrs spent circling Cyprus through a thunderstorm until it was safe to land)
we made our way to Paphos with a new team member in tow. Lucy, our 4 month
old daughter was along for the ride and we got a lovely apartment with a pool on
the edge of the town. The day before was fun, it was very warm and we walked
around Paphos and it's medieval castle and promenade stacked with funny British
bars; it felt a lot like Blackpool in the 80's!
Start
There was a 6am bus to Aphrodite's Rock (Petra Tou Romiou) 20 miles south of
Paphos where the race started and a I met up with Mark Openshaw, a fellow
Euro marathon collector from the UK who was also on his 20th! We swapped
stories on the bus and stood over the beach as the temperature started to climb.
Only 300 or so runners crossed the pop-up start line accompanied by ghastly
Euro-dance from the nearby DJ. There was immediate long incline back towards
Paphos that got the lungs going but it was easy to get into a nice stride with very
little congestion. I noticed pretty early on that I wasn't breathing that well, my
cold still hadn't shifted and it was a bit uncomfortable but at least my achilles had
appeared to have healed a bit (no pun intended).
As it would be for most of the run, there was quite a strong headwind, probably
the strongest I've experienced in a race so far as the course turned inland towards
the village of Kouklia. (read more http://bit.ly/2TSA7H6)

Thanks for your support!
Mike
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SEID Is Killing ME
Advocating in the United States for the disease myalgic encephalomyelitis (ME)
has reached a new challenge that threatens the very core of the recognition for
the disease. While some advocacy organizations have diverged and taken the
alarming path of partnering with the US Health and Human Services (HHS) in
adopting, using and educating with the government constructed "systemic
exertion intolerance disease" (SEID), which does not define a distinct disease MEadvocacyremains focused on advocating for the specific acquired neuroimmune
disease ME as defined by international ME experts.
The blog covers the challenges ahead for patients who have ME as described in
the International Consensus Criteria (ICC) getting proper care and treatments. It
also details what ME advocates can do to ensure that the distinct disease ME per
ICC gets adopted by HHS.
The Importance Of Criteria
A 2014 study titled: A comparison of health status in patients meeting alternative
definitions
for
chronic
fatigue
syndrome/myalgic
encephalomyelitis
(http://bit.ly/2WaSfJb) out of Griffith University in Australia comparing the MEICC and CFS-Fukuda concluded:
“These preliminary findings suggest that the ICC identifies a distinct subgroup
found within patients complying with the 1994 CDC definition, with more severe
impairment to their physical and social functioning.”
The importance of focusing on research and treatments using a “distinct” group
of patients cannot be overstated. Lack of understanding about ME has led to
massive suffering and early deaths of many ME patients. A continuation of the
same inadequate information will lead to the same poor outcomes.
The ICC selects a distinct group of patients while the ME/CFS-SEID criteria
continue to select an overly broad group of patients many of whom suffer from
other conditions or idiopathic fatigue.
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Using Wrong Criteria Harms
Consequences Of ME/CFS-SEID Usurping ME-ICC
Wrong diagnosis of all people with ME (pwME) with the vague condition
ME/CFS-SEID
No specific testing for proper diagnosis as described in the IC Primer will be
ordered by doctors
False focus on behavior modification treatments such as pacing, diet,
increased fluids, sleep hygiene, instead of demanding proper FDA approved
treatments
Lack of progress and deterioration will be blamed on patients not changing
their behavior enough
Impediment of meaningful scientific progress for the disease ME because of
the use of vague criteria for cohort selection in studies (studying a mixed
cohort will result in false or confusing findings that can not be replicated in
follow-up studies)
Without proper diagnosis and appropriate treatments, pwME will continue to
suffer in solitude and darkness with no hope of healing and a cure.
Background
In 2011 a highly respected international group of ME experts created the
International Consensus Criteria (ICC) using the name myalgic encephalomyelitis.
The main reason for the creation of the ICC was to improve on the previous
experts’ criteria, the 2003 Canadian Consensus Criteria (CCC), and to distinguish
those who suffer from the acquired neuroimmune disease ME as opposed to those
who suffer from various fatigue conditions (CFS).
The 2015 IOM report “Beyond ME/CFS”, commissioned by HHS, redefined the
disease (against the advisement of the medical, advocacy and patients
community) using the same ME/CFS label used in the CCC but using a different
set of diagnostic symptoms (SEID) that were based on data evaluation that has
most ME data removed. At this time the term ME/CFS can ambiguously mean
either CCC or SEID criteria.
Over the course of MEadvocacy’stime advocating for patients, the ICC has gained
popularity with researchers. In addition, many patients have had success using
the IC Primer to educate their physicians. The #PwME4ICC petition
(http://bit.ly/2xjbjuF) asking HHS to adopt the International Consensus Criteria
(ICC) has received overwhelming support.
At this time, MEadvocacywants to clarify that while other organizations have
chosen to adopt the ME/CFS-SEID criteria (while falsely and deceptively labeling
themselves as “ME”), we will continue to advocate for ME as defined by the ICC.
We have updated our website information to better reflect our position that MEICC is needed for patients to get proper diagnosis and treatments.

Read the rest of the blog at https://www.meadvocacy.org/seid_is_killing_me
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#UNREST
The #TimeforUnrest campaign laid a vital foundation for outreach. All of your
donations to the campaign and purchases through our online stores created an
incredible platform that reached communities, medical schools, and research
institutions all over the world. We are excited to share with you exactly how the
#TimeforUnrest campaign, and our partnership with MEAction, continues to effect
positive change for the ME community. In 2019, we are heading into a new
chapter, one that begins with key accomplishments and a strategic transition. As
you may know, many of the #TimeforUnrest campaign’s staff joined MEAction last
year, including our impact campaign director, Laurie Jones (now MEAction’s
managing director) and UK impact campaign team member Espe Moreno (now
MEAction’s UK coordinator). This helped to facilitate a year of consolidating the
advocacy and community-building sparked by Unrest’s 2017 release. In 2019,
MEAction will be redoubling its efforts to organize screenings of Unrest, this time
focusing on the medical community—US healthcare providers can now receiving
continuing medical education credits after watching Unrest and we’re working with
MEAction to accredit the film in other countries.
New Content Is Coming!
We’re excited to be starting post-production for short-form content. We’ll include
interviews we’ve filmed with patients, researchers, and clinicians, as well as
sequences from Unrest we couldn’t include in the final cut. Keep an eye out for
updates on our social media channels!
For backers of the #TimeforUnrest Kickstarter campaign, you will receive access
to these interviews and scenes prior to the general public if these items were
included in your campaign rewards. For any other #TimeforUnrest rewards
questions, please review our reward FAQ page (http://bit.ly/2FfHSwz).
Together We Can Continue Supporting the Movement
There are two key ways to keep supporting the work:
Purchase a copy of Unrest: give it to a friend, donate it to a library, or host
a screening in your community. You can also also ask your local library to
purchase a copy of Unrest using these tools (http://bit.ly/2W4r7eI).
Proceeds continue to help support the distribution of Unrest and its use as
an educational tool.
Support #MEAction, the main avenue through which we will continue the
advocacy
that
was
sparked
by
Unrest:
donate
today
(http://bit.ly/2Cke7u7).
With your support, we can continue to use Unrest as a tool for change.
Thank you for being on this journey with us,
The Unrest Team
(Jennifer Brea & Laura Hess)
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MEadvocacy.org
Revitalized
Website – Same Focus
We are excited to announce
revitalization of our website
complete. Here is an overview of
changes we have made since
project began last summer.
Please
take
a
look
https://www.meadvocacy.org

the
is
the
the
at:

On our website, words in an orange font are clickable links.
Homepage: New graphic symbolizes MEadvocacy’s focus on confronting ME
issues at the highest levels of US government.
About: What Is ME?
Clearly outlines the disease Myalgic Encephalomyelitis as defined by experts who
have thousands of hours of experience caring for patients and researching ME.
Stories of patients, recognition of the severity of Severe ME patients and
frequently asked questions give an overview of the disease. Hope for the future is
outlined if proper steps can be taken by the community and health agencies.
About: About MEadvocacy
States our mission is to advocate for recognition, definition, & research for myalgic
encephalomyelitis. We are an all-volunteer organization. Explains our connection
to May12.org a 501(c)(3) nonprofit and lists our volunteers.
Blog: Blogs
New layout provides our blog graphics and introductory paragraphs with clickable
links to take you to the full stories. Since we have so many blogs from the past
several years, we are still updating the format of the older blogs. To help you
during the transition, you can visit our new Blog Index page.
Blog: Blog Index
An easier way to view what MEadvocacy Advisory Committee has written along
with our honored guest contributors. Check out our index with a chronological list
of all our blog titles with direct links to the full article. The index is ordered from
newest to oldest.
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Resources: Resource
This page has a wide variety of important resource documents including:
ICC Questionnaire
NEW - Spanish Translation of ICC Questionnaire
Simple fact sheets
NEW - Template for May 12 Awareness Day state proclamation
Links to ME science
Information about criteria
Links to a wide variety of books, videos, and websites
Donation:
Huge thank you to all of our supporters this past year. Whether it was an act of
sharing information from our website or a monetary contribution, your support
has helped us revitalize our site and keep it running. Much appreciation to our
volunteer Olga Pinsky for spearheading this initiative. Since our project is now
complete, we have updated our donation page for the new year.
Join: Member & Volunteer
As always, all memberships are free. Become a member if you want to show your
support, volunteer to help, or opt to be added to our email list. Hoping you like
our more user-friendly format.
Search:
Now we have an easy way to search our website. For inspiration, we have provided
a list of examples to search. We have also updated the look of our FB page and
Twitter profile!

In Other News
MEadvocacy advisory committee member, Colleen Steckel, will be attending NIH
meeting in April as an attendee. She will use the opportunity to raise awareness
about the need for research for the ME ICC patient community.
May 12 ME Awareness Day is fast approaching. For many states, there are several
days left for requesting a proclamation for a statewide May 12 ME Awareness Day.
See our resources page for an example of a proclamation template that our
members may use.
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ME/CFS Alert
Episode 103
https://youtu.be/3VPFJsNJS88
Inflammation, Neural Function and ME/CFS
Ronald G. Tompkins, M.D., Sc.D.
Inflammation's impact on metabolism and neural function,
an interview with Ronald G. Tompkins, M.D., Sc.D., Sumner Redstone Professor
of Surgery, Harvard Medical School; Founding Director, Center for Surgery,
Innovation & Bioengineering,
Massachusetts General Hospital Dr. Tompkins is a member of the Working Group
which offers their expertise and resources to the ME/CFS Collaborative Research
Center at Stanford University.

Episode 104
https://youtu.be/b0mmxZ9dxVE
Is it ME? One man's struggle to find a diagnosis
An interview, filmed by my wife, Linda Gasparello, in Quincy, MA. It features
David Chan, a young man who, his friends believe, has ME, but it has not been
diagnosed.
His journey through the nightmare of doctors -- lots of them -- who told him that
his problems are psychosomatic, when he is quite apparently gravely ill, will be
very familiar to the ME community.
Linda and I both believe that if he doesn't get help soon, he will die. He is palpably
very ill.
I am grateful to a ME sufferer in Bellevue, WA, Sharon Simas, for alerting me to
David's condition. He is in great need. David Chan can be reached at
davidchan1407@gmail.com
You can help support this program by donating to our GoFundMe:
https://www.gofundme.com/MECFSAlert
Mentioned in this interview: metabolomics, chronic fatigue, chronic inflammation,
invisible illness, post-exertion malaise, Positron Emission Tomography (PET)
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The American ME
Society (AMMES)

And

CFS

“The first concern among ill people is getting well. Getting medical help and
treatment is a priority. This makes perfect sense in the context of a debilitating
disease like myalgic encephalomyelitis, aka chronic fatigue syndrome (ME/CFS).
Everyone with a chronic illness wants to recover. But people who are so
impoverished that they can’t afford food, clothing, and shelter face a struggle for
survival on a daily basis. That struggle can overshadow all others – including the
search for physicians and treatments – while patients scramble for their basic
needs. The effort to stay alive is all-encompassing.
How will these patients get food to eat, pay their rent, and buy such bare
essentials as shoes?
Who will help them when their options run out?”
This is Erica Verrillo’s introduction to the activities of AMMES, a charity which
seeks to provide in the basic needs of those patients with ME who have difficulty
to do so themselves:
On food:
“Most applicants to the American ME and CFS Society’s (AMMES) financial crisis
fund have mentioned difficulty obtaining adequate food. In one case, a patient
reported that she had no food at all in her kitchen. Because of the government
shut down, she had been unable to get food stamps, and with the month-long
delay, she had simply run out of food. AMMES immediately sent her a check to
cover three weeks of food.”
On clothing:
“One applicant to the AMMES financial crisis fund reported that she had no clothing
at all. Her abusive ex-boyfriend had destroyed all her clothing, including her
shoes. She had been wearing flip-flops to her medical appointments for months.
In addition, she had no proper undergarments. AMMES helped her to purchase
shoes and clothing that fit her. We have also purchased outdoor clothing for the
winter months, such as coats and sweaters.”
“In this country (the USA, ed. MEGC), poverty is treated as if it were a character
flaw. Looking impoverished is simply another obstacle in the way of getting help.
Presentable clothing not only makes it easier to get assistance, it restores dignity.
After being routinely dismissed, and struggling for years with a system that does
not believe them, restoring a sense of internal worth in these patients is vital for
their well-being.”
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On Shelter
“In a previous article, Homeless: How AMMES Is Keeping People With ME in Their
Homes (http://bit.ly/2YdNIaw), I discussed homelessness among people who are
seriously ill with ME. For those who have lost their incomes, losing their homes is
right around the corner. For the most part, AMMES has prevented evictions simply
by paying rent. But there are also other ways AMMES keeps people in their
homes.”
“Having a roof over your head is important, but once that roof is secured, the
benefits of having that roof must be secured as well – namely electricity, heat,
and running water. Several people who have applied for the AMMES fund have
been unable to pay for their basic utilities. They were either on the verge of being
cut off, or were facing fines and late fees. A house without heat and running water
is basically a squat, so AMMES paid those bills. We have also paid for fixing broken
doors, toilets, security deposits, and other necessary costs for maintaining a
home.”
On helping/donating
I cannot stress enough how vital this work is. Nothing is more important than
saving a life. You can help us do just that.
To donate go
HERE (http://bit.ly/2Op2gQp).
To read more about the fund, go
HERE (http://bit.ly/2WdupMI).
If you like what we are doing, please leave a review
HERE (http://bit.ly/2TnwwMa).”
Volunteers for AMMES are warmly welcomed! And AMMES still has board
positions that need to be filled. Please contact Erica Verrillo at
admin@ammes.org

