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We are no association or society, just a bunch of idealists wh

0 want to give our best efforts

towards recognition of this terrible disease. By trying to help connecting to each other all patients

all over the world. Anyone who expresses the wish to receive the Newsletter will be added to the

list: that's the only for mality and thing to be done. subscribe@let -me.be T Visit our website to
subscribe to this newsletter or to download previous https://let  -me.be i
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Dear friends |,

the MEGC of 2017. It is so encouraging
that an increasing amount of us are actively
; and passionately contributing to every edition 7/
\\\ and submitting articles. This is how it begins to //’/
assume the shape of what it was intended to be right from the start: a chronicle
of ME-related events over the course of the last months, produced by and
dedicated to the worldwide ME community.

2017 brought moments of happiness and disappoint ments. Bot h
MEO as wel |l as the Stanford University <conve
colloquiums were largely successful. And who would have thought that the Unrest

documentary would end up getting an Oscar nomination on the shortlist of 15

other documentaries. As for disappointments, the outcome of the third -phase
rituximab tri al di dnot show any significant

administering in comparison to healthy control subjects.

I t s 1 mpor t aontlusions af the IDM report have been effectual in getting

the CDC to remove behavioral therapies as a first method of treating ME from

their site. Who knows if the Netherlands wil/

final advice to the parliament ne xt month.

Webd | ike to thank everyone who has contribu
whether it was in textual form, by paying attention to every published edition, by

sharing links, by signing up for membership of

post s, and even by simply reading a single article or viewing only one image.

Of course, we wish everyone who may read this a wonderful Christmas, a calm

start to the new year and a fortune -filled 2018, with especiall
to write that down. And for whom the 6holiday seasond may
you the best of strength and wellness, and hopefully some peace and quiet to be

able to live through.
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Textual contributions for the February 2018 edition may already be submitted, but
preferable b efore February 10th.

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

Rob and Eddy
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CD@G Staged Cal l

In201 2, The U.S. Centers for Disease Control and Prevention (CDC) instituted the

AME/ CFS Stakehol der Engagement and Communi cat
(previously called PCOCA) series with the stated purpose of sharing information

with those interested in ME /CFS as part of their regular outreach and
communications efforts. These calls are billed as a form of engagement with the

community, but this is just by name i not reality.

CDC6s Phantom Engagement
CDCb6s <cl aims of transparency anudith the BIE/@F$ desi
community is debunked Dby their consistent underhanded actions. Their

Afengagement 0 cal | i-fngonensidecacommunication. ICBQptaced
all callers 1 a group of very sick disabled people i in a silent mode for the hour -
long cal | . CDC falsely all eged t hey canot t ak

government events take live questions all the time.

C D C 6 s-mi@ude call devoted 50 minutes to their invited speakers I leaving only
a couple of minutes in the end to cover the many cruc ial questions sent in by ME
patients and advocates. CDC kept us in the dark as to whose questions they
selected 1 never giving us the actual names.

CDC refuses to make the recordings available on their website, even though they
tell us that they are bein g recorded. CDC is very well aware that this is a
community of people who are severely sick and it is too taxing for them to listen

in at the appointed time and for a full hour -long call.
Conclusions about CDC6s | ack of engaogwithdnt and
+ CDC stages the call so that they are in complete control of the narrative
+ CDC manipulates the timing of the call as to leave minimal time for public
guestions
+ CDC refuses to take live calls because they are apprehensive of challenging
question s
+ CDC is more concerned about the perception of engagement than an actual
one
+ CDC is not worried about federal rules that call for accommodations for the
disabled
+ CDC does not want a record of the meeting because they want to avoid

activistsod criticism

November 2, 2017, CDC Call
The latest CDC call  (http://bit.ly/2AXDXkJ ) took place on November 2, 2017. The
topic was: AiTake Home Messages from the 2015 |

ME/ CF S 0 Dms.iLucihda Bateman , EllenClayton ,and Peter Rowe . Allthree
speakers served on the IOM panel to create new government -sponsored criteria
and a new name 1 systemic exertion intolerance disease (SEID).
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Background of the HHS/ 1 OM | mpl ementation rand
2012

