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3. Editorial 

 

 

From the Editors, 

 

The most recent release of 2018 is here for 
you. 2018 was a "restless" year, one which 

saw much progress being made towards us 

ME patients and this in many different fields. 

 

As such, we can see how the OMF-conducted 

study has reached peak speed after findings 
on anomalies in ME patients' red blood cells. 

But things are also catching a tailwind in 

Australia, where during a recent conference, 

Prof. Sonya Marshall-Gradisnik and 
Prof. Donald Staines have been allotted 

an additional 2.2 million AUD towards 

funding research. And many more other research projects are on board to 

progress. 

 

It's people like Linda Tannenbaum, all the high-tech companies and numerous 
other highbrow scientists that inspire people to sponsor these projects that are 

crucial to society, and that's nothing to sneeze at. 

 

Nowadays, in this day and age, it's become impossible to have thorough research 

without cold hard cash. At our surprise, we saw how an irregularly large amount 
of money had been donated last month, in the theme of Triple Tuesday. Once 

again, this proves that there are people who not only have their hearts in the right 

place, but that they also believe in the results. The success of the second annual 

Community Symposium on the molecular basis of ME at Stanford University bears 

a lot of fruit, we've been convinced of that much. Just the fact that Nobel Prize 
laureates are confiding in this initiative opens a gateway that had previously been 

shut tight. 

 

Naturally, we're also counting the work made by the numerous activists who are 

gradually congregating into a global movement. They touch upon their 
surroundings like a droplet of water dripping onto a lake. Many of these droplets 

merge to form an unstoppable river to wash away the injustice inflicted upon us. 

An injustice of lack of understanding, false diagnoses and harmful treatments. 

 

After the screening of the film "Unrest", there was a lingering impression among 

the viewers - I've been able to conclude that myself. Many of us are still in the 
dark about the illness. Thus, I hope to be able to plan additional screenings to 

increase awareness of what it means to live with ME. 
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Hence, we're hopefully looking forward to 2019, the year that may hold a 

breakthrough. Let us maintain hope together, and may we be thankful for finding 

eachother. We will be successful, and we will not settle for less. 

 

We wish you merry Christmas-days as far as your health permits you to feel joy 

and a much better and hopeful 2019. 

 

We would also like to take advantage of the opportunity to bear with us presenting 

such mega productions. 

 

All the best to all. Let’s push forward together. 

 

 

The editors 

 

 

PS as usual a ‘user manual’: don’t try to read all or much if you’re not able to. 

Look for the article(s) you’d like to read in the table of contents, click on it/them 

and click at the bottom of each page to go back to the table of contents 

 

Next issue will be published on March 22, 2019. Please do contribute any article 

or suggestion at any time via contribute@let-me.be 

  

mailto:contribute@let-me.be
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4. NIH/CDC/HHS 
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US ICD-10-CM Coding Proposed 
Change Would Affect Myalgic 

Encephalomyelitis Status 

It has come to MEadvocacy’s 

attention that a meeting for 

US ICD-10-CM coding by the 

Coordination and 
Maintenance committee took 

place on Sept. 12, 2018, with 

a discussion on the topic of 

changes to chronic fatigue 

syndrome (CFS) coding.  

 

These changes will affect the 

diagnostic coding for myalgic 

encephalomyelitis. This topic 

was not part of the agenda and ME stakeholders only found out about it two weeks 

later. 

 

MEadvocacy is reviewing the proposal for placing Systemic Exertion Intolerance 

Disease (SEID) and Chronic Fatigue Syndrome (CFS) in the same ICD heading 

under Brain Disorders with myalgic encephalomyelitis.   

 

Proposal 

Change heading of G93.3 to: “Postviral and related fatigue syndromes” 

(Previously Postviral fatigue syndrome) 

 

G93.30 - SEID, unspecified, NOS (Not otherwise specified) 

G93.31 - Postviral fatigue syndrome 

G93.32 - Myalgic encephalomyelitis 

G93.33 - CFS / CFS NOS 

G93.39 - Other postviral and related fatigue syndromes 

 

Stakeholders’ comments on this proposal are due by November 13, 2018. 