Submitted by Erica Verrillo
source: http://bit.ly/2TlQoiP
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The Impossible Path
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In Memoriam: Criona Wilson
On 31 January 2019, ME Research UK announced
the sudden death of Sophia Mirza's mother, Criona
Wilson, who the day before Sophia died, promised
her daughter that her death would help many
others. On which Sophia's last words were: "Then it
was all worth it".
To give that shape Criona started the website
Sophia and M.E. http://www.sophiaandme.org.uk/
on which she posted all of Sophia's documents.
As often mentioned, Sophia was the first ME patient in England on whose death
certificate ME was mentioned as the cause of death, as autopsy indeed found
widespread inflammations in the spinal cord. Her story is also told in the ME
documentary Voices from the Shadows http://voicesfromtheshadowsfilm.co.uk/
and by Criona herself.
In an interview for the British television program Meridian Tonight, Criona told
how Sophia fell ill and stayed ill: https://youtu.be/dJvFwhW3FUY
Until the last moment of her life she has tried to depict the suffering of serious ME
to whomever she could reach.
Criona Wilson was a woman with a charismatic appearance, who also lived for
her mission.
May she have found the deep peace she must have been longing for

33 Back to Table Of Contents

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

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

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

USD bank details:
Account Holder: TransferWise FBO Save4Children
Account number: 8310172655
Wire Routing Number: 026073008
ACH Routing Number: 026073150
Address:
TransferWise
19 W 24th Street
New York
10010
United States
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8. Science
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U of A Scientists Discover A
Hidden Cause Of Encephalitis
Discovery of viral culprit may open new areas of research to develop potential
therapies.
A virus previously considered to be relatively harmless has been pinpointed by
University of Alberta researchers as a cause of encephalitis.
The finding identifies a pathogen named pegivirus as the culprit, and deepens
scientific understanding of what leads to the neurological disease. It’s hoped the
discovery opens new avenues of research for potential therapies.
“This virus was not known to cause any disease,” said Christopher Power,
Canada Research Chair in Neurologic Infection and Immunity at the U of A and
senior author of the study. “In fact, most people with pegivirus won’t get
encephalitis, but we now know that it affects some people uniquely.”
Encephalitis is inflammation of the brain, caused either by viral infections or the
body’s own immune system mistakenly attacking brain tissue. According to Power,
clinicians only find the causes in about half of patients. Though most people
recover from encephalitis, it can cause permanent mental and physical disabilities,
and can prove fatal for approximately five to eight per cent of patients who
contract it.
The researchers made their discovery after attempting to diagnose the cause of
encephalitis in two patients who died from the illness at an Edmonton hospital.
Unable to identify a clear cause while the patients were alive, the researchers
examined the patients’ brain tissues post-mortem by deep sequencing their RNA—
a technology that allows researchers to detect rare microbes comprising less than
one per cent of the original sample.
“We got the answer within two days and knew what we were dealing with,” said
Power. “We discovered this pegivirus, which I'd never heard of before. And in fact,
the reason I hadn't heard of it before is because it had not been previously
reported to cause brain infection.”
Power’s team found the virus actively replicating in specific cells in the brain,
confirming their suspicions it caused the encephalitis. Since the initial finding,
Power said, pegivirus has also been found in the brains of several other patients
with neurological diseases by his group and others.
Pegivirus is believed to be present in about five per cent of the general North
American population and up to 20 per cent of the population in developing
countries. The researchers believe the virus is transmitted through blood products,
but possibly also through sex and from mother to child. It’s unknown what
proportion of encephalitis cases it causes.
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“We think it might be a more common cause of encephalitis,” said Power. “So we
are now also doing a followup study to look at the prevalence of pegivirus in
patients with encephalitis within Alberta. We also want to take a closer look at the
fundamental properties of the virus and its susceptibility to existing antiviral
drugs.”
The research, published in Annals of Neurology, was supported by funding from
the Canada Research Chairs program, the Multiple Sclerosis Society of Canada
and an Alberta MS Network studentship.

Ross Neitz
Source: https://bit.ly/2CpPLPL
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Evidence
Of
Widespread
Metabolite
Abnormalities
In
Myalgic
Encephalomyelitis/Chronic
Fatigue Syndrome: Assessment
With
Whole-Brain
Magnetic
Resonance Spectroscopy
Christina Mueller, Joanne C. Lin, Sulaiman Sheriff, Andrew A. Maudsley,
Jarred W. Younger
Published: Brain Imaging and Behavior, 7 January 2019
Brain inflammation in ME/CFS has also been explored via magnetic resonance
spectroscopy (MRS). MRS can be used to measure the levels of several
metabolites related to neuroinflammation, including choline-containing
compounds (CHO), myo-inositol (MI), lactate (LAC), and N-acetylaspartate (NAA)
MRS metabolites have also been used to monitor the progression of known
inflammatory disorders, such as multiple sclerosis (Kirov et al. 2017; Kocevar
et al. 2018), and have been shown to correlate with cerebrospinal fluid markers
of inflammation (Anderson et al. 2015)
One limitation of previous ME/CFS studies employing MRS is that they have
analyzed small regions of the brain. Therefore, in this study, we proposed to
extend the MRS analysis of ME/CFS by capturing multi-voxel information across
the entire brain.
In addition to acquiring whole-brain MRS information, we attempted to extend
previous studies by adding a measure of brain temperature
To our knowledge, it is the first whole-brain MRS study conducted in individuals
with ME/CFS. We hypothesized that the ME/CFS group would show elevated CHO,
MI, LAC, higher brain temperature, and lower NAA than the control group. Support
for those hypotheses would be consistent with the presence of brain inflammation
in ME/CFS.
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17 women & 17 age- & sexmatched controls : (i) age between 18 and 55 years;
(ii) met Fukuda case definition criteria for ME/CFS (Fukuda et al. 1994), without
the Reeves et al. (2005) modifications but with additional criteria proposed by
Jason et al. (2010) Exclusion criteria for both groups included: amongst others
diagnosed neurological, major psychiatric, autoimmune, rheumatologic, or
inflammatory disorders
Metabolites related to neuroinflammation (CHO, MI, and LAC) were higher in
ME/CFS patients compared to controls in several brain regions. Of the regions
showing metabolic differences, several also showed significant correlations
between metabolite ratios and self-reported fatigue on the FSS (Table 3, Fig. 3),
whereby higher ratios were associated with higher fatigue. None of the metabolite
ratios associated with inflammation showed negative associations with fatigue.
Participants with ME/CFS also showed significantly higher average brain
temperature than control participants at p < 0.05 in five brain regions – the right
frontal cortex, right insula, right putamen, right thalamus, and cerebellum.
Elevated brain temperature in ME/CFS is not a consequence of elevated body
temperature.
Elevated CHO in the ME/CFS group was found in the bilateral anterior cingulate
(ACC), left middle cingulate, right calcarine sulcus, and right occipital and
temporal lobes. These results support previous reports of increased CHO in
ME/CFS, specifically in the occipital cortex (Puri et al. 2002). Because only free
CHO and water-soluble breakdown products of membrane components (i.e.
phosphocholine, glycerophosphocholine) are detectable by MRS, excess CHO has
been interpreted as indicating abnormal phospholipid metabolism and accelerated
cell membrane turnover, consistent with the processes of glial proliferation and
demyelination (Glunde et al. 2004; Lin and Gant 2013). Although inflammation
in ME/CFS is expected to be of low severity and may not cause demyelination,
diffusion studies have previously pointed to subtle white matter abnormalities in
ME/CFS (Zeineh et al. 2015). The current findings suggest that glial proliferation
may underlie these changes. Increased CHO/CR is consistent with the presence of
neuroinflammation in patients with ME/CFS.
The most significant difference in the study was CHO in the left ACC. The current
study provides further evidence for the link between ACC inflammation and fatigue
by demonstrating that ME/CFS patients show elevated CHO in this region.
We found increased LAC in ME/CFS patients in the bilateral insula, bilateral parietal
cortex, left hippocampus, left middle cingulate gyrus, left precuneus, right
thalamus, right rolandic operculum, left temporal cortex, right calcarine sulcus,
right fusiform gyrus, right lingual gyrus, and cerebellum. LAC is a byproduct of
anaerobic cell metabolism (glycolysis) that is not found at high levels in the
healthy brain, but is produced by various immune cells under inflammatory
conditions (Dienel 2012; El Ghazi et al. 2010). Because anaerobic glycolysis
results in much less efficient synthesis of adenosine triphosphate (ATP) than
healthy metabolism, the resultant energy deficits at the cellular level may drive
the profound fatigue experienced by ME/CFS patients
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We also examined temperature across the brain in ME/CFS and control
participants. Consistent with our metabolite data, and with previous reports of
increased temperature in other neuroinflammatory conditions, we found that
individuals with ME/CFS had higher average temperatures in the right frontal
cortex, right insula, right putamen, right thalamus, and the cerebellum than the
control group.
It is not certain that the observed temperature differences are associated with
neuroinflammation. However, we note that three out of the five regions with
elevated brain temperature in individuals with ME/CFS also contained elevated
lactate: the right insula, right thalamus, and cerebellum. The convergence of
elevated lactate and elevated temperature in the same regions suggest
heightened metabolism that may be related to neuroinflammation.
Conclusions
This study is the first to investigate whole-brain MRS markers of
neuroinflammation in ME/CFS. We report metabolite and temperature
abnormalities in ME/CFS patients in widely distributed brain areas, suggesting
ME/CFS is driven by diffuse pathophysiological processes affecting the whole
brain, rather than regionally limited, which is consistent with the heterogeneity of
its clinical symptoms. Our findings add support to the hypothesis that ME/CFS is
the result of chronic, low-level neuroinflammation. While the whole-brain results
are preliminary, we note that they largely agree with past publications that use
MRS in ME/CFS. These results should be replicated in future studies with larger
samples to further establish the profile of pathophysiological abnormalities in the
brains of ME/CFS patients. Ultimately, the development of sensitive MRI markers
of ME/CFS could supplement clinical tests to help guide treatment decisions.

Source: http://bit.ly/2HEVAft
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The 2019 Edition Of The ME
Association Clinical and Research
Guide For ME/CFS/PVFS
We are pleased to announce that the 2019 edition of the ME Association’s
authoritative Clinical and Research Guide (The ‘Purple Book’) has now been
published and it’s easier to access than ever before!
The guide covers symptoms, assessment, diagnosis, illness management,
pharmacological treatments and much, much, more. It informs, educates and
helps raise awareness of this all too often misunderstood disease.
It directs readers to more detailed ME Association leaflets from our extensive
online library (http://bit.ly/2Wb3gdx), and summarises all relevant published
research. And, it also includes over 600 references to key research papers and
clinical trial results.

How to buy your 2019 edition of the MEA Purple Book:
A
Kindle
e-Book
version
is
now
available
at
Amazon
(https://amzn.to/2ufEX1U) or Amazon Smile (https://amzn.to/2W7AWZf).
Hard-copies can be ordered from the ME Association:
using the on-line order form (http://bit.ly/2W8WDIx) which you
return to us in the post with payment,
by phone to head office (telephone: 01280 818964 weekdays,
between 9.30am and 3.00pm) where we can take card payment,
or direct from the website shop (http://bit.ly/2Y6hAWg), which takes
either PayPal or card payments,
….and your book will be sent to you in the post.

Additions, updates and changes contained in the 2019 edition include:
An enlarged section covering the management of severe ME/CFS
Summaries of all the key research findings relating to genome wide
association
studies,
immune
system
activation,
metabolomics,
neuroimaging and red blood cell morphology that have been published
during the past year.
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Details of all the important research papers that have been published since
the 2018 edition was prepared have also been added to the reference
section.
Coverage of current ‘hot topics’ – including medical education initiatives
being actioned by the Forward ME group, the NICE guideline review and the
parliamentary debates on ME/CFS
An index – for the first time!
This 152-page authoritative publication represents the most comprehensive,
evidence-based summary currently available and contains everything that health
professionals and patients need to know about this devastating neurological
disease.