In October 2012, the Chronic Fatigue Syndrome Advisory Committee (CFSAC)

sent the following recommendation to Dr. Sebelius , the Secretary of The US
Department of Health and Human Services (HHS)
will promptly convene (by 1 2/31/12 or as soon as possible thereafter) at least one

stakehol der so (Myal gic Encephal omyelitis ( M
(CES)experts, patients, advocates) workshop in consultation with CFSAC

members to reach a consensus for a case definition useful for research, diagnosis

and treatment of ME/CFS beginning with the 2003 Canadian Consensus Definition

for discussion purposes. 0

HHS highjacked and distorted CFSACO6s recommen
their own advisory committee of experts. In Septem ber 2013, HHS secretly
contracted, sponsored and charged the Institute of Medicine (IOM) to create yet

again, another government  -controlled clinical definition and a new name for the
disease. Myalgic Encephalomyelitis (ME) stakeholders were outraged at HHS 0
deception and exploitation. Fifty International ME researchers and clinicians wrote

an open letter  (http://bit.ly/2CGsnuG ) to Secretary Sebelius urging her to stop
the IOM contract and to adopt the 2003 Canadian Cons ensus Criteria (CCC) for
clinical and research purposes. Sixty -six ME advocates worldwide signed a letter
(http://bit.ly/2kk3m1G )in support of the Expertsod Letter
(http://bit.ly/2kkaz8w ) to their congressional representatives with the same

message 1 stop the IOM, adopt the CCC.

But, HHS continued to disregard the voice of the international ME community and

ignored the continued protests taking place suc h as a new letter
(http://bit.ly/20LXSRZ ) dated December 2013 signed by 197 professionals and
advocates with detailed objections to the IOM process. Advocates also continued

their protests in the form of public testimo nies at the IOM January 13, 2014, open
meeting (see article here http://bit.ly/2kKelRv ).

Please read entire blog here - http://bit.ly/20LWajx

| wish to thank advocate Eileen Hold erman for her consultation with this blog
post.

Submitted by Gabby Klein - Relatingtome.net
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5. Dutch zGint il ni ti1 ati ve
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Dutch Citizen Initiative
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Towar ds sEn d

The trajectory of the ME/CFS committee of the Dutch Health Council is heading
to wards its end.

The committee was established in March 2016 and was, at the behest of the Dutch

Parliament, tasked with documenting the current state of ME -related affairs and

with giving advice regarding the definition, criteria of diagnosis, forthcoming,

current track record, the possibility of prevention and treatment, the influence of

ME on a patientos 1|ife, also from a societal
assistance for and approach to patients can be improved and what the current

scientific pro gress and perspective is.

As a point of exit, the committee opted for
Encephal omyelitiso of January 2015, and had
drafted as a result of a one and a half year 6.

On last N ovember 20th, a hearing took place in which invited Dutch stakeholders

and two international ME experts - prof. Sonya Marshall -Gradisnik  and dr.
Anthony Komaroff (through earlier contributions) - were given the opportunity
to provide commentary on the conc eptual advice.

The final advice is expected to be finished next month, where it will be ready to
be presented to the Parliament. After that, it
to handle it and what to do with it.

All in all, tense times are ahead in t he ME Netherl andsé
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AYoundger oo

Truls , a young boy of 12 years, has
ME. Because of his ME, Truls s
rarely able to leave home. Butwhen

his doctor Kristian Sommerfelt
asked for his help in educating -
medical stud ents, Truls di dno tgs
hesitate at all. He agreed to join
Sommerfelt 06 s l ecture.
more doctors like  Kristian » Truls
says, «and so | have to explain to
them what this is all about».

Truls 6 mo t Bigrid ,, was present
at the lecture. «It all went really

well, and it was a good experience for Truls . I have to say this again and again |
Kristian Sommerfelt is a unique doctor.»
Todayods | ecture was att endB8anméfglt meédan iotarviews t ud e
of Truls , as he explained what it is like to be a ch ild suffering from ME.
Kristian Sommerfelt and Truls discussed Truls 6 huge

interest in composing music. Truls explained how he
uses less energy making music alone, as opposed to in

a group, and how he misses hanging out with his friends.

He also explained how he can compose music in his mind
but not be able to record, play or write the music down.

Truls is crystal clear in that others need to learn more

about ME. The students asked if  Truls had any final

words of advice to them. «Yes», he answered. «Even
Kristian Sommerfelt though | am I ike this, it doesnoi
talking with Truls to [do things]. | want to all the time, and that makes me

do way too much, and | get a lot sicker. | am worse for hours, days and maybe

weeks. | have a serious disease.»

Kristian Sommerfelt was ver y happy with his patient after the lecture. «He is
my hero! He was crystal clear today. They will never forget him. He helped a lot
of other patients today.»

The ME parents agree with dr Sommerfelt ,thankyou Truls !
Link for sharing:  https://wp.me/p3VLNe -1CU

https://fryvil.com/2017/12/02/a -young -hero/

Submitted by  Stine Aasheim
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Cri sAngd Sui ci1 de

The list of people with ME who have taken their own live sis
too long .