MEadvocacy called Donna Pickett’s office at NCHS on Oct. 4 asking for an 

extension of time to enable stakeholders who were not properly notified to draft 

comments but, the reply from her office was that the extension was not possible.  

 

MEadvocacy’s position has been and remains that myalgic encephalomyelitis (ME) 

is a distinct disease described and properly defined by ME experts - the latest of 

which is the International Consensus Criteria (ICC).  
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Additionally, we have and continue to stress that ME is NOT a “fatigue syndrome” 

and is not synonymous with systemic exertion intolerance disease (SEID) nor 

chronic fatigue syndrome (CFS). 

 

We expect the stated proposal (introduced as proposal 2 and approved by Lily Chu 

of the IACFS/ME - via a call-in), combined with CDC’s current IOM/SEID medical 

education campaign, which is based on the IOM report, will lead doctors to change 

the diagnostic code for patients who have ME to the new code designated for SEID.  

 

Since the medical education provided by the US government is only based on the 

SEID criteria, doctors will not be educated in diagnosing ME - only SEID. This will 

result in denial of treatments which are specifically geared at ME. 

 

 

We are deeply concerned that SEID which is not a distinct disease will supersede 

ME and will in effect erase ME diagnosis altogether. SEID diagnosis will deter 
doctors from pursuing treatments for neurological, immunological, and cardiac 

issues. 

 

MEadvocacy submitted comments and urged others to do the same before the 

November 13 deadline.  

 

For more details see: 

 

MEadvocacy’s Comments Rejecting Proposed ICD-10-CM CHANGES 

(http://bit.ly/2LesnI8) 

 

 

Submitted by Colleen Steckel 

  

http://bit.ly/2LesnI8
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Myalgic Encephalomyelitis: US 
Government Should Stick To The 

ICC 

Myalgic Encephalomyelitis 

US government is in the process of creating three separate ICD codes 

encompassing those who have ME as well as those who have similar diseases. 

This is a brief clarification of the situation in the US (as of October 2018). 

 

There is concern among those 
who advocate for ME as 

described by the 

International Consensus 

Criteria (ICC) that ME as per 

the ICC will be replaced by 
SEID leaving patients with 

treatments based mainly on 

behavior modification. 

 

ME – expert criteria (most recent):  International Consensus Criteria (ICC) 

Link: http://bit.ly/2QsTaX5 

 

ME Medical Education Materials:  International Consensus Primer 

Link:  http://bit.ly/1Vz3SHE 

Note:  Most materials in NC & Ohio M.E/FM Support Group based on this primer. 

 

US Proposed ICD Code for ME - G93.32 

US Proposed ICD Section –Related Fatigue Syndromes  

(objections raised by MEICC advocates) 

Link to information about US proposed ICD code changes:  

(Deadline to comment is Nov 13, 2018) http://bit.ly/2Eh6lTE 

 

Systemic Exertion Intolerance Disease 

SEID (ME/CFS) – CDC official criteria: NAM (aka IOM) report 

Link:  http://bit.ly/2QLw2lV 

 

SEID Medical Education Materials:  

CDC Materials:  http://bit.ly/2ElBYeR 

MEAction/Unrest Continuing Education Materials:  http://bit.ly/2ry2zgO 

 

US Proposed ICD Code for SEID–G93.30 

US Proposed ICD Section – Related Fatigue Syndromes 

 

Comparison Between ICC & IOM:   

http://bit.ly/2zYthnE  

http://bit.ly/2QsTaX5
http://bit.ly/1Vz3SHE
http://bit.ly/2Eh6lTE
http://bit.ly/2QLw2lV
http://bit.ly/2ElBYeR
http://bit.ly/2ry2zgO
http://bit.ly/2zYthnE
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Chronic Fatigue Syndrome 

CFS – CDC official criteria:  Fukuda 

Link to description:  http://bit.ly/2SJAcYD 

 

US Proposed ICD Code for CFS – G93.33 

US Proposed ICD Section – Related Fatigue Syndromes 

 

What you can do: 

Sign the #PwME4ICC Petition requesting adoption of the International Consensus 

Criteria (http://bit.ly/2xjbjuF). 