Dr Charles Shepherd, Hon. Medical Adviser, ME Association
Source: http://bit.ly/2Y71FY2
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Assessment Of Post-Exertional
Malaise (PEM) In Patients With
Myalgic Encephalomyelitis (ME)
And Chronic Fatigue Syndrome
(CFS)
Assessment of Post-Exertional Malaise (PEM) in Patients with Myalgic
Encephalomyelitis (ME) and Chronic Fatigue Syndrome (CFS): A Patient-Driven
Survey Carly S. Holtzman, Shaun Bhatia, Joseph Cotler and Leonard A.
Jason
The objective of this study was to use community-based participatory research in
an effort to develop a comprehensive way to assess PEM.
Based on the comments and items suggested from patients, the following specific
aspects of PEM were found to be the most critical domains: the timing of PEM
onset, triggers of PEM, symptoms that are exacerbated following exertion or
exposure to triggers, phrases used to describe consequences of PEM, duration of
PEM, relationship between exertion and length of recovery, and the importance of
considering personal characteristics (e.g., how long the patient has had ME/CFS,
the course of their illness, their level of functioning, and coping methods used).
The patient perspective provided the authors with the critical information to
develop this survey of PEM. Of the patients who took part, 87.5% felt that the
resulting survey was either very accurate or accurate.
Onset of symptom exacerbation after exertion was found to vary between
patients. …The majority of patients experienced both immediate and delayed
onset of PEM, and the extent of the delay of symptoms varied considerably.
In addition to the unpredictability of PEM onset, several factors affect the duration
of PEM before recovery, including the type, intensity, frequency, and duration of
the exertion.These findings are consistent with patients’ reporting of prolonged
recovery from PEM symptoms.
In one study in which patients and healthy controls participated in a fatiguing
exercise test, the patient group’s recovery was prolonged .In addition, VanNess
et al. found patients with CFS, in comparison to healthy controls, take
considerably longer to recover after completing a maximal cardiopulmonary
exercise test the next day and a week later.
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Our findings are also consistent with a study by Chu et al. who found that when
comparing PEM symptom onset between those with ME or CFS to healthy controls,
87-95% of controls had recovered within 24 h after completing an exercise test.
Among those with ME and CFS, PEM symptoms peaked at 24 to 48 h later, and
45-60% still experienced symptoms up to 5 days later.
Our survey also assessed specific triggers that bring on symptom exacerbation.
The effects of physical and cognitive exertion on PEM have been well-established
and these findings are consistent with the current study. For example, only 37%
of subjects reported being able to exercise “a little” without PEM-related
symptoms, as long as they stay within “certain limits”. Furthermore, basic
activities of daily living (e.g., getting dressed, cooking a meal, bathing), positional
Diagnostics 2019, 9, 26 11 of 13 changes (e.g., going from lying down to standing
up), and emotional stress lead to exacerbation in 78.2%, 64.5%, and 93.2% of
patients, respectively.
Another issue explored involved whether there are precipitants of PEM beyond
physical or cognitive exertion. The highest reported triggers in addition to
physical/cognitive exertion were emotional events (88.3%), noise (85.3%), and
sensory (83.6%) and visual overload (79.7%). This is consistent with past
literature reporting these types of stimuli as exacerbating symptoms.
It has also been hypothesized that exposure to mold could trigger illness onset
and PEM symptomology . In our sample, 39.4% reported mold triggering their
PEM. This is consistent with findings by Brewer, Thrasher, Straus, Madison,
and Hooper, where 30% of patients with ME and CFS were reported to have
multiple mycotoxins present in their bodies.
Partly as a function of this survey and the interactions with the patient community,
there have been several additional developments in the assessment of PEM. First,
Cotler et al. found that use of the 5 recommended PEM DSQ items was an
excellent screen in identifying PEM in patients with ME and CFS. In addition, as a
second step in the process of assessing PEM, 5 additional DSQ items (including
the assessment of duration of symptoms) were successfully used to differentiate
PEM from other chronic illnesses. In addition, the findings from the patient survey
reported on in this article were revised in order to construct a briefer, more concise
measure of PEM, which was significantly related to physical functioning.
There are several limitations to this study. First, we did not obtain confirmation of
ME or CFS diagnoses by independent medical personnel. In addition, we do not
know what case definitions, if any, were used in their diagnoses. In addition,
consistent with other ME and CFS studies, the sample was not demographically
diverse. However, having a sample from several geographic regions did increase
the generalizability of findings.
Another limitation of the study was the length of the questionnaire. Though
participants were presented with the option of pausing, it is reasonable that some
may have still found it difficult to complete. The open, participatory nature of this
study provided a unique way of both designing the survey and gathering
comprehensive information from the ME and CFS community regarding PEM.
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There are unique benefits that can accrue to the research and patient community
by actively collaborating on instrument development as well as other policy issues,
such as the selection of a name for the illness as well as the case definition. By
collaborating with the ME and CFS community, we have provided a model of
community-based participatory research, which has multiple advantages to both
the patient and research communities.
We close with this quote regarding what needs to occur to further this type of
collaborative research in the ME and CFS areas: “An alternative vision is still
possible if those in power are willing to bring all interested parties to the table,
including international representatives, historians on the science of illness criteria,
and social scientists adept at developing consensus. In a collaborative, open,
interactive, and inclusive process, issues may be explored, committees may be
charged with making recommendations, and key gatekeepers may work
collaboratively and transparently to build a consensus for change. Involve all
parties—patients, scientists, clinicians, and government officials—in the decisionmaking process.”

Submitted by Prof. Leonard Jason
Source: https://www.mdpi.com/2075-4418/9/1/26 (Free access to full text)
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A Look At How Bacteriophages
Can Act As Novel Mammalian
Pathogens
Amy Proal interviewing George Tetz
George Tetz, MD, PhD is CEO of the Human Microbiology Institute
(http://bit.ly/2W71wlp) in New York City. His research focuses on the study of
bacteriophages: viruses that infect bacteria. Tetz studies how bacteriophages can
contribute to microbiome dysbiosis in a range of human chronic inflammatory
conditions. He also examines how bacteriophages can act as novel mammalian
pathogens by interacting directly with human cells and the host immune response.
His recent findings show an early role for bacteriophage activity in conditions such
as Parkinson’s disease, Type 1 Diabetes and “leaky-gut” syndrome.
https://youtu.be/brtaQNAzztA
Amy: I was very excited when I read your paper (http://bit.ly/2UHN7vL)
“Bacteriophages as potential new mammalian pathogens.” Can you tell me more?
And to give people context: We’ve been studying the human microbiome but have
mostly been looking at just bacteria. How do we add bacteriophages into the
picture?
George: Indeed, the predominant part of microbiome research right now is
dedicated solely to bacteria. That’s in part due to a lack of effective methods for
studying the whole microbial population. Because genome sequencing using 16S
RNA – which right now is the most cheap and broadly spread method used by
scientific groups – allows for only identification of bacterial species. 16S RNA
sequencing does not allow for the study of many other details associated with
other components of the human microbiome. So [several years ago] when I
analyzed a variety of data showing that the human microbiome is implicated in
the development different pathologies, I noticed that all the analyses lacked one
very important component: they lacked bacteriophages.
Right now there are a lot of debates. For example the role and modulation of
antibiotic treatment on the early childhood microbiota and the development of
different diseases. And that’s definitely an important topic. However the most
influential, and most important regulators of microbiota stability are not
antibiotics. They are bacterial viruses (bacterophages). And all these studies were
lacking a deeper analysis of what was happening with the bacteriophage
communities.
Just a little background. Bacterial viruses (bacteriophages) are regular viruses but
their hosts are not human cells or eukaryotic cells…they are bacterial cells. That’s
actually one of the reasons why they were previously overlooked. No one paid
attention to them because they seemed to infect bacteria and “that’s it.”
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However, as I mentioned, once the concept of microbiome alterations in disease
appeared, then bacteriophages as regulators of the microbiota became something
the scientific community must care about. It is very complicated because there’s
a lot of dark matter (things we have yet to understand) when it comes to
bacteriophages. First of all they outnumber the total number of bacterial cells in
the human body by 10-fold. There are also a lot of previously unknown or not-yet
known bacteriophages at the moment. However if we’re talking about the
bacteriophages that are currently well-known and can be studied, we have tried
to evaluate their role and implications in different diseases. That is what we
currently do here at the Human Microbiology Institute.
Amy: Yes. Bacteriophages obviously play a major role in regulating activity of the
bacterial microbiome. Can you explain more specifically how bacteriophages
modulate bacterial behavior?
George: Sure. Let me go even broader and talk about how bacteriophages can
impact human health. Because their interplay with bacteria is just one way they
can affect humans. Our research team has separated how bacteriophages can
impact human health into two main pathways. One is direct interplay with the
host. The other is indirect: bacteriophages impact the host by modulating the
bacterial microbiota.
When it comes to the first mechanism (direct interaction) we see two main
components. First, bacteriophages can interplay with human cells. Even in 2017
this
interaction
remained
unclear.
Then,
our
colleagues
showed
(http://bit.ly/2F8VoCi) that bacteriophages can directly interplay with human cells
and penetrate the human body. And of course, most of the ways bacteriophages
do this are still unknown. But there is a lot of current research from Polish
Institutes showing how bacteriophages can directly interact and interplay with
leucocytes…leading to alterations in cytokine production, and modulation of Tolllike receptors and the human immune response.
Our recent work (http://bit.ly/2Y4gB9i) has also identified a number of of prionlike domains on the surface of bacteriophages. These mis-folded prion proteins
lead to the consequent appearance of other mis-folded proteins. And whether it’s
amyloid beta in Alzheimer’s or alpha-synuclein in Parkinson’s, this leads to the
deposition of highly neurotoxic composites in the human brain…which then leads
to the development of neurodegenerative diseases that are unfortunately killing
many people.
So the prion-like proteins we’ve identified on the surface of bacteriophages:
they’re important because they can act as a “seeding component” or initial trigger
for the prion mis-folding. We have some very interesting data on this that should
be ready to share in 2019.
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With respect to the indirect pathways by which bacteriophages impact human
health…first of all, they can drive a decrease or increase in the number of certain
bacterial populations in the human gut. For example, in a study we published on
Parkinson’s disease (https://go.nature.com/2TfptFo), we identified that
Lactococus bacteriophages led to a decrease in Lactococcus bacteria…which in turn
led to the disappearance of these populations prior to the onset of first symptoms
in the Parkinson’s patients.
To go into more detail, the same concept has been noticed by other scientists in
Crohn’s disease and in obesity – where the microbiota is already well-known to be
associated with the triggering of those diseases. So we are expanding this
research to other neurodegenerative diseases and certain “autoimmune”
pathologies, including our latest research on Type 1 Diabetes.
And a final indirect pathway is that, once bacteriophages kill bacteria, or lead to
the disruption of microbial biofilms…that can lead to the release of pathogenassociated molecular patterns such as LPS or bacterial cell-free DNA…which in turn
are pretty well-known triggers of cascades of immunological reactions that can
affect (and be suggested as triggering factors) in different muti-faceted human
diseases.
Amy: Got it. Wow you’re looking at a lot of relevant topics. In the case of the
Lactococcus phages, you found that they modulated the activity of bacteria that
produce dopamine, correct?
George: Yes in the Parkinson’s study we compared two patient populations. One
with very early-stage Parkinson’s (they were even treatment naive). The other
was an age-matched control group. We identified that the Parkinson’s patients
had a decreased number of Lactococcus bacteria, and this decrease was due to
the highly lytic infection of these microorganisms with Lactococcus
bacteriophages. And Lactococcus bacteria play a very particular role in the human
gut.
First, they are important regulators of intestinal permeability. And increased
intestinal permeability is an important mechanism implicated in Parkinson’s that
leads to the chronic inflammation.
Also, Lactococcus bacteria are important producers of different neurochemicals,
which are important components of the enteric nervous system. In particular,
Lactococcus bacteria produce intestinal dopamine. And it’s fairly well-known that
an initial step of Parkinson’s disease starts not in the brain, but in the enteric
nervous system. And then, via the vagus nerve goes up to the brain, leading to
alterations that are pretty well-known as Parkinson’s disease.
So to highlight. In these patients we identified that bacteriophages killed
microorganisms that are important regulators of the enteric nervous
system…microorganisms that are known to be associated with maintenance and
balance of intestinal dopamine.
Read more here: http://bit.ly/2ub341M
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ME
Association
February
Summary Of ME/CFS Published
Research
ME Association Index of Published ME/CFS Research
The Index of Published ME/CFS Research (http://bit.ly/2F9wTF3) has now been
updated to take account of the research that has been published during the month
of February 2019.
The Index is a useful way to locate and then read all relevant research on ME/CFS.
It’s free to download and comes with an interactive contents table.
This is an A-Z list of all the most important ME/CFS research studies (and selected
key documents and articles), listed by subject matter and author, with links to
PubMed or to the Journal it was published in.
You can also find the index in the Research (http://bit.ly/2W9qXTw) section of our
website.
ME/CFS research abstracts from studies published in February 2019
1.
Almenar-Perez, et al. (2019)
miRNA profiling of circulating EVs in Myalgic Encephalomyelitis/Chronic Fatigue
Syndrome (ME/CFS). (http://bit.ly/2UD1O37)
Journal of Extracellular Vesicles 7: 139.
2.
Chandan JS, et al. (2019)
Association between child maltreatment and central sensitivity syndromes: a
systematic review protocol. (http://bit.ly/2JliMls)
BMJ Open 9 (2).
3.
Fatt S, et al. (2019)
The Invisible Burdon of Chronic Fatugue Syndrome in the Community: a Narrative
Review. (http://bit.ly/2Y7dhdh)
Current Rheumatology Reports 21: 5.
4.
Geraghty K and Adeniji C (2019)
The ‘Cognitive Behavioural Model’ of Chronic Fatigue Syndrome: Critique of a
Flawed Model (http://bit.ly/2Y4hvCI)
Health Psychology Open [Epub ahead of print].
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5.
Haines C, Loades M and Davis C (2019)
Illness perceptions in adolescents with chronic fatigue syndrome and other
physical health conditions: Application of the common sense model
Clinical Child Psychology and Psychiatry [Epub ahead of print].(
http://bit.ly/2HtBrJS)
6.
Kerr JR. (2019)
Epstein-Barr virus induced gene-2 upregulation identifies a particular subtype of
Chronic Fatigue Syndrome / Myalgic Encephalomyelitis. (http://bit.ly/2CpOaJv)
Frontiers in Pediatrics [Epub ahead of print].
7.
Khoo T, Proudman S and Limaye V (2019)
Silicone breast implants and depression, fibromyalgia and chronic fatigue
syndrome in a rheumatology clinic population. (http://bit.ly/2FaUV2p)
Clinical Rheumatology [Epub ahead of print].
8.
Knight S, et al. (2019)
Epidemiology
of
paediatric
chronic
fatigue
syndrome
(http://bit.ly/2Ht8mOK)
Archives of Disease in Childhood [Epub ahead of print].

in

Australia.