Fortunately, there is help available for anyone in crisis, and

their loved ones. There are many issues to discuss about
suicide and end of life, but | want to give you the tools and
information you need to deal with a crisis right now.

Joha nna Haban has been disabled by a number of chronic
illnesses over the years, including ME. She currently volunteers with Crisis Text
Line and has experience on phone lines as well. She shared her perspective with
me, to pass on to you. Johanna 's opinions a nd suggestions are her own and do
not represent those of Crisis Text Line, San Francisco Suicide Prevention, or any
other organization. She is not writing as an official representative of any
organization. If you are in crisis and seeking help, please see the list of resources
below.

Who can | call if | am feeling emotionally overwhelmed, thinking about suicide, or
am worried about someone | love?

+ National Suicide Prevention Lifeline: 1 -800 -273 -8255 (http://bit.ly/2gFnm M2)
4 Crisis Text Line: text START to 741 -741 (http://bit.ly/2xeZTVN )
+ Warmlines (listing of hotlines all over the country http://bit.ly/1UXmKzz )

+ MDJunction (online support groups http://bit.ly/1p9UDs2 )
+ HealingWell.com (forums and chat http://bit.ly/2jzyuNK )

What happens when | call?

The goal of counselors on crisis lines is to help you cope with how you are feeling,
and help you figure out what (if anything) you can do for help. Calls are
confidential, and you decide how much information to share with the counselors.

You do not have to be suicidal to call.

Will a crisis line report me to the authorities?

Many people are scared to contact a help line because they are worried about the
police coming or being committed to a psych ward. These are very understandable
fears and | hope | can ease them. Unlike the rest of the world, even including
close friends and | oved ones, hotlines are a completely safe space to talk about
suicide and suicidal feelings. There is no judgment, there are no assumptions, you
can say how you feel without anybody getting scared or worried.

Counselors may notify authorities if someone i s in immediate risk of killing
themselves and all other attempts to help the person have been exhausted. The

signs of immediate danger are whether the caller has formulated a plan, whether

they have the means or access to carry out that plan, and especiall y if they have
a time frame in mind.
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However, even if the signs are all there, on the two hotlines where | have worked,

it's still not any guarantee that authorities will be notified. Believe me, nobody

wants to do that! It is a very last resort when a p erson in crisis is going ahead
with their plan and there's nothing else that can be done, and additionally
supervisors and other people in charge need to be notified and informed first so

that they can make the decision to send out the authorities.

In oth er words, you can express whatever feelings you need to express, no matter
how bad or scary they are, without fear that someone will assume you need to go

to the hospital. In fact, if you don't feel like you're in immediate (as in the next
hour or so) dang er of hurting yourself, and you just really need to talk to someone
about these feelings, you can even let your counselor know that and be extra
assured that you will be supported emotionally without any fear of negative
consequences. This is just a sugges tion, though; if you aren't able to express that,
it doesn't mean you're more likely to have the police come to your house. It just
means that during your conversation, your counselor will still be making sure that

you are able to stay safe.

Will a crisis line counselor understand what it's like to have ME or other serious
diseases?

Many of the people I've spoken or texted with as a counselor have at least one
chronic physical illness, sometimes more and sometimes exacerbated by mental
illnesses. It's comm on for people coping with illness to feel emotionally
overwhelmed, and that's what counselors are trained to deal with.

When | was working on the hotline, | once took a call from a person who was
suffering from chronic illness and a number of other exacer bating issues. They
told me repeatedly, "I can't take it anymore. | don't want to live like this." But

when | asked "Are you suicidal?", the response was a shocked "No! I'd never do

that!" This was the first time | encountered someone who sounded intent on

suicide, but really just wanted someone to hear how much pain they were in. This

is one of the most important lessons | can share with you.

When you're experiencing a morass of such unutterably painful things, it's entirely
natural to want that to end, a nd if it can't, then to think about ending your life to
make it stop. Even if you never have the slightest intention of doing it, at times

the notion can be powerfully comforting. And here's the part nobody wants to tell

you: that's okay! You are allowed t o feel that way. One of the worst things about
having suicidal thoughts is the guilt that accompanies them. It's good, in a way,

to feel guilty about leaving people behind if you were to kill yourself, because that
would indeed be devastating. But there's no need to feel guilty just because you're
thinking about it. It's okay to feel the way we feel, as long as we reach out if those
feelings become more like plans and decisions.
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My friend/loved one is saying things like "I want to die." What should | do?