 

 

Submitted by Colleen Steckel 

  

http://bit.ly/2SJAcYD
http://bit.ly/2xjbjuF
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5. Dutch Citizen Initiative 
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Don’t Mess Up With ME 

Reaction Citizen’s Initiative Recognition ME /Groep ME-Den Haag on letter 

Minister Bruins to the chairman of the House of Representatives (in connection 

with the Health Council report "ME / CFS" https://bit.ly/2EdLZdP, Dutch)  

 

In 2011 we started the Citizens' Initiative "Recognise ME as a biomedical disease" 

and we sounded the alarm about the total lack of knowledge and care in ME-

patients in the Netherlands. Through 56,000 signatures and several interviews in 

the House of Representatives, we were able to convince the parliament that 
something had to be done. The Lower House unanimously gave the Health Council 

(GR) the task of looking again at the state of science re. ME. We remained 

intensively involved during that process. The GR-report has been available since 

March (http://bit.ly/2Bn2b9z) and in July 2018 together with four patient 
organizations we were invited at the Ministry of Health, Welfare and Sport(VWS)  

to talk about the correct implementation of the recommendations from the GR 

report. We have, inter alia, pleaded for a substantial and multi-year biomedical 

research program for ME, supported by an open letter to the Minister and the 
VWS-committee of 76 international ME-experts, coordinated by us, and a separate 

letter from Prof. Komaroff. 

 

We have also handed over a research plan that outlines the framework for 

biomedical research, a delimitation that was missing in the GR report, but is 

necessary to ensure that the money is spent in the right way and to the right 
target group. On 11 December, the Minister's response to the GR report was sent 

to the House of Commons. 

 

First general impression letter from Minister Bruins: the Minister acknowledges 

"ME / CFS" as a serious chronic illness. In general, however, there are still few 

concrete commitments. The letter from the Minister has an important signal 
function to society, in our view it could and should have taken a more explicit 

position on the basis of the available facts. 

 

He calls knowledge multiplication as the key to better care. That is certainly true 

and necessary, but it seems to lack a sense of urgency with regard to the current 

distressing situation of patients. Healthcare currently does not correspond in any 
way with the need for care and is not based on current available international 

knowledge about ME, but mostly on non-evidence-based, outdated ideas and 

hypotheses about the disease, which are still actively propagated. 

 

Patients often do not meet even one physician who has adequate knowledge or 
who is prepared to explore the matter. As a result, NOW there is a lack of 

accessibility and quality of care that the Minister is directly responsible for and 

about which he can do something. The Minister recognizes that there is an 

important role for patient representatives in the follow-up process. We will gladly 

remind him of that statement.  

  

https://bit.ly/2EdLZdP
http://bit.ly/2Bn2b9z
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The disease: even though the Minister acknowledges "ME/CFS" to be serious 

chronic disease, he fails to give a more detailed description which does justice to 
the multi-systemic complex biomedical nature of the disease. The idea that no 

physical abnormalities have been found that can explain its symptoms is obsolete. 

Where in 2005 the GR spoke of this disease as "a long-term and serious disruption 

of the balance between capacity and burden" (as if about fatigue or a burn-out) 
and under the motto "rest rusts" (inactivity) as "sustaining", wanting to ban out 

that factor, it is now clear that the state of science does not endorse this. 

 

The Minister could have sketched that contrast more clearly so that the required 

paradigm-shift can start. This also applies to the unjustified non-naming of the 

internationally recognized characteristic symptom of the disease, Post-Exertional 
Malaise (PEM, a strong exacerbation of all complaints associated with the disease 

after low mental and physical exertion) / PENE (Postexertional Neuroimmune 

Exhaustion, the more accurate name of PEM in ME). It is important that health 

care professionals are aware of this, so that the decades-long flow of wrong 

treatment advice can end, and misdiagnoses are prevented. 

 

Diagnostic criteria: the difference between CFS, ME/CFS, SEID and ME is not in 

the name, but in the definition. The diagnostic criteria for the disease ME, 

originally defined by Ramsay, have been broadened over the years to include a 

heterogeneous group of "tired" people. This has had major negative consequences 

for ME patients. 