9.
Melenotte C, et al. (2019)
Post-bacterial infection chronic fatigue syndrome is not a latent infection.
(http://bit.ly/2uegaLC)
Medecine et Maladies Infectieuses [Epub ahead of print]
10. Morris G. et al. (2019)
Myalgic encephalomyelitis or chronic fatigue syndrome: how could the illness
develop? (http://bit.ly/2TaWsKY)
Metabolic Brain Disease 1-31.
11. Natelson BH (2019)
Myalgic Encephalomyelitis/Chronic Fatigue Syndrome and
Definitions, Similarities, and Differences. (http://bit.ly/2OcWktx)
Clinical Therapeutics [Epub ahead of print].

Fibromyalgia:

12. O’Leary D (2019)
Ethical classification of ME/CFS in the United Kingdom. (http://bit.ly/2HFLYkM)
Bioethics [Epub ahead of print].
13. Robinson LJ, et al. (2019)
Impairments in cognitive performance in chronic fatigue syndrome are common,
not related to co-morbid depression but do associate with autonomic dysfunction.
(http://bit.ly/2W6ZjX8)
PLoS One 14 (2).
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14. Roma M, et al. (2019)
Impaired
Health-Related
Quality
of
Life
in
Adolescent
Myalgic
Encephalomyelitis/Chronic Fatigue Syndrome: The Impact of Core Symptoms.
(http://bit.ly/2ObGa3z)
Frontiers in Pediatrics 7:26.
15. Rowe KS. (2019)
Long Term Follow up of Young People With Chronic Fatigue Syndrome Attending
a Pediatric Outpatient Service. (http://bit.ly/2TedjML)
Frontiers in Pediatrics.
16. Tomas C and Elson JL (2019)
The role of mitochondria in ME/CFS: a perspective. (http://bit.ly/2JhSO1Z)
Fatigue: Biomedicine, Health & Behaviour.
17. Tsai SY, et al. (2019)
Increased risk of chronic fatigue syndrome in patients with inflammatory bowel
disease: a population-based retrospective cohort study. (http://bit.ly/2HtOgnJ)
Journal of Translational Medicine 17 (1): 55.
18. Williams AM, Christopher G and Jenkinson E. (2019)
The psychological impact of dependency in adults with chronic fatigue
syndrome/myalgic
encephalomyelitis:
A
qualitative
exploration.
(http://bit.ly/2Tawmb3)
Journal of Health Psychology 24 (2): 264-275.

Charlotte Stephens, Research Correspondent, ME Association
Abstracts of all these publications and further info: http://bit.ly/2JiwHZv
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Molecules May Convert
Infection Into ME

Acute

A paper published in Metabolic Brain Disease by Morris, Maes, Burk and Puri
suggests Myalgic Encephalomyelitis develops because of genes responsible for
immune responses. Their paper discusses how molecules may convert an acute
infection into a state of escalating chronic systemic inflammation.
Morris and Maes have written extensively about chronic fatigue syndrome and
Myalgic Encephalomyelitis. Morris is an independent researcher and Maes is
affiliated with Thailand’s Chungalongkorn University (previously associated with
Australia’s Deakin University). In 2015 Maes proposed a new name, case
definition and biomarkers: Neuro-Inflammatory and Oxidative Fatigue.
(http://bit.ly/2TOUZ2h)
In ‘Myalgic encephalomyelitis or chronic fatigue syndrome: how could the illness
develop?‘ (http://bit.ly/2HHRaV5), the authors lay out an explanatory model of
illness development and progression, commencing with a proposed mechanism
explaining the development of chronic systemic inflammation, oxidative and
nitrosative stress (I&ONS) following a pathogen invasion in genetically
predisposed individuals.
The authors say variation in immune response genes plays a major role in
determining the development of ‘damage associated molecular patterns’ after an
infection, as these molecules can ‘convert’ an acute pathogenic infection into a
state of escalating chronic systemic inflammation. They say this concept leads to
a novel explanatory model which explains the major biological observations.
“There is also evidence of a longitudinal shift in the immune profiles of patients,
with an inflammatory phenotype seen in early disease giving way to an antiinflammatory or immunosuppressed phenotype, indicating activation of the
compensatory anti-inflammatory reflex system.”
Numerous research teams reported activated but dysregulated immune systems
with elevated pro-inflammatory cytokines, T cell anergy, natural killer cell
dysfunction, and Th1, Th2 and, possibly, Th17 lymphocyte biases being repeatedly
reported, citing Hornig, Montoya, Peterson, Brenu (Australia’s Griffith
University) as well as Maes’ own work.
The authors’ point out the wide range of definitions of chronic fatigue syndrome
(more than 20 in current use) lead to inaccuracies and there are only a few criteria
where there is evidence of immune abnormalities. This is causing problems in
medical research.
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“This is an important issue as the use of narrow selection criteria identify patients
with far higher levels of physical and cognitive disability than the use of wider
criteria and criteria variance has been identified as the main factor accounting for
the lack of replicated data which has impeded progress in this field.”
While cohorts are important, so is medical research funding. In the USA, if the
burden of disease was taken into account, then funding should increase 25-fold,
citing Dimmock’s work. Australia has a poor record of funding research, the last
study it funded was in 2005. (http://bit.ly/2HGEzBp)
While some infections are associated with chronic fatigue syndrome, the paper’s
authors’ note that there is no consistent results so ‘it is difficult to conclude that
persistent or chronic infections are at the root of CFS/ME/SEID, but of course they
could be in some patients’.
The paper explains that chronic engagement of toll-like receptors (TLRs) by
‘damage associated molecular patterns’ (DAMPs) leads to the development of a
positive feedback loop, whereby increasing tissue damage perpetuates and
escalates pro-inflammatory responses, leading to a state of chronic inflammation,
ONS, mitochondrial dysfunction and glial cell activation.
The authors point out these also affect other diseases: chronic engagement of
TLRs and other receptors is implicated in lupus, rheumatoid arthritis and MS, while
the presence of DAMPs can lead to chronic activation of the inflammasome
(https://go.nature.com/2Y4J3Yx) which is implicated in the development of
neuro-inflammation and abnormal central nervous system signalling characteristic
of neurodegenerative and neurodevelopmental disorders.
Here is the full paper http://bit.ly/2HHRaV5.

Sasha Nimmo
Source: http://bit.ly/2Y7ike2
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Prof. Sonya Marshall-Gradisnik
An interview by Sasha Nimmo
Prof Marshall-Gradisnik is on the Australian government’s National Health and
Medical Research Council’s (NHMRC’s) advisory committee on ME and CFS
(http://bit.ly/2UDfcEw). The committee’s draft report to government will soon be
open for public consultation.
Your work spans natural killer cells (http://bit.ly/2W5URbd) (and here
http://bit.ly/2TNrkFR and here http://bit.ly/2UIwnUW), cytokines, brain function
(http://bit.ly/2UHXLCG), dietary interventions (http://bit.ly/2uibzbf), possible
treatments, epidemiology (http://bit.ly/2W9GtOX) and clinical guidelines
(http://bit.ly/2OcgR1t). Which areas interest you the most? Which will have the
most impact for patients?
All research that is hypothesis driven with correct study design and analysis in the
field of ME/CFS is important and of great interest to me. The areas I have
authored, for example immunological and brain function investigation are
addressing the pathomechanism of this disease. Importantly, these novel and
pioneering findings are enabling us to develop a screening/diagnostic test.
How far away are we from being able to go to the GP for a diagnostic blood test?
We have validated our findings in a number of cohorts, however, we need to be
considered when projecting a timeline. Let us just say we are confident this will
not be pipedream.
When do you think there will be a treatment?
We are currently looking at this area and this is based upon our novel research
findings in the past twelve months. It is important to understand we are testing
drugs in-vitro against immune cells from patients. Again the drugs we are
targeting are based upon our research data and we will not be embarking on a
clinical trial until we reproduce this data in a number of separate in vitro
experiments. In the past there has been initiatives that have not taken this
considered scientific approach.
How many papers have you published on CFS and ME?
I do not really count the number of papers I have published, however, I do know
I have published over 70 peer reviewed ME/CFS papers! My real interest and drive
is to develop and design experiments that answer important questions to unravel
the pathomechanism of this disease. My efforts and focus are to provide answers
to the patients.
Tell us about your early career, before working on CFS and ME.
My area of investigation and speciality was luckily Natural Killer Cells. In my
previous role I was investigating the possible role of performance enhancing
agents on NK cell function. This research was the first in the world to report
significant decreases in NK cells following administration of these agents. I was
awarded a national research award for these findings.
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You and Prof Staines have worked hard to ‘bust myths’ (http://bit.ly/2Cp5kXV)
on social media, in the news and speaking at conferences, what sort of responses
have you had to that?
The responses are always amazing from the patients with any communication
platform we use. Professor Staines and I really try hard to ensure our novel
significant research findings, as well as educational information, are
communicated to patients through numerous platforms. It is important patients
hear this information first hand. We want to ensure ME/CFS patients’ are
continually given up-to-date information which, at the same time, increases public
awareness of this disease.
Recently you spoke to parliamentarians in Canberra about your work at a
Parliamentary Friends (http://bit.ly/2TT6VyT) of People with ME and CFS meeting,
do you think there is enough understanding at the political level?
Our presentation to parliamentarians was received extremely well from all sides.
We presented our recent scientific findings that have identified dysfunction of a
family of receptors using the gold standard, known as patch clamp. This data
provides a major step forward for identification of the pathology of ME/CFS. We
are excited to finally present this data as this has taken eighteen months of long
hours in the laboratory to troubleshoot and refine these experiments. Many
overseas researchers have complemented us on these novel and important
findings.
What are you most proud of in your career, so far?
Knowing every day I am going to work with the most amazing team is my proudest
achievement. Everyone in the team has the same objectives: To find the answers
to identify the pathology of CFS/ME, develop a test and identify pharmacological
interventions for the treatment of this disease.
What would you like to achieve?
Restore ME/CFS patients’ health and well-being. I would also like a better worklife balance, however, I think a large majority of the population would like to
achieve this objective.
What do you enjoy doing, outside work?
If I am not working on our family farm with my husband, I am usually spending
time with my active teenage son who has many interests and keeps my husband
and I very busy. I am also fortunate that my parents live close by as family is the
most important part of my life.

Source: http://bit.ly/2HGma8a
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Alan Light’s Ongoing Research
Alan Light’s ongoing research points to potentially significant tracks of research
Mitochondrial variants
This study noted several mitochondrial variations, which affect the electron
transport chain that begins the energy production process.
Chromosomal variants
Some variations do not occur in the mitochondrial genes themselves, but in the
many chromosomal genes that the mitochondria hold. These variations have the
potential to impact energy functioning, mitochondria replication, transporting ADP
and ATP (which both hold energy for the body to use), and proteins that make
mitochondria.
Immune and Autoimmune Variations
Variations in genes for immune and autoimmune regulation may affect viral entry
into the host’s cytoplasm and molecular signatures (which identify the self and
non-self during a viral infection), the regulation of the immune system, and the
B-cell production of antibodies.
Family factors
This research study found two families where 4+ members were diagnosed with
ME/CFS; among these patients, common variants affected protection against
stress, management of damaged mitochondria, energy balance, metabolism
pathways, autoimmune responses, and energy storage, and irritable bowel
syndrome (IBS).
Subgroup
One potential ME/CFS subgroup had variants affecting muscle weakness and pain,
kidney and liver dysfunction, and low ketones and blood sugar. Symptoms were
triggered by viral or bacterial infections, exercise, and fasting.
Light’s research suggests that some immune and autoimmune genes, as well as
energy and metabolism genes, tend to display more variations in ME/CFS patients
than in the control group.

Source: http://bit.ly/2WfaPQs
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9. Severe ME
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"When I see The Pain In Your
Eyes..."
"When I see the pain in your
eyes..."
The
depth
of
physical
suffering in Very Severe ME
is
incomprehensible
to
anyone who does not have
direct personal experience.
This is a film about how I
have learned a great deal, as
a carer, about the power of
love to carry us through all
the terrible pain, the isolation and endless agony; 26 years so far:
https://www.facebook.com/greg.crowhurst/videos/2450113158392745/

Words, Music and Art (c) Greg Crowhurst 2019
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My Longing And My Reality
My longing
And my reality
Are utterly out of sync
I want to be held, to hold, to love, to comfort, yet
I cannot bear physical contact
The pain of touch
Burns and hurts me unimaginably
I want to write books, articles, poems, letters, thoughts
But my fingers will not move, cannot feel, have no strength nor coordination
I want to garden, to dig, to grow seeds, to pot on, to weed even
But my arms lie useless, my knees will not hold me up, my feet will not move, my
hands are empty
I want to communicate, to talk two way, to listen, to look at you, to hear you, to
engage
But my brain will not process, my comprehension has disappeared, my thoughts
will not come together, my mind is blank as the purest snow
I want to move, to dance, to run, to embrace, to sing and shout and fling my arms
about
But nothing is working, everything is indescribably weak, hurting, numb,
paralysed, unable to participate
Your company is wanted yet your presence tortures me in indefinable ways
Your touch is longed for but out of reach
Your lovely voice a pain to me
Your movements an irritation and a danger
Your footsteps a torment
Your conversation overwhelming
Your perfume harms me
Your cough, your laughter, your breathing, your tapping fingers can paralyse me
Each paralysis no more bearable than the last
Profoundly dangerous
Physically assaulting
Permanently impacting
Increasing despair
And separating me invisibly
Further and further from the world
Normality already a thing of the long distant past.