Say something |ike: Al hear you. | don't bl ame
why you feel that way. Did something happen recently to make things worse? Tell

me what's the most unbearable thing for you r|

Don't make threatsp takki igfliybea klkeat | ' m goir
Don't give them reasons to stay alive i talk to them about what their reasons to

stay alive might be. Don't pile on the guilt; suicidal people are already buried by

it. If they ask you to keep the conversa tion private, do not break that trust unless

you know for certain the person is going to end their life in the next 24 hours and
intervention is literally the only hope. The idea is to make sure the person knows

they can come to you with these scary though ts and you won't make things worse
for them.

Don't problem -solve unless the patient is open to it. In other words, don't jump

on how to solve a particular problem that's mentioned, just listen to it and offer

your sympathy and empathy. If, however, the pa tient is open to seeking solutions,
by all means work with them to find what you can.

And if you are unsure what to do or feeling overwhelmed by your loved one's pain,
you are welcome to call a crisis line for help in sorting through it.
Jennie Spotila

http://occupyme.net/2017/11/05/crisis -and - suicide/

One last thought from Jennie : People with ME endure a great deal, and many feel
abandoned or isolated. If you or a friend with ME feel o verwhelmed, please reach
out for help. We need to look out for each other!
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I HaVlee Privil ege

| Have the Privilege of Loving Someone Who Has Lyme

Disease

Al't isndébt their fault, o you may th
think | have what it takes to lo vV e someone w h ¢
chronically ill .0

If you can relate to this thought process, you have most
likely fallen for the common misconception that people
with chronic illnesses are hard to love. That they are high

maintenance, low energy, or simply just feel too sick to be much fun most of the

time. Fortunately, | can tell you that all of these assumptions are false. And | know

thi sébecause the person that | | ove most is cl|
She was diagnosed with Lyme disease just this past summer, but her journey with

chronic iliness began a year and a half before then; ironically, just a couple months
after she met me.

If I could describe her in just a few words, she is extraordinary, fun to be around,
and most of all, brave.

She was the kind of person that you met and instantly loved. Full of life, humor,
and a smile that <could I ight wup a whole room
absolutely nothing changed.

Before she was sick, we laughed and ate junk food together. Now we laugh and

eat salads. Before she w as sick, we would run around the amusement park

together. Now | push her around in her wheelchair, and we have just as much (if

not more) fun.  Before she was sick, she was my favorite person .But now, she
my everything.

Some days she wakes up and she ca n hardly move because of the intense muscle

pain and fatigue. Some days she wakes up and doesnodi
medication. Some days she wakes up and is grumpy and irritable because being

sick sucks. And 1 tds on those days ewemnewore s he
God knows she deserves it.

| hate that the person | love most is chronically ill. | hate that by some twisted
bout of fate it was her that was chosen to c
pain. But it doesndét make herctddoésfthe exactdpposite. | ov e .

Since her diagnosis she has displayed bravery, resilience, and determination on a

l evel t hat I di dnot know existed. She has di :
di dnét know the human heart had sheWwasdagreoped,ci t y
she has fought her own battle everyday, and s

healthy to conquer giants.
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The fact that | was chosen to be the one to stand alongside her and help her fight
this monster baffles me. | find it hard to bel ieve that | could be considered worthy
of such an honor.

There is nothing special about me that gives me the strength to love someone

with a chronic illness. It just so happens that in my experience, it was the easiest

thingintheworld. Youarenevergo nna fi nd someone Yhwdrse preg \f a
gonna find someone who is 100 percent physically, mentally, emotionally, and

spiritually healthy. So,donét be afraid to |l ove someone wk
Who knows? It just may end up being the best thing that ever hap pened to you.
I have the privilege of |l ovingAsdméoweuwhdaoodos

any other way.

Brielle,ddAt T
Chronic lliness on the Mighty

http://bit.ly/2z1soBg
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Forgotten Pl ¢

The B lue Ribbon Foundation is pleased to announce
a newly created ME/CFS five hour continuing
education course on -line for professional nurses,
social workers and Allied Health Professionals.

Applicants may register for the class ($50) at the
link below .

HC 100: Forgotten Plague: What Social Workers, Nurses and other Allied Health
Providers Need to Know About M.E. from http://www.ceuconcepts.com go to:
on-line courses

on-line categories

Health Care

HC 100: The Forgott en Plague

Click on green box "Take This Course"

e

We have partnered with CEU Concepts of Atlanta
(ceuconcepts.com) the past two years to produce this health
care class. Please forward this information to your ME/CFS
network and support groups to reach clin icians, medical
providers, health care professionals and the like who need to

know more about myalgic encephalomyelitis/chronic fatigue syndrome.

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

Ryan Prior
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