 

The Minister states that there is no agreement about diagnostic criteria: that is 

not correct. Now that PEM/PENE is internationally recognized as a characteristic 

criterion (CDC, NIH, IOM/NAM, and GR-report) it at least follows that diagnostic 

criteria in which PEM/PENE is a mandatory criterion are not suitable for diagnosis. 

 

None of the CFS-diagnostic criteria has PEM/PENE as a mandatory criterion. Of 

the most commonly used diagnostic criteria in practice, only the IOM/NAM-(SEID), 

CCC-(ME/CFS) and ICC-(ME) criteria contain PEM/PENE as a mandatory criterion. 

The Oxford-criteria are considered unsuitable by the GR (in line with the 

conclusion of the NIH). This has implications for the interpretation and 
(unjustified) generalizations of (eg CGT/GET) research (using the Oxford-criteria) 

to ME patients. The IOM criteria are recommended by the GR for diagnosis in 

clinical practice. The Minister does not affirm this. We have always emphasized 

that "ME/CFS" as (ICD*) diagnosis does not exist and we have called for the use 
of the correct name (ME) and criteria (ICC) (*ME has been recognized as a 

neurological disease by the WHO since 1969, ICD G93.3).  

 

Biomedical Scientific Research: the Minister proposes, in line with the GR-

report to assign to ZonMW the order to develop a research agenda (as a step 

towards the establishment of an ME/CFS research program with an emphasis on 
biomedical scientific research. And to allow patient organisations to actively 

participate in the development of that agenda. 
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Groep ME-Den Haag as initiator of the Citizens' Initiative Erken ME expects to 

remain actively involved in that entire process. We have previously expressed our 
concerns about a ZonMW process, for several reasons (https://bit.ly/2UxCNa5 

Dutch) of which the long duration of that process is very important, but also the 

bad experiences and conflicts of interest in the past at ZonMW.  

  

We also believe that the Minister, in his formulation that "the emphasis" must be 

on biomedical research, does not yet give a full guarantee, as all patient 
representatives have demanded, that 100% of the resources will be made 

available to biomedical research. 

 

In addition, it is not clear what amount the Minister has in mind for biomedical 

research. We have worked out a substantiated minimum amount in our research 

proposal to the Minister (7.75 million Euros for the first 4 years). However, 
participation in the design of a biomedical research agenda alone is not enough. 

It is also required when setting up the ZonMW research program and therefore in 

the selection/composition of the ZonMW program committee-members who 

assess funding applications for biomedical research. 

 

Along international examples, patient-representatives should be well represented 

in the ZonMW committee and also determine how resources are to be distributed. 

* 

 

* NB During the drafting of this reaction, Groep ME-Den Haag received an 

invitation from the Ministry of VWS to participate with a meeting to prepare a 
ZonMW process (see https://bit.ly/2Qw7HRD  Dutch) expected to take place at 

the end of January 2019. 

 

We have informed the Minister that fragmentation of research funding is not 

desirable, that it is much more efficient and effective to finance only a few (large) 

biomedical research projects, and that for obtaining funding it is important to join 
international biomedical research directions and creating an international 

cooperation network are necessary conditions. 

 

(Continuing) education: dissemination of the most actual state of science does 

not take place automatically in relation to ME, that has become clear in recent 

decades. 

 

Because knowledge in the Netherlands is now lacking in healthcare professionals 

(including in UMCs!) and care is still based on unproven and outdated paradigms 

and guidelines (which are still actively propagated in training of gps, 

physiotherapists and psychologists) a specific training/ further training plan will 
have to be developed and effectuated. In this, patient representatives and foreign 

biomedical ME experts as trainers must play an essential role which requires a 

multi-year budget. After giving concrete interpretation, the Minister leaves no 

budget for it, nor does it have a budget for it. UMCs as motors for research and 
innovation, UMC clinic for ME / CFS: Group ME-Den Haag expects to be actively 

involved in the choices that will be made regarding the further design of care for 

ME patients, since it should be based on the care need of the patient. 