Greg & Linda Crowhurst
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Beauty in the dark
For years I’d dreamed of backpacking
through Europe, of seeing the Eiffel Tower
and the Mona Lisa and the Roman
Colosseum. This summer at the age of 28 I
finally got to achieve that. But in the
shadow of the monuments, many of the
intimate human moments became far
memorable.
One of the most important items on my agenda, and one of the most difficult, was
to see my friend Anil Van der Zee in Amsterdam. Though he’s severely ill and
bedridden, he put the wheels in motion to organize a sold out premiere of my film
Forgotten Plague in the city (http://bit.ly/2UOa1Bw).
From thousands of miles away, I’d gotten closer with Anil gradually via Facebook
messages through which we’d worked on a number of projects together. One of
those was through my documentary’s outreach campaign, where each week my
team and I created posts on the film’s Facebook page where viewers, usually
patients, answered the question, “If I was cured tomorrow, I would…”
Anil’s answer was startling in its simplicity.
If I was cured tomorrow, I would get my own groceries.http://bit.ly/2HLo8nr
I wrote about Anil and his answer in 2016 in a blog post for Stanford Medicine X:
Some day soon I might stride the avenues of Amsterdam and wander into a
grocery store and pick up a few things for a man named Anil, who still dreams a
mighty dream of opening a ballet studio in Sri Lanka and that one day he might
just be able to buy his own groceries.
Two years later, as I was traveling in Europe, I finally fulfilled that promise. Anil
had kindly arranged for me to stay in a houseboat on a canal in the city owned by
his friend Frans.
For years, Frans has been Anil’s caregiver. Each night before going to bed, I sat
and talked with him. I was amazed at his fortitude in coming to Anil’s place each
week and staying so devoted to a friend who could offer little to nothing in return.
Not conversation, not a loving hug or a handshake. Oftentimes, not even his
physical presence.
I kept interrogating Frans about how and why he takes care of Anil. He said
they’d known each other for years, and that someone had to do it. Another time
Frans told me that he didn’t have any kids, and that he’d been successful in his
career, and this was his duty to give back.
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I don’t know if Frans is religious or not, but at another point he just shrugged and
said, “Jesus would have done it.”
I asked Frans to take me on the 20-minute ride in his van to the apartment on
the outskirts of the city where Anil lives.
Anil had told me ahead of time that if I saw him, I’d only be able to spend less
than ten minutes with him.
He was too sick to do much more, and he said I was the first one he’d talked to
in person in months.
Frans told me that for many years he’s had the same routine, in which he usually
delivers meals every week and can basically just wave to Anil—they have to be
very careful about even making the slightest noise. Anil wears earplugs at all
times, so I had to talk louder than usual to be heard. They have to be very
sensitive because Anil lives on the bottom floor and there’s loud construction
going on above. It has a detrimental, even devastating, effect on Anil’s health.
But there is beauty in that darkness.
It’s a pity to contrast the elite physical prowess Anil had as a ballet dancer who
toured all over the world with the diminished man laying perpetually in the dark
today.
But there is beauty in that darkness.
Even though he spends nearly all his time in bed, Anil has become relatively
prominent as a spokesperson for ME/CFS, particularly in Holland. David Tuller
(http://bit.ly/2Fp1CPG), a journalist and public health scholar from Berkeley
whom we interviewed for Forgotten Plague, stayed on Frans’ houseboat and paid
a visit to Anil after he spoke following the Amsterdam screening of the film.
And another man, who’s running a marathon in every EU country
(http://bit.ly/2Wgo431) to raise money to fund scientific research into ME/CFS,
also did the same thing.
Living alone in squalor, isolated in the dark, essentially cast out from society, Anil
strikes me as something of a modern-day leper—without the leper colony. His
apartment is filthy and smells. But Anil’s so sick that Frans can’t even turn on a
vacuum cleaner for five minutes without fear of hurting Anil much worse than he
already is. Yet what’s amazing is how intact Anil’s mind is, despite all of it. He is
gracious, witty, sharp, engaging. The casual way he speaks is as though he’s with
other people all day every day.
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In the few minutes we had together, Anil wanted to take my portrait to
commemorate the occasion. He told me to turn around and adjust a light behind
to get things just right.
Anil is, in my opinion, a world-class photographer in addition to his previous life
dancing onstage in the great performance halls of the world.
I’ve had professional headshots taken by Stanford and by CNN where I work now
(https://cnn.it/2Y9ZFy0), but in two minutes, Anil casually took the most visually
arresting photographs anyone has ever taken of me.
The artistry in his photos is so much more impressive if you know the backstory.
I was one of a few, if any, visitors he’d had in months. Even then the visit could
only be less than ten minutes. But he used the time brilliantly, capturing his vision
in light and shadow.
Anil later told me it took him seven and a half weeks to recover from his
conversation with me.
Afterwards Frans dropped me off at the train station in Amsterdam. As I was
riding the train to Brussels I wrote to a friend about what had just happened. It
was fascinating to me how even amid the bustle of the train station, the prostitutes
and cannabis in the Red Light District, the colors of the Van Gogh museum, and
the picturesque canals, seeing a sick person for a few minutes on the outskirts of
the city can leave such a vivid and lasting impression.

Ryan Prior
source: http://bit.ly/2YbMQ6p
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10. News from
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Australia
$3 million research funding for Chronic Fatigue Syndrome
Studies leading to a better understanding of the 240,000
Australians suffering from chronic fatigue syndrome will now be
of greater focus, thanks to a $3 million investment from the Liberal National
Government.
Funding will be provided through the Governments National Health and Medical
Research Council (NHMRC) to help researchers develop a better understanding of
the cause and condition of Myalgic Encephalomyelitis/Chronic Fatigue Syndrome
(ME/CFS).
ME/CFS is a complex condition that leaves patients with persistent disabling
fatigue, particularly after general activity. Other symptoms that range from mild
to severe, include muscle and joint pain, as well as headaches. Symptoms last at
least six months but often persist for many years, stopping people from living
active and productive lives. Research shows that people with severe ME/CFS can
have a quality of life similar to those with multiple sclerosis and rheumatoid
arthritis.
The condition is not well understood by doctors and health practitioners, and little
is known about its causes. What makes this worse is that diagnosis of ME/CFS is
difficult, with no diagnostic test and a diverse range of symptoms, there is no
generally accepted way to treat and manage it. Research will drive a better
understanding of the condition along with its causes and the mechanisms that
lead to its debilitating symptoms.
There is a lot more to be done to help Australians living with ME/CFS.
This will be the second call for research into ME/CFS funded by the Liberal National
Government in 2019.
The Medical Research Future Fund (MRFF) has already opened a funding
opportunity for a health economics study of the impacts and costs associated with
ME/CFS, closing on 10 April.
Health and medical research is one of the four pillars of the Government’s LongTerm National Health Plan. The 2018–19 Federal Budget provided a record total
of $6 billion to Australia’s health and medical research sector, including $1.3 billion
for a health and medical industry growth plan to drive a new era of better health
care and fuel jobs and growth.

Greg Hunt, Minister for health
March 27, 2019
Source: http://bit.ly/2U3TKfx
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Belgium
Last year, the RIZIV convention with the CFS centers came to
its end (and has subsequently been renewed). The evaluation
report of its functioning was published at the start of this year.
Last year, the RIZIV convention with the CFS centers came to its end (and has
subsequently been renewed). The evaluation report of its functioning was
published at the start of this year.
Several quotes are as follows:
Page 22: "The fatigue can not be explained by a traceable or treatable underlying
medical or psychiatric condition, and the quality of life and the functioning of the
patient is impacted harshly (...) CFS is a chronic, multisystemic, debilitating
condition characterized by a powerful impact on the functioning of patients and
their quality of life, often to a degree worse than that occurring in patients
suffering from other chronic illnesses, e.g. multiple sclerosis."
Page 23: "CFS/ME is not a psychiatric condition and is therefore not included in
the Diagnostic and Statistical Manual 5th Edition (DSM-5, (35))"
Meanwhile, on the website of Belgium's largest insurance company, we can read:
"Coverage on disability caused by a psychiatric condition, CFS or fibromyalgia.
An indefinitely lasting coverage will be granted for the following psychiatric
conditions: bipolar
disorder, psychosis, dissociative
disorders, OCD,
schizophrenia, anorexia nervosa and boulimia nervosa.
An economic disability following depression or a different psychiatric condition
(including burn-out, CFS, fibromyalgia and other stress-related conditions) will be
limited to a straight 2-year-period, interruptions notwithstanding. This time period
will be extended by the total amount of time spent taken into a psychiatric
hospital/psychiatric branch of a regular hospital before the 2-year period is
expired."
Psychiatric conditions such as CFS will no longer be covered after two years, as if,
by that time, you'd be cured of this "stress-related condition".
Here, too, a lot needs to be accomplished. But we're on the road already, no
worries.
12 May Events:
Diest: Rock For ME – Guy Swinnen will perform at 15:00 on the Kaai
https://www.facebook.com/MEBelgium/ and http://millionsmissing.be
More events can be found at https://www.facebook.com/groups/12MEI/

Eddy Keuninckx
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Canada
Millions are Still Missing…
and this May, we’ll raise our voices with hundreds of thousands
of others, as we join in the global Millions Missing
Movementinitiated by # MEAction.
For the last three years, our voices in Canada have echoed from coast to coast —
and they’ve been heard!

We’ve made key connections within governments at both the federal and
provincial levels. Most notably, we’ve made valuable allies within the CIHR.
More than ever, we need our movement to grow into a dynamic force for change
and persist in our call for large-scale transformation of our health care system to
address our illness.
We need to continue to call for appropriate medical care, accurate medical
education, equitable research funding and an end to the harm and entrenched
stigma.
For downloads, posters and full campaigns details of how you can take to the
streets or join in from your beds, see: https://bit.ly/2u9qapx
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Denmark
Paradigm change in Denmark
Most probably most of us have heard about the change in
approach the Danish parliament took on 12th and 14th March.
On the 14th the following proposals were adopted without even one vote against:
That the effort for patients with ME (WHO ICD G93.3) is deficient. Patients
experience stigmatization and do not receive relevant offers for investigation
and treatment.
That existing treatment for ME patients is far from adequate and that initiation
of specialized treatment of ME is taken. This should be done in an
interdisciplinary setup with all relevant specialties and should be anchored in
the somatic context.
That the National Board of Health updates all relevant thesis guides across the
entire course of the ME disease to ensure that ME / CFS (G93.3) is described
in all relevant guidelines.
The National Board of Health should recognize and recommend the use of the
WHO diagnostic classification system ICD10 and ICD11, which includes the
diagnosis of ME (G93.3, ICD10 and 8E49 in ICD11).
That the National Board of Health and the Health Data Board, with the new
code practice, will differentiate ME/CFS from the collective term "functional
disorders".
That knowledge is being obtained from other countries and treatments of
ME/CFS being initiated.
It has been paid attention to by the Danish magazine Politiken of 12 March 2019:
The Parliament strengthens efforts for patients like Marie Louise, 29, who live
with constant fatigue
Patients with chronic fatigue syndrome are stigmatized and do not receive relevant
investigation and treatment, states Parliament. Doctors should focus more on
particular diagnosis.
In the future, disabled patients such as the 29-year-old Marie Louise
Gustavussen from Fanø, whom Politiken mentioned on Sunday, will have better
help in the health service. Politicians across political divisions at Christiansborg
agree.
They want specialized treatment of patients with chronic fatigue syndrome / ME
in an interdisciplinary setup, where a wide variety of specialist doctors and other
professionals should relieve and treat the severely ill patients. The effort must be
rooted in somatics, ie physical illness, not in psychiatry.
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It is the result of an inquiry debate on Christiansborg on Tuesday, which the
Danish People's Party health spokesman, Liselott Blixt, had convened. Although
the vote on the text submitted for adoption only takes place on Thursday,
everything seems to indicate a broad political majority.
"It's incredibly important and cool that I can get a majority together. It now means
that patients with ME are being taken seriously and recognized for their illness.
It's not just about the healthcare system, but also about the fact that the social
system takes them seriously so that they are not considered mentally ill, "says
health officer Liselott Blixt. »When we see Marie Louise's case, where she can't
even get a bath bench or help for the family, it means a lot here. We do not have
a treatment today that can cure, but we can look at other countries, such as
Norway and Sweden, and see what they do. They have special departments, for
example” says Liselott Blixt.
Focus on special diagnostic code
It is estimated that between 14,000 and 40,000 Danes suffer from chronic fatigue
syndrome/ME, depending on criteria for defining the disorder. There are a total of
nine published definitions of chronic fatigue syndrome and three diagnoses. The
politicians state in the opinion that doctors should focus much more on one
particular diagnosis of neurology, G93.3 post-viral fatigue syndrome / ME. And
they want it separated from the collective term "functional disorders", which
contains a large number of medically unexplained diseases, where doctors cannot
determine what patients fail through regular examinations and tests. "The most
important thing is that we get chronic fatigue out of functional disorder and that
it is recognized as its own disease," says Liselott Blixt. Functional disorders are
not a diagnosis, but a Danish name from the National Board of Health for a number
of diseases such as fibromyalgia, irritable bowel syndrome, chronic whiplash
syndrome and other medically unexplained disorders in addition to chronic fatigue
syndrome. These are diseases in which patients often experience debilitating
physical symptoms without the doctors being able to explain why.
Many of the patients are concerned that their ailments are recognized as physical
illness, not mental illness, while the National Board of Health and the Danish
approach to the many functional disorders is that the patients disease is neither
mental nor biological, but probably both. Therefore, the Danish authorities want
the doctors to see the patients based on a so-called bio-psycho-social model.
The parliamentary politicians, with the adoption, add increased interdisciplinary
treatment to somatically anchored centers, but this will in fact be possible at the
five new centers for functional disorders of the regions, which the politicians with
flash in the head now want the disorder of chronic fatigue syndrome / ME
separated from.
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Blixt even recognizes the paradox, but she thinks the question is unresolved.
"There is no one yet to know where the effort should be. I preferred that it was at
centers of immunology or neurology and other similar sites. Therefore, we have
not settled. But the most important thing is that we ensure an interdisciplinary
approach. For me, this does not mean the greatness at which center it is, as long
as one recognizes the diagnosis and treatment strategies. It is the most important.
And that it is not considered a psychiatric diagnosis, ”she says.
For Health Minister Ellen Trane Nørby (V), it is important that with the adoption
it is recognized that there is far too much difference in the treatment of ME
patients across the country. She welcomes the broad political consensus on
improving the professionalism and conditions of ME patients. "We need to make
more recent international experiences," she says. According to the minister, all
relevant medical thesis guides should now be updated with the adoption so that
doctors at all levels and across the health service get updated knowledge of the
disease. »And we ensure a neutral and correct diagnosis coding. The purpose is
for more patients to be properly diagnosed and receive better treatment, ”she
says. The ME Association has great pleasure in the initiative at Christiansborg.
"We are very positive, as this gives hope to the patients. The most important thing
for us is that ME is seen as its own disease and where the diagnostic code 93.3 is
used. That one sees it as a somatic disease with a biological explanation model,
since the evidence is tipped over in that direction, ”says Vibeke Vind, scientific
consultant for ME Association. "The ME patients have been subject to failure for
years, and now with this adoption we hope that we can start a new era for the
disease," says Vibeke Vind.

Source: http://bit.ly/2OB0NGM
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England
In the UK currently two large events are being organised:
- Walk for ME 2019 which is open to people to raise funds for
research
for any of the charities, mainly IiMER and ME Research U.K.
https://www.facebook.com/events/490736798121961/
If you would like to join the Walk for ME team (and we really hope you will!) you
need to follow these steps. They may look complicated but they are actually quite
quick once you get started:
Go to www.justgiving.com and click on "make your page"
Either log in to your justgiving account or click "No - I'm new" to set one up
Search for the ME charity you wish to support. We are supporting Invest in
ME and ME Research UK. (You may need to search for Invest in ME as IIME
in the search box)
Click on personal challenge and follow the online steps
Choose your justgiving web address
Click on "create your page"
Personalise your page. You can say who you are walking for and why you
are walking
Then go to https://www.justgiving.com/teams/walkforme2019 and scroll
down and click on "Join the team"
Select your fundraising page to add it to our team!
You can then send your own justgiving address to friends to raise
sponsorship. Any target you set on your own page will automatically add to
the team target.
If you have any difficulties you can contact the justgiving support team on
0845 078 2063 or email the Walk for ME team at theteam@walkforme.co.uk. Feel
free to also message one of us on Facebook if you get into a pickle.

Swim a mile in May for ME
Swim a mile in May for ME is a fundraiser for Invest in ME Research.
Anyone can take part and the idea is that a team, or an individual, swim a mile in
May to raise funds for Invest in ME Research.
It can be a relay, an individual swim or a number of swims throughout May to
reach your total!
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We have set a target of a mile but individuals and teams can choose to do more
or less or whatever is appropriate for them. Absolutely everyone is welcome to
join the team regardless of distance aimed for and there are no set fundraising
targets just whatever feels appropriate.
Please do join us if you can! All you need to do is set up a JustGiving page and
then joined in the team page :)
We’d love to hear about any swims people are planning and just shout if we can
help.
https://www.justgiving.com/teams/swimforme
To create your own page and join the Swim a mile in May for ME team on
JustGiving:
Go to https://justgiving.com/investinm-e
Click the box ‘fundraise for us’
Either log in to your account or sign up if you’re new to JustGiving
Click on ‘personal challenge’ under ‘What are you doing?’
Follow the steps and choose your JustGiving web address
Click on ‘create your page’ and personalise it however you like
Then go to https://justgiving.com/teams/swimforme and scroll down and
click on ‘Join the team’
Select your fundraising page to add it to the team
You can then send your own JustGiving address to friends to raise
sponsorship. Any target you set on your own page will automatically add to
the team target.

Submitted by Paul Kayes
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Finland
This is the ME/CFS situation in Finland in March 2019.
In Finland, ME /CFS is still classified as a functional disorder.
In Finland, the public side does not provide care at all or only GET and CBT are
being offered, including to pediatric patients.
The Medical Society Duodecim received the Finnish Parliament a funding
€200,000 to create "Good Practice Guide" for ME/CFS.

of

There are a few children in Finland threatened to take into custody because they
can't get to school because of ME / CFS. Child protection authorities think that
parents do not want their children to heal with GET and CBT.
In Finland, the patients diagnosed with ME/CFS rarely receive sickness benefits.
Although the patient would be in a wheelchair and 90% bedbound, the Finnish
Social Insurance Institution Kela and the insurance companies will not provide a
sickness benefit or disability pension.
At least one ME/CFS patient not being treated has been reported to the police by
the MP. The police, under the title of the investigation, commenced a breach of
official duty and injury.
For further information (in Finnish): ME Media
https://www.facebook.com/SuomenMEmedia/
Like their FB-page, as a sign of support
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Germany
At the 20th of March, the Charité Berlin opened a new center.
Website: https://cfc.charite.de/
At the opening ceremony, Unrest was shown, Prof. Scheibenbogen gave a talk
on ME/CFS and Sebastian Musch, chairman of the Deutsche Gesellschaft für
ME/CFS, gave a talk on #MillionsMissing: the situation for ME/CFS patients«.
The name of the center doesn't sound good, Fatigue Center, but it researches
several diseases that come with fatigue (cancer, MS, endocrine diseases, ME/CFS)
and doesn't equate fatigue with ME/CFS. It says on its website Chronic Fatigue
Syndrome (CFS) should be distinguished as a complex disease in its own right.
Typically, CFS is characterized by severe fatigue after infection, which is always
accompanied by severe physical and cognitive symptoms. CFS is characterized by
post-exertional fatigue, or malaise, which can last for days or even weeks, often
occurring on the following day of exertion.

There's a great new talk from Prof. Scheibenbogen on ME/CFS. The Charité
Berlin put it on its website last month. Prof. Scheibenbogen talks about
symptoms, PEM, severe patients, that doctors shouldn't recommend exercise and
says that very severely affected patients even can die from ME/CFS. The talk was
originally
held
for
GPs
at
a
conference
in
Austria.
https://cfc.charite.de/#c30479347

#MillionsMissing Deutschland is organizing #MillionsMissing visibility actions in
Germany for May: in Berlin, Munich, Gütersloh and hopefully Halle. The Deutsche
Gesellschaft für ME/CFS is official partner and supporter

There's a new German blog on ME/CFS (it's special, as there's hardly anything in
German). The writer is a former journalist who had to medically retire at age 28
due to ME/CFS. She's now 31 and wants to support others with ME/CFS, especially
the newly diagnosed: http://www.cfs-ladestation.de
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Ireland
Dr. Vallings’ talks in Cork (May 17),
Limerick (May 20), Galway (May 21),
Sligo (May 23) & Dublin (May 26).
The Irish ME/CFS Association is pleased to
announce that it has arranged for Dr Ros Vallings,
a leading international ME expert from New
Zealand, to give 5 Irish ME/Chronic Fatigue
Syndrome talks this May. The talks will include
questions-and-answers sessions.
Dr Ros Vallings brings a wealth of clinical
experience from 50 (!) years dealing with thousands of patients with ME and
related conditions. She is also right up-to-date with what happens internationally.
She attends the Invest in ME conference each year, the IACFS/ME conferences
that are on every 2 years including the one that just took place in Florida last
October. In November 2018, she attended a conference organised by the National
Centre for Neuroimmunology and Emerging Diseases CFS/ME International
Conference in Australia.
She has written three books on the subject in recent years:
Chronic Fatigue Syndrome M.E. Symptoms, Diagnosis, Management
(352 pages);
Managing ME/CFS A Guide for Young People (144 pages) and
'The Essential Guide to CFS/ME'. We intend to sell these books at the
meetings.
Admission is E5, on the door, to help towards the costs of organising these five
meetings, and Dr. Vallings' trip. We don’t take pre-bookings but expect the rooms
will be big enough to hold the numbers we expect to attend.
Friday, May 17 7:30 PM: Clayton Hotel Silver Springs Hotel, Tivoli, Cork T23 E244
https://www.claytonhotelsilversprings.com/. 400 free car parking spaces. Note
that the meeting is in the conference centre of the Silver Springs. This has its own
entrance and car parking, though is not far from the main hotel if you go there.
Location: https://bit.ly/2HovTjW This is being hosted by Yvonne Brewer.
Monday, May 20: 11:30 AM Great National South Court Hotel, Raheen
Roundabout, Limerick. V94 E77X http://www.southcourthotel.com/ 061487487.
400 free car parking spaces Location: https://bit.ly/2Y0gICB
Location: GPS Coordinates: Latitude 52.62801 Longitude -8.663127 This is being
hosted by Sarah Warde, coordinator of the Limerick ME Self-Help Group.
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Tuesday, May 21: 7:30 PM The Connacht Hotel, Old Dublin Road, Galway H91
K5DD (between the Bon Secour private Hospital (Renmore) and the Eye Cinema
- nearer the hospital than the Cinema).
https://www.theconnacht.ie Tel: (091) 381200 Free parking (both over and
underground). Location: https://www.theconnacht.ie/en/our-hotel-in-galway/.
Latitude:53.279738650567474 Longitude: -9.022178649902344
This is being hosted by Orla Ní Chomhraí, secretary of the Irish ME/CFS
Association and coordinator of the Galway ME/CFS Support Group.
Thursday May 23: 7:30 PM Glasshouse Hotel, The Glasshouse, Swan Point, Sligo,
F91 NCA4 https://www.theglasshouse.ie . Telephone: (071)919 4300. According
to the website there is "ample car parking for delegates". Location:
https://www.theglasshouse.ie/location.html
GPS Co-ordinates +54° 16' 21.69" -8° 28' 30.42"
This is being hosted by Ruth Flood.
Sunday, May 26: 2:30 PM Carlton Hotel Dublin Airport Old Airport Rd Carlton Hotel
Dublin Airport, Old Airport Rd, Cloghran, Co Dublin, K67P5C7, Ireland. T: (01)
8667507 www.carltondublinairport.com Free car parking (you may need to get
your ticket validated at reception).
Location: http://www.carltondublinairport.com/en/location/
GPS 53º 24' 55" N, 6º -14' -22" W
This is being hosted by Vera Kindlon, the Association’s chairperson.
Dr Vallings has said she will give a "general talk on the illness e.g. underlying
possible causes, diagnosis, update on research, management options etc."
Dr Vallings will also be giving an educational talk to GPs (only). We will announce
further details nearer the time though note that only doctors may attend. If we
get a reasonable attendance to this, we would hope to organise further talks to
GPs when are funds allow. We will be advertising this event when we write to GPs
with a mail-out and also at our stand at the Irish College of GPs annual conference
in Dublin on May 3-4.
The Irish ME/CFS Association can be contacted at: info@irishmecfs.org or by
leaving a message on 01-235 0965. We will be adding the details to our website
http://www.irishmecfs.org soon.

Submitted by Tom Kindlon
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Northern Ireland
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Norway
Whilst in Norway at the end of November 2018, David Tuller
not only held a speech in Drammen, but also interviewed Trude
Schei, the Norwegian ME Association’s assistant secretary
general.
Some information about the ME-situation in Norway we already published in the
December 2018-issue of the Chronicle. Here’s more:
Q: How much does treatment in Norway focus on CBT and GET?
The national guidelines only say that CBT “might be beneficial” and stops short of
actually recommending it as a therapy. However, the idea that “cognitive therapy”
is good for ME is prevalent. Health professionals do not generally know that CBT
for ME is a very different animal than CBT for cancer, for example. NAV often
requires that CBT should be tried before disability benefits can be considered,
even though they legally cannot do so.
The guidelines also cite GET as an option without actually recommending it. We
also see that some patients are asked by NAV to do GET, but this is less prevalent
than CBT.
Q: Is there a big push for MUS [medically unexplained symptoms] or MUPS
[medically unexplained physical symptoms] here?
There are a number of health professionals who seem to like to use the term MUPS
about what they cannot explain, and to lump everything they cannot explain into
the same bag. We see diseases like fibromyalgia, IBS, interstitial cystitis and so
on put into this bag. Of course, the proponents of the Lightning Process love the
MUPS idea–and support the notion that ME is “all in the mind.”
The focus of the debate in Norway is often not so much on treatment as on the
cause of the disease–is it physical, or is it in the mind? There are those who would
like to see ME defined as MUPS–and of course if it is defined that way, CBT and
GET are the obvious treatments. The line we often hear is: “Yes, we think your
symptoms are real (according to those who believe in MUPS it is important to gain
the patient’s trust!) but serious problems can be caused by thought processes,
have you considered that?”
Q: What is the situation with the Lightning Process? Why does there seem to be
an LP movement in Norway?
Live Landmark is a journalist who was diagnosed with ME, did LP and got well-ish.
She then trained as a coach and started selling LP in Norway. She is extremely
good at marketing her product, and at getting in to talk to anyone in a position to
make decisions about ME. She can be extremely charming.
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She knows the press in and out, and knows how to plug articles where patients
give glowing testimonials. That is the main reason LP has become such a big
thing–clever marketing.
Unfortunately, all the publicity around LP has harmed patients. Many people–even
health professionals and politicians–have come to think that it is possible to get
well quickly if you only want to. This makes it hard for ME patients to be taken
seriously in many cases.
The marketing has changed over the years. First LP was presented as a cure for
ME. But as advertising rules became stricter, it became “stress management” and
a “training course,” not a “treatment.” NAFKAM is an organisation that keeps an
eye on alternative therapies. It classes LP as an alternative treatment, as does
the Health Directorate. A number of patients have reported severe adverse effects
of LP to NAFKAM.
Recently, when the rules for advertising alternative treatments were tightened
again, Recovery Norway was founded. This is an organization for those who say
they have recovered from ME and other diseases with the help of “mental
techniques.” They claim that their stories of recovery are more worth listening to
than the stories of those who are still ill. They claim to give hope–at the same
time accusing the ME Association of crushing hope when we give patients realistic
information on prognosis.
Those from Recovery Norway also perpetuate the myth that ME patients are
“difficult” and claim that those who talk about their own recovery are persecuted.
It seems that people like to believe in simple solutions – and that taking a threeday course where you are told not to “do ME” can cure serious illness.
I am very happy that some people have recovered from ME, and I can sympathise
with the wish to communicate how you got well. What I find hard to understand
is that this group does not seem to grasp that even if something helped them, it
may not help others, and that their experience is not necessarily universal. As it
is, I feel that this group is doing a lot of damage to how ME patients are perceived,
and to how both the public and health professional perceive ME.
Q: What has changed in the last 2-3 years, if anything? Has support for PACE and
the GET/CBT paradigm weakened, stayed the same or gotten stronger?
The ME Association has shared most of your blogs, and most patients seem to
know about the problems with the PACE trial. We saw a big change with the
Rituximab trial, with more attention and more people believing ME was an organic
disease – but during the last year the National Competence Service and Recovery
Norway have done a lot of damage.
On the other hand, we also see more awareness of the symptom of PEM and that
ME patients should not be pushed to do too much. We find that it is easier for the
ME Association to get to talk to politicians and health officials.