  

https://bit.ly/2UxCNa5
https://bit.ly/2Qw7HRD
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We are skeptical that the Minister seems to give the NFU (Dutch Federation of 

UMCs) and health insurers a free hand with regard to the choice and design of an 
UMC Poli for "ME/CFS" (where the GR report in its recommendations spoke about 

multiple polis?!). Knowledge within UMCs about ME is actually non-existent. The 

chance of a status quo or MUS-polis is great. Care for ME patients will have to be 

organized according to an international example (neuro-immunological institutes 
for ME patients abroad), and international affiliation; further training and 

cooperation is again a prerequisite for success. What is lacking in the letter from 

the Minister is the urgency of looking for innovative solutions for the most severely 

ill ME-patients (house and bedbound, 25%).  

 

The CFS-guideline does not apply to ME: Groep ME-Den Haag has already 
asked the Minister to issue an expression of concern with regard to the CBO-CFS 

guideline from 2013 (https://bit.ly/2QCdlSf Dutch). With the announcement that 

the existing guidelines form the professional framework until there is a new 

guideline, the Minister completely ignores the unacceptable negative (harmful) 
consequences that this will have in practice for ME patients. Not only does such 

an inaccurate picture of the disease remain, CGT and GET remain a preferential 

treatment, while robust scientific evidence for its effectiveness is lacking.  

 

The GR-report shows no reason to recommend motion therapy/GET (in the 

Netherlands standard part of CBT). The CDC recently made recommendations for 
CGT and GET from its website. The AHRQ systematic literature review concluded 

that there is no evidence for the efficacy of these therapies in patients meeting 

ME/CFS or ME criteria, not even in CFS (Fukuda criteria). The PACE reanalysis 

publications (the largest study ever about CGT/GET) also confirm the lack of 
robust evidence. The Minister also ignores the patient experiences over the past 

20 years that show that the majority of patients experience no effect or a negative 

effect of CBT and GET. According to the principle of 'first do no harm' it is the 

responsibility of the Minister to point this out. In the meantime, the CDC no longer 

applies its own Fukuda/CDC diagnosis criteria. These are still mentioned for 
diagnosis in the current CBO-CFS guideline, in which PEM/ PENE however is not 

required as a mandatory criterion. On all these grounds CBT and GET should be 

excluded as recommended interventions in ME and clearly indicated to be so in 

the current guideline. This underlines once again the crucial importance of a 

correct diagnosis of ME in accordance with the correct (ICC) criteria. 

 

Social medical (re)assessments and the UWV (the largest Dutch institute 

to decide on disability): The problems that arise are substantial and are made 

transparent in a recent report by the ME/CFS Association, the Supportgroup ME & 

Work disability and the ME/CFS Foundation (MEON). The solution is not in 
communicating to agencies that patients are allowed to refuse CBT and GET 

(without being negatively affected), and/or the reassurance that this is in line with 

existing policy at the UWV, as else they can file a complaint.  

 

The solution will have to come from the recognition that patients are confronted 
time and again with inspection authorities that still do not have adequate 

knowledge and often have prejudices regarding this serious chronic multi-system 

disease and the limitations that go with it.  

  

https://bit.ly/2QCdlSf
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In addition, there exists an anything but realistic picture of the effectiveness of 

CBT and GET as a treatment. That still creates the expectation that patients will 

recover or heal, and if they don’t, this failure is due to the patient. 

 

Assessors will have to be trained on the basis of current scientific facts, and 

protocols will have to be adjusted, otherwise nothing will change for patients in 

practice. Moreover, there are not only problems with social medical examinations 

but also with applications for help (and medical devices) in the context of the WMO 
(a Dutch disability law). In addition, it is still common for parents of children with 

ME to be registered at child protection/Veilig Thuis because parents are considered 

to be a "persistent" factor in the chronic illness of their child.  

 

Now it’s up to the House of Commons after the Minister's letter. As Groep ME-Den 

Haag we will continue to participate and fight for the principles of our Citizens' 
Initiative Erken ME (https://bit.ly/2Eoo78h Dutch) in order to let it continue to be 

about the follow-up process and the elaboration of the recommendations. For the 

correct patient group (ME, ICD G93.3), as originally intended in the parliamentary 

advisory assignment to the GR. 

 

We do hope the House of Commons to support us in this, and that it has the will 

to commit itself to supply the necessary resources to start the most needed 

paradigm shift.  

 

To be continued. 

 

 

Source: http://bit.ly/2Lo6ypt 

  

https://bit.ly/2Eoo78h
http://bit.ly/2Lo6ypt
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Cartoon Djanko 
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6. Grassroot 
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I'm A Doctor With Chronic 
Illness. Here Are 12 Things I 

Wish 

I’ve written this article to help educate those who 

want to learn about chronic illness. It is written 

from my perspective, that of a doctor who treated 

patients with chronic illness for many years, and 
who spent five years of my life homebound due to 

chronic illness (http://bit.ly/2SBKXfF). 

 

I want to spread awareness so that friends, family, 

employers, coworkers, and health care 
professionals can better understand chronic illness. 

My hope is that an increase in awareness will help 

strengthen relationships, reduce misunderstandings, and improve support 

systems for those with chronic illness.  

 

About Chronic Illness 

Chronic illness is a disease, condition, or injury that can last years or a lifetime 
and is typically not curable, though in some cases it may go into remission. It can 

vary in its severity, with some people able to work and live active or seemingly 

“normal” lives; while others are very sick and may even be homebound. 

 

Many people with chronic illness have an invisible chronic illness. The severity of 
their symptoms is not clearly noticeable, which may lead to a lack of 

understanding and support from doctors, family, friends, and coworkers. 

 

1. Nobody wants to feel sick. 

In all my years as a doctor treating patients with chronic illness, I never saw a 

patient who enjoyed feeling ill. I saw the opposite, patients who were once very 

active, desperately trying to find answers and treatment for their overwhelming 

symptoms. 

 

2. Many doctors don’t understand chronic illness. 

For years, doctors were under the misperception that some chronic illnesses were 

caused by depression (http://bit.ly/2Ebwt25) or anxiety (http://bit.ly/2C2GvRQ) 

and the only treatment available for these patients was psychiatric care. 

 

Despite medical evidence disproving this perception, some doctors are “set in their 
ways” and do not truly understand chronic illness or how to appropriately address 

it. Therefore, patients often have to spend precious time searching for a doctor 

who understands their illness and provides appropriate treatment options while 

their symptoms potentially worsen. 

  

http://bit.ly/2SBKXfF
http://bit.ly/2Ebwt25
http://bit.ly/2C2GvRQ
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3. Being unable to work is not a vacation. 

Those who are not able to work due to chronic illness are not “on vacation.” They 

are instead, struggling every day to do simple tasks: getting out of bed, getting 
dressed, making a meal, bathing, etc. They are often homebound, too sick to 

leave their homes except for doctor appointments. 

Have you ever been stuck indoors for a couple of days due to bad weather or a 

temporary health issue? Remember feeling annoyed with the inability to leave 

your home and be active? Now imagine not being able to leave your home for 

weeks or months at a time. Frustrating, right? 

 

4. Chronic illness can trigger many emotions. 

Chronic illness itself can change the biochemical makeup of the mood control 

center in the brain. In addition, frustrations such as the following can affect a 

person’s mood and lead to depression and/or anxiety: 

 the wait/search for a diagnosis 
 inability to work and feel productive 

 change in family dynamics 

 loss of social interactions and isolation 

 financial stress 

 the struggle to deal with symptoms and perform simple daily tasks 

 

Those with chronic illness often feel a great loss. It is not unusual to experience 

some or all of the stages of grief (i.e. denial, anger, bargaining, depression, 

acceptance). They grieve (http://bit.ly/2RMHT05) for the life they once lived. They 

grieve for the life they must endure now. They grieve for the life they dreamed of 

having. 

 

Many people with chronic illness also feel very isolated. Even though they crave 

social interactions, their symptoms may make it very difficult and at times 

impossible to talk on the phone or type an email or Facebook post. 

 

5. The symptoms of chronic illness are very complex. 

The symptoms experienced by those with chronic illness vary depending on the 
illness; however, many people experience some or all of the following symptoms: 

extreme fatigue, pain, headaches, brain fog, nausea, and/or dizziness. 

 

It is not unusual for the symptoms of chronic illness to wax and wane over time 

(sometimes even from hour to hour), so planning activities ahead of time can be 

very difficult. A “good day” for those with chronic illness would likely be considered 

a sick day for most others. 

 

6. Chronic illness fatigue is much more than being tired. 

Fatigue is a common symptom in chronic illness and in many cases it is severe, 

often debilitating. It can be easily triggered by simple daily activities or by more 

elaborate events such as holidays. Those with chronic illness will often have to 
“pay the price” for engaging in an activity and then require days, weeks, or even 

months of recovery. 

  

http://bit.ly/2RMHT05
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Those with chronic illness may need to rest often and may have to cancel events 

last minute. This does not mean they are lazy or trying to avoid activities. Once 
fatigue kicks in, there is no other option other than to rest. It’s as if the body “hits 

a wall” and can’t go further, no matter what. To better understand the fatigue and 

limited energy of a person with chronic illness, read this helpful article about the 

spoon theory (http://bit.ly/2QpHjJ6). 

 

Have you ever been stuck in bed for a few days from a really bad infection, 
surgery, or hospitalization? Think back to how that felt. You could barely get out 

of bed and simple tasks were exhausting. Now consider feeling that way every 

day, all day, for months or years? 

 

7. Pain is a common symptom in those with chronic illness. 

Those with chronic illness often experience severe pain, including headaches, joint 
pain, muscle pain, nerve pain, back pain (http://bit.ly/2Pvnuuz), and/or neck 

pain.  

 

8. Brain fog is extremely frustrating. 

Brain fog is frustrating because it is a difficult symptom to describe so that others 

understand its impact. Brain fog is a cognitive dysfunction common in chronic 

illness, which can include issues with word finding, concentration, and recall. 
Those with brain fog often know what they want to say but can’t find the thoughts 

or words to communicate effectively.  

 

9. There is a greater risk of dangerous infections.  

The immune system in those with chronic illness may be overactive and instead 

of attacking infections the chronic illness immune system wastes time and energy 
fighting the body’s own organs, joints, nerves, and/or muscles. Many people with 

chronic illness are on medicines to suppress their overactive immune systems and 

consequently, need to avoid being around sick people. A minor cold in a healthy 

person could progress to a dangerous infection in someone with chronic illness. 

 

10. Certain foods can aggravate symptoms. 

Certain foods may aggravate the symptoms of those with chronic illness. Common 
culprits are gluten, dairy, sugar, soy, yeast, alcohol, and processed foods. These 

trigger foods increase inflammation which can cause a significant increase in 

symptoms which may last for hours or days (sometimes weeks). 

 

Because so many of these trigger foods are in our diet, it is often difficult to 
pinpoint which foods aggravate symptoms and staying away from favorite foods 

can be a challenge. 

 

11. Sensitivity to smells is common. 

Certain smells including perfumes, colognes, cleaning agents, and smoke can 

trigger headaches, brain fog, nausea, and other symptoms in those with chronic 

illness. Also, some of the medicines used to treat chronic illnesses are low-dose 
versions of chemotherapy drugs. The sensitivity is similar to that seen in those 

who are pregnant or on chemotherapy and have a sensitivity to smells. 

  

http://bit.ly/2QpHjJ6
http://bit.ly/2Pvnuuz
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12. It takes a lot of effort to manage chronic illness. 

Those with chronic illness have to be very regimented to make sure they get 

adequate rest, avoid trigger foods, take medications at the correct times, and 
avoid flares. It is understandable that sometimes they just want to feel “normal” 

and eat some pizza or stay up late, even if they know they will “pay for it later.” 

Despite struggling with grief, isolation, and often debilitating symptoms, those 

with chronic illness (and their caregivers) warrior on. They fight daily to be able 

to understand their bodies and to do things others take for granted. They are often 
surrounded by a society that does not understand their challenges, and therefore, 

is unable to provide adequate support. 

 

You can make a big difference in the lives of those with chronic illness by learning 

more about their symptoms and approaching them with compassion and support. 

Gaining an understanding of chronic illness will help make these conditions less 
“invisible.” This is why it is so important you are taking the time to read this 

article. Thank you! 

 

 

Amy Stenehjem 

 

Source: http://bit.ly/2EcFBU3 

 

  

http://bit.ly/2EcFBU3
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The Caged Bird - Never Enough 

Incredible performance of a frail, severe ME-patient…  with her own comment: 

https://www.facebook.com/hopebehindglass/videos/260863894635132/  

I expect love. 

I expect applause. 

I expect, frankly, a standing ovation for attempting this magnificent song a second 

time! 

 

I also expect someone to carry me around the rest of the week. Any takers? (Note: 

you must resemble Colonel Brandon, have excellent teeth, extremely good 

hygiene, and be able to recite poetry and catch me in a swoon at short notice.) 

 

  

 

PS, I told you I had another cunning plan afoot!  ) Wait until you see what I've 

next in store ... in a little while ... I need to get my breath back first! 

 

PPS, the chair in the bottom right corner. Ma was insistent, in case I, you know, 

keeled over. Thankfully she was out of shot (she wasn't in costume, you see), 

because I wasn't bloody well up to an encore! 

 

PPPS ... I've forgotten. My SATs are still at ninety! 

 

 

September 21, 2018 

http://bit.ly/2UtXQKq 

  

https://www.facebook.com/hopebehindglass/videos/260863894635132/
http://bit.ly/2UtXQKq
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How To Be Sick..  Again 

Revised and updated version of “How To Be Sick” by Toni Bernhard 

Extract from review by Jennie Spotila 

 

Toni Bernhard (http://bit.ly/2UzVfyH) has just 
published a second edition of her classic “How To Be 

Sick” (https://amzn.to/2Qpn4eM), or as I like to call it: 

“The Book That Will Make You A Better Human”. I have 

relied on “How To Be Sick” since it was published in 

2010, and I am pleased to tell you that the second 

edition is even better. 

 

To be fair, I should say that Toni is one of my closest 

and most beloved friends. I am honored to appear in 

the new edition twice. I’m not necessarily an impartial 
reviewer, but I genuinely believe that this is a 

wonderful book. 

 

There are so many gems in “How To Be Sick”. My 

favorite in this new edition is what Toni calls “Try Mind” 

(page 95). As we try new practices or ideas, or as we try to navigate chronic illness 
with equanimity, “Try Mind” says, “I tried to do this today, but I couldn’t. That’s 

ok. I will try again tomorrow.” This does not let us off the hook at all because we 

still have to try. But “Try Mind” gives us room to experiment, to evaluate how well 

an idea fits us, and to stumble as we move through life. 

 

This forgiving approach to our personal difficulties is so typical of Toni. As her 
daughter Mara wrote (http://bit.ly/2B80eh7), “If you think she sounds like a 

person you would want to be friends with when you read her writing—it’s because 

it’s true.” I have written about Toni’s work multiple times (http://bit.ly/2BjxOkz) 

over the years, and something I wrote in 2013 (http://bit.ly/2PtPI8Z) is also true 
about the new edition of How To Be Sick: “Toni’s writing feels like a friend 

reaching across the table to pat your hand and offer advice. There is no preaching 

or judgment here.” 

 

You don’t need to be sick, or a caregiver, or a Buddhist in order to learn from this 

book. Most (if not all) of us will be sick or a caregiver at some point. We all face 
change and loss and suffering. We all go through times when we wish for 

something different or criticize ourselves. When that happens, “How To Be Sick” 

can help. 

 

How to be Sick, revised and updated edition can be had from Amazon 

https://amzn.to/2ROKwi7 

 

 

Jennie Spotila 

http://occupyme.net/2018/10/02/how-to-be-sick-again/   

http://bit.ly/2UzVfyH
https://amzn.to/2Qpn4eM
http://bit.ly/2B80eh7
http://bit.ly/2BjxOkz
http://bit.ly/2PtPI8Z
https://amzn.to/2ROKwi7
http://occupyme.net/2018/10/02/how-to-be-sick-again/
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#MEAction 

#MEAction thrives to build a global community of support, activism, education and 

outreach. With each day we are busy expanding our reach and working to enhance 

the lives of people in our community. And we couldn't do any of it without you. 

 

We're advancing medical education: We teamed up with the 

Time for Unrest campaign to make using Unrest as a tool for 

medical education easier than ever. Medical providers can now 

watch Unrest plus a