79 Back to Table Of Contents

Q: What is currently happening with rituximab and/or other biomedical research,
if anything?
There are number of big projects going on. A few years ago, the Norwegian
Research Council wanted to change how grants were given, after new legislation
asked for more involvement from consumers/patients. They wanted to pilot a new
model, and ME was chosen as the area to do so. A committee of patients, carers,
administrators and health professionals helped write the invitation for proposals
and conduct the first round of screening applications.
There was an application for an LP study from Live Landmark and a well-known
professor who supports the biopsychosocial approach, Vegard Bruun Wyller. It
did not pass the first round. That caused acrimonious debate in the media, where
as usual it was claimed the denial was because of undue pressure from angry
patients.
But four projects got grants in the end:
Karl Johan Tronstad in Bergen, who had studied the possible role of the citric
cycle-pyruvate dehydrogenase, is looking further into cellular energy production.
A team in Harstad is doing a project on fecal transplant as a possible treatment.
Benedicte Lie in Oslo is looking into associations between HLA genes and possible
auto-immunity.
Fluge and Mella are still working on some results they have not published yet,
and we are curious to see them. They have built a large biobank. The big question
is whether they will be able to say anything about why some responded and others
did not – in both the Rituximab and the placebo group. I think that a lot of
interesting things could still come out of the trial.
Q: And a final question. Given that the lead author of the Cochrane exercise review
is Norwegian and employed at a Norwegian government institute, do Norway
public health officials have a special role to play in getting rid of it?
I would certainly hope that Norwegian authorities play in part in getting rid of
flawed research when and if they have the power to do so!

Taken from Trial by Error: The View from Norway http://bit.ly/2SRFUba
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Project Tjenesten og MEg (Services and ME)
The project Tjenesten og MEg (Services and ME) was one of four research projects
that got funded via the Norwegian Research Council’s project BehovME (ME
patients’ needs), where users were invited to give suggestions for what kind of
research projects the council should prioritise.
Sintef and Fafo are cooperating on this research project where they will study
the ME patients and their families’ needs, as well as their usage of and experience
with health care services. They are now recruiting participants for a qualitative
study.

Request of the Norwegian ME Asociation
The Norwegian ME Association has requested a systematic literature search on
PEM from the Norwegian National Institute of Health. The report was published in
February.
The text is in Norwegian, but contains useful links to literature on PEM.
RAPPORT 2019
Systematisk litteratursøk med sortering
Anstrengelsesutløst sykdomsfølelse/symptomforverring (PEM)
http://bit.ly/2TisAfP

ME Network Conference for health personnel working with CFS/ME at Skogli
Rehabilitation Centre in March.
Skogli Rehabilitation Centre has worked with ME patients for several years and
has a good reputation. Therefore it was disturbing to see their programme
advising the participants to read the paper about the alternative treatment
Lightning Process in advance. One of the lectures was Lillebeth Larun, lead
author of the contested Cochrane review on Exercise Therapy and CFS.

Petition for the resignation of the management of the National Competence
Services on CFS/ME
The petition for the resignation of the management of the National Competence
Services on CFS/ME reached 7265 signatures. It was delivered to the Ministry of
Health and Care Services in March. The petition is protesting against the
Competence Services’ psychosomatic approach to ME. Nina Steinkopf, who
initiated the petition, was invited to meet the Minister of Health and Care, Bent
Høie.

Submitted by Ellen Piro
81 Back to Table Of Contents

Sweden
Conferences in Stockholm and Umeå
There will be conferences in Stockholm on Oct 16th and in Umeå on
Oct 17th and before that a Roundtable meeting for invited
researchers and clinicians. The layout of the invitations are not finished yet, so
there are no links yet. They will be published in April and in the next issue of the
ME Global Chronicle
Thanks to Kerstin Heiling

OMF Funds ME/CFS Collaborative Research Center at Uppsala
We are proud to announce that OMF has funded the establishment of a third
ME/CFS Collaborative Research Center, at Uppsala University in Sweden.
The new Uppsala Center will be led by OMF Scientific Advisory Board member
Jonas Bergquist, MD, PhD and will work synergistically with the ME/CFS
Collaborative Research Center at Stanford led by Ronald W. Davis, PhD, and the
ME/CFS Collaborative Research Center at Massachusetts General Hospital and
Harvard Affiliated Hospitals, led by Ronald G. Tompkins, MD, ScD, and
Wenzhong Xiao, PhD of Harvard University.
All science funded by OMF continues to be under the overall direction of our
Scientific Advisory Board, directed by Ron Davis.
This new Collaborative Center focuses on the targeted molecular diagnosis of
ME/CFS with the goal of evidence-based strategies for interventions. In Uppsala,
significant efforts are being brought to bear on the analysis of cerebrospinal fluid
as a unique source of neurochemical biomarkers of ME/CFS.
High-resolution mass spectrometry will be used for extremely sensitive detection
of endogenous biomolecules. This unique technology, in combination with the
development of clinically relevant screening and targeted methods for sampling,
will deliver previously unattainable insights into the pathophysiology of ME/CFS.

Source: http://bit.ly/2YyMg2B
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South Africa
The ME CFS Foundation South Africa’s current initiative
The ME CFS Foundation South Africa is busy with an initiative making
people across the world aware how extra difficult it is to have ME in
South Africa.
There are no disability benefits available from Government
at all. Poverty is on the increase especially for the
chronically ill. We have very few health care practitioners
familiar with updated knowledge of ME and your chances of
help in the public health sector are basically zero. Also, as
the political and economic landscapes are very uncertain at the moment and the
exchange rate is in favour of countries outside South Africa we can do a lot with
even small donations from outside South Africa. Hence, we try and reach other
countries and touch their hearts. We are telling personal stories illustrating the
dire needs of patients, also illustrating why the work of the Foundation is crucial
in South Africa.
As we know, this illness can affect anyone, irrespective of age, social class, race
or sex. We are also aiming to make the invisible illness visible, thus to SHOW
people the reality of this debilitating and devastating disease, to make them SEE
us. We have a lot of stories but only mention two here:
First story: A family of 5 where the mother has severe ME and as she was the
main breadwinner, they lost everything when she
could no longer work. They are living in a Wendy
house at the back of a house without access to their
own bathroom or water. The house is 9 square meter
small. In summer the place is extremely hot, while
in winter time it is freezing

Second story: An-nel (talented graphic designer, artist and ex-ballet dancer) and
her 11 year old daughter both have ME! Beautiful
talented mother An-nel fell ill at 13 – she was in
remission for a few years and had 2 beautiful
daughters. ME came back with a bang a few years
ago and An-nel is now SEVERELY ill.
However, a few months ago her 11 year old daughter
(a brilliant dancer and top student) was also
diagnosed…. On rare occasions when they do go out
they are both in wheelchairs and can only go out for an hour or 2 and then still
crash severely afterwards… It is as if something takes out your body’s “batteries”,
taking away most things we take for granted: working, exercising, socialising,
playing with your children, traveling and many other activities. “It feels as if some
external control took out my batteries without my permission.”
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(Art done by An-nel Klotzbuecher and Words by Willa Truter)

Submitted by Retha Viviers
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Switserland
Swiss Society for
https://sgme.ch/

ME

&

CFS

Who we are
Founded in 2019, the Swiss Society for ME & CFS is a non-profit association that
addresses the concerns of people with the neuro-immunological disease ME and
people with CFS. Our founding team is made up of committed relatives and
stakeholders who have been working on ME and CFS for many years.
Our goals
We are committed for ME being recognized as a physical disease in Switzerland
and adequate medical, nursing and social care being ensured for those affected.
We would like to educate both the general public and healthcare professionals
about ME and CFS, inform about international scientific and political news
regarding ME and CFS and raise awareness of the currently very difficult situation
of those affected.
About ME and CFS
ME (myalgic encephalomyelitis) is a chronic neuro-immunological disease that can
lead to severe disability. Those affected suffer from a variety of symptoms such
as:
muscle weakness
flu-like fatigue
short-term memory dysfunction
cardiovascular disorders such as orthostatic intolerance (regulatory
disturbance of
the circulation in an upright position)
strong pain
severe problems with concentration
autonomic nervous system dysfunction
intolerance to light, noise and other sensory stimuli, as well as chemicals
… and many more
The cardinal symptom is Post Exertional Malaise (PEM), a neuro-immunological
reaction that occurs already after low levels of physical and cognitive exertion,
orthostatic stress or exposure to sensory stimulation, resulting in severe and
prolonged worsening of symptoms.
The prevalence (frequency) of ME is estimated at 0.1%, that of CFS at 0.2%.
Thus, about 17 million people worldwide are affected by ME or CFS; whereof in
Switzerland about 16'000. About 75% of those affected are incapacitated by the
disease, and around a quarter are homeless or bedridden and in need of care.
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ME (Myalgic Encephalomyelitis)
was introduced as a term by the British physician Melvin Ramsay after an
outbreak of the disease in 1955 in a London hospital and has established itself
mainly in the UK. It is defined as a disease with immunological, neurological and
cardiovascular symptoms and limitations in energy production and energy
transport. ME was included in the International Classification of Diseases in 1969
by the World Health Organization (WHO) as a neurological disease.
CFS (Chronic Fatigue Syndrome)
The name Chronic Fatigue Syndrome was created in 1988 as a reaction of the
American Centers of Disease Control (CDC) to another epidemic of the disease in
the US. The term CFS is only vaguely defined and includes various pathological
states of exhaustion.
For this reason, we are committed to using the term ME for the neuroimmunological disorder described above. At the same time, we would also like to
represent people who suffer from other chronic fatigue states and who have been
diagnosed with CFS. Often, in this second group, a further diagnosis is necessary
to determine the cause of their symptoms.

Submitted by Maya Leutwiler
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The Netherlands
There are important
Netherlands.

developments

happening

in

the

As has been reported from the beginning of the creation of the ME Global
Chronicle, a citizen initiative (BI) started in 2011, has been extremely successful
and in 2015, 56.000 signatures were handed to the Dutch parliament.
After some haggling and protest from the minister of Health, Welfare and Sport
at the time, Edith Schippers, the BI was declared admissible and parliament
ordered the Health Council to evaluate and draw up opinions on the position of ME
and the patients in the Netherlands. This process was completed on March 19,
2018, and the final report was handed to the permanent HWS-commission.
http://bit.ly/2JDNdmU
In the Netherlands, the minister is responsible for implementation of the policy,
but he is monitored by the permanent HWS-commission. The petitioner, Groep
ME –Den Haag (Group ME-The Hague), had offered research proposals outside of
ZonMW, which is usually tasked by the minister to execute such orders. But during
a previous course, ZonMW were guilty of involving themselves in a conflict of
interest. Besides, the preparation for and execution of a research program takes
longer this way, and costs more. Aside from that we have to wait and see if ZonMW
gives substance to the task to let patients participate.
On March 7 Groep ME-Den Haag along with 3 other patient organizations had a
conversation with members of the minister’s staff, in which it became apparent
that the proposal from Groep ME-Den Haag had been bypassed. Without
consulting any of the patient advocates the task had already been assigned to
ZonMW. That will most certainly be addressed.
On March 27 there was a discussion between Groep ME-Den Haag with 4 patient
organizations and the permanent Health Council commission. In which the actions
of the minister undoubtedly was addressed as well. A report of this meeting will
be published within short on the FB-wall of the Chronicle http://bit.ly/2Ike4yu
The expectation is that the minister will present a global agenda with budget to
the parliament before the summer recess.
It is definitely important that the nature of the research needs to be completely
biomedical, must be compatible with the international scientific standard in
regards to matters regarding ME and patients must participate. They will keep a
close eye on that.

To be continued.
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The OMF
News from the Open Medicine Foundation
OMF Founder and CEO/President Linda Tannenbaum will
present in Copenhagen on 2 June, 2019, an exciting OMF
research update on what we are doing to unravel ME/CFS, share hope, raise
awareness and encourage everyone to collaborate to be part of the solution.
At the end of the talk, she'll be available to answer your questions and for
a personal meet and greet.
To register: Please send an email to Karin Christensen:
sekretariat@me-foreningen.dk. Kindly register by May 26. This event is free
for ME Foreningen members and 50DKK for non-members.
OMF will be joining The #MEAction Network and the Solve MECFS Initiative
for their Lobby Day (April 3) on Capitol Hill in Washington, D.C., and we
hope you'll come out and join us.
On April 3, Linda Tannenbaum will be speaking on a panel at "Thinking
the Future: A Workshop for Young/Early Career ME/CFS Investigators"
hosted by the NIH.
Thank you to everyone who created a Facebook Fundraiser during February
in support of OMF ... Your individual fundraisers have raised more than
$169,000 over the past 12 months!
You may have already heard our exciting news that Chris Armstrong has
moved to the United States and has been working with our OMF team as
our Science Liaison. Chris is most well known for his research using
metabolomics to observe biochemical alterations in ME/CFS patients.
He began his work in the field at the University of Melbourne, beginning a
PhD project to apply metabolomics to study ME/CFS and published the first
ME/CFS metabolomics study on blood and urine in 2015. We are thrilled to
have Chris working with us.
We are tremendously grateful to the Brill family, who in honor of their
grandson who suffers from ME/CFS, generously donated $600,000 at the
end of the year towards matching gifts that successfully brought in a total
of $1,700,000 with their inspiring matching donor challenges.
What inspired their donation, said Mr. Brill was that “The sooner Dr. Davis
has meaningful funding, the sooner he will be able to achieve a cure for
ME/CFS.” One of the matching donors shared, “We are making this
contribution in hopes that new research will lead to help our nephew and all
those suffering from this debilitating and much underfunded illness.”
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We thank the very generous Brill Family and our tremendous matching
donors for recognizing the importance of encouraging others to join the OMF
movement to end ME/CFS.
With more than $9 million raised in 2018, we are able to accelerate our
efforts to engage more researchers and clinicians towards understanding
the molecular basis of ME/CFS, finding effective treatments and creating
innovative diagnostic technologies
This past fall, researchers at Massachusetts General Hospital "documented
for the first time widespread inflammation in the brains of patients with
fibromyalgia.
OMF Scientific Advisory Board Director Ron Davis stated, "This is an area
where Ron Tompkins is going to be working in the near future supported
by the Open Medicine Foundation."
Tompkins, the Co-Director of the OMF-funded ME/CFS Collaborative
Research Activities at MGH and the Harvard Affiliated Hospitals, added,
"These researchers are among the large collaborative group at the Martinos
Center that we will be working with to improve the knowledge in ME/CFS.
They have made great improvements and want to work with us in ME/CFS."
Read about the fibromyalgia study here: http://bit.ly/2T6j4wV

Source: fb page of the OMF https://www.facebook.com/OpenMedicineFoundation
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11.

Petitions
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Recognize ME as Defined by ICC

#PwME4ICC Demand US Health Agencies Recognize Myalgic Encephalomyelitis as
Defined by ICC
Sign this petition https://bit.ly/2DQkFSK of vital importance, not only to the USAME community!
We are international medical practitioners and researchers in the field of myalgic
encephalomyelitis (ME), ME advocates, patients and their supporters. We are
located in the US and in other countries that are affected by US health policy. We
call on the US government health agencies to accurately name, define, fund and
represent the distinct biomedical disease ME which has been recognized by the
World Health Organization (WHO) since 1969 as a neurological disease with the
ICD code G93.3 and has been well-defined by the 2011 International Consensus
Criteria (ICC). Since October 2015, the US ICD-10-CM classifies ME with the same
neurological code, G93.3, as the WHO ICD.
We demand the US Department of Health and Human Services (HHS) and all its
agencies:
Adopt ICC for diagnostic purposes https://bit.ly/2M1MVm6
Adopt ICC for research purposes
Use ICC on all HHS and all HHS agency websites and all educational
materials created by or for HHS and its agencies
Educate medical practitioners to use the IC Primer for diagnosis
https://bit.ly/2bSXrKO
Disseminate the IC primer to educate medical practitioners on testing and
treatment
Insist that ME researchers use ICC for their research funded by HHS or HHS
agencies
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The Problem:
ME has appeared in 50+ outbreaks worldwide and was first named and defined by
Dr. A. Melvin Ramsay after a massive outbreak in 1955 in the Royal Free
Hospital in London. The disease also appears in the sporadic form and is
neurological in nature with immune dysfunction, muscle weakness (including
paralysis) and pain as well as affecting multiple body systems. It renders most
afflicted unable to work – many become house or bed bound. Severely affected
patients are left isolated, unable to tolerate human interaction and often require
24/7 care for basic needs. Currently, there is no FDA approved treatment or cure.
In an attempt to mystify and marginalize this severely debilitating disease,
government health agencies have misrepresented ME as part of an ill-defined
chronic fatigue syndrome (CFS) (Reeves’, Fukuda, Oxford). The latest attempt at
obfuscation by the US Department of Health and Human Services (HHS) has been
sponsoring and adopting the recommendations by the Institute of Medicine (IOM)
(now called the National Academy of Medicine) to use the name Systemic Exertion
Intolerance Disease (SEID) and the IOM/SEID criteria.
The IOM/SEID definition does not require any neurological or immune dysfunction
symptoms and because of its lack of specificity will include many who do not suffer
from ME.
Research by Dr. Leonard Jason’s group at DePaul University, Frank Twisk, and
Asprusten et al. has shown that the IOM/SEID criteria do not define the distinct
neuroimmune disease ME as described in the medical literature, classified by the
WHO and defined by the ICC. Research affirms that unlike the ICC, the four
required subjective symptoms of the IOM criteria are commonly found in many
chronic diseases and are not unique to any identifiable disease. In addition, the
IOM/SEID criteria lack exclusions for conditions with similar symptoms that are
typically found in disease definitions.
As a result, the IOM/SEID criteria select a broad, diverse group of people without
a common underlying pathology. Research by the DePaul group has found that
the IOM criteria increase the prevalence of Fukuda CFS almost three times from
0.42% to 1.2% – or about 4 million people in the US alone. Only a small fraction
of that group will be people with ME – an estimated 10 to 20 percent. Many in that
broad group will be misdiagnosed with IOM/SEID while they actually suffer from
different conditions with some similar symptoms.
The confusion caused by the co-mingling of ME and non-ME patients will result in
harm to people with ME (#PwME) through the recommendation of inappropriate
treatment – as well as to all of those who don’t have ME but are misdiagnosed.
Moreover, the use of the IOM/SEID criteria in research (which is already
happening) will impede meaningful scientific progress by selecting patients for ME
research who do not have the disease ME.
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We, therefore, reject the IOM recommendations and object to their
implementation; SEID does not accurately name, and the IOM/SEID criteria do
not explicitly define the distinct disease ME.
We further object to the reference by HHS and its agencies in their educational
material or otherwise, to the IOM/SEID criteria concerning ME. The government’s
malfeasance has already caused too much suffering and premature deaths in over
three decades.
We will not stand by in silence while more of this whitewashing and harm take
place. The time to act is now!
We demand HHS adopt myalgic encephalomyelitis as classified by WHO and
defined by the ICC for diagnostic and research purposes and all education
materials created by or for HHS and its agencies now!

Source: ME Advocacy https://bit.ly/2zPcqDz
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12. Events
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September 4th 2019
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Accelerating
Research
ME/CFS – April 4 2019

On

Symposium at the National Institutes of Health, Bethesda
Goal: Present high-quality science studies of ME/CFS to better understand the
state of the science and help drive the field forward by identifying gaps and
opportunities. Presentations should emphasize newer work or in some cases
critical previous work that fits with current models of ME/CFS. Audience is
expected to be scientists, clinicians, patients and other ME/CFS stakeholders.
Conference will be webcast and publicly available.
Day 1: April 4, 2019 Masur Auditorium, NIH Clinical Center
9-9:20 AM Welcome/Introductions – NINDS and NIAID Staff
9:20-10:00 AM Setting the stage – ME/CFS 101- Lucinda Bateman
Metabolomics/Metabolism of ME/CFS Joe Breen (NIAID) - moderator
10-10:30 AM Robert Naviaux (UCSD)
11-11:30 AM Oliver Fiehn (UC Davis)
11:30-12 NOON Jonas Bergquist (Uppsala Univ)
12:00-1:00 PM LUNCH Immunology of ME/CFS Nancy Klimas (NOVA SE)
– moderator
1-1:30 PM Jose Montoya (Stanford)
1:30-2 PM Mark Davis (Stanford)
2-2:30 PM Derya Unutmaz (Jackson Labs)
2:30-3PM Maureen Hanson (Cornell University)
3:00-3:30 PM BREAK Provocation Studies Andrew Breeden (NINDS) moderator
3:30-4 PM Nancy Klimas (NOVA SE)
4:00-4:30 PM David Systrom (BWH)
4:30-5 PM Betsy Keller (Ithaca)
5-5:30 PM Alain Moreau (Montreal) Group Discussion Q&A
5:30-6PM - Terri Wilder (#MEAction) - moderator
6:00-7PM – Poster Session – posters from Workshop for Young Early Career
ME CFS Investigators – FAES classrooms 1 and 2, NIH Clinical Center end
of day one
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Day 2: April 5, 2019 Masur Auditorium, NIH Clinical Center
8:30-9:30 AM Clinician Panel Discussion Tony Komaroff- moderator – 10
min per presentation; highlighting one area of ME/CFS treatment/practice
that would complement others (minimal overlap), introduced by Sadie
Whitaker (Solve ME/CFS) Lucinda Bateman – Orthostatic intolerance;
Susan Levine – Mast cell activation syndrome and incidence; quick
overview of biology, diagnosis, and treatment; Jose Montoya – Is there a
role for anti-herpes therapy in ME/CFS? ; Daniel Peterson – Precision
medicine and artificial intelligence in the diagnosis and treatment of
ME/CFS; Peter Rowe – Neurodynamic dysfunction 9:30-10AM Q and A
session with Clinician Panel – Open mic questions
10-10:10 AM Welcome and Remarks - Francis Collins (NIH Director),
introduced by Walter Koroshetz (NINDS Director) NINDS Intramural study
update Vicky Whittemore; introduction
10:15-10:45 AM Avi Nath (NINDS)
10:45-11:15 AM BREAK Microbiome/Virome Sadie Whitaker (Solve
ME/CFS) - moderator
11:15-11:45 AM Ian Lipkin (Columbia)
11:45-12:15 NOON Julia Oh (Jackson Labs)
1-1:30 PM Bhupesh Prusty (Wuerzburg) New Technology for ME/CFS
Research Joe Breen (NIAID) - introduction
1:30-2 PM The Molecular Basis of ME/CFS - Ron Davis (Stanford Genome
Center) Imaging of the CNS and ME/CFS Fred Friedberg (Stonybrook) moderator
2:00-2:30 PM Jarred Younger (UAB)
2:30-3:00 PM Mike VanElzakker (Harvard)
3:00-3:30 PM BREAK Orthostatic/Autonomic Disorders David Systrom
(BWH) - moderator
3:30-4:00 PM Peter Rowe (JHU)
4:00-4:30 PM Anne Oaklander (MGH)
4:30 - 5:15 PM – Summary of Conference – Tony Komaroff (Harvard) 5:15
– 6:15 PM – Next Steps for ME/CFS Research (30 min) and Open
Question/Answer with Panel (30 min)
Panel:
Joe Breen (NIAID),
Vicky Whittemore (NINDS),
Maureen Hanson (Cornell),
Sadie Whitaker (SMCI),
Jose Montoya (Stanford)

All info: http://bit.ly/2FlJuVJ
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13. Poem - Even Though
Even though we’re sick, in pain,
and our bodies feel so drained,
we feel the agony unfold,
our lives are put on hold,
we keep our inner strength.
Even though we’ve gone away,
and we’re missing ev’ry day,
we feel we’re on our own,
yet know we aren’t alone,
together we are stronger.
Even though we’ve all been
wronged,
we’ve been ignored for oh, so long,
for years we’ve been denied,
our needs were set aside,
we are grateful things are changing.
Even though we’ve been unheard,
others help us spread the word,
together we’re unstoppable,
we’re making changes possible.
We’ll never stop trying.
Even though we are in tears,
grieve the loss of many years,
experts work on our behalf,
to try to get us back.
We’re grateful for each one.
Even though our hearts are breakin’,
even though our lives were taken,
we try to keep on dreaming,
we try to keep believing
that better days will come.

Laurie Glass
as on the website of the OMF https://bit.ly/2JkbZs7
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14. Column - Being, Included
Living in a body unable to travel far
means I no longer wander into the
adventures of the outer world.
Now don't get me wrong, I still have
adventures but they're different.
They involve burnt red coloured
foxes and large grey winged herons,
staccato screeches of pheasants and
the copycat imitations of starlings.
My adventures also include short
snapshots of the world. A short visit
or a short visitor. A pop by of a
neighbour or a passing friend but for the most part, I live away from the workings
of the outer skins of the world. I just am.
It's nice though not to be forgotten by that world and yesterday that world reached
out to me, inviting me to a wedding, the invitee aware I won't make it but
nonetheless wanted to include me. As was said, I'm a friend.
Inclusion is a must in our globular world, a needed reference point upon our ever
moving stage, as needed as our North and our South. Each of us dots among a
giant compass of a world, dots joining one another together. Some lines apparent,
others more blurred.
I sit with my blurred line today, thankful to be able to just be, included.

Marie H Curran
Source: https://currankentucky.wordpress.com/2018/12/28/being-included/
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15. Connecting You To M.E.
Leonard A. Jason, Ph.D. DePaul University - Chicago, USA
“The future of the field is in connecting the many patient and
scientific groups into one larger body that is united for change.
Any events that bring people together across countries and
organizations should be promoted.

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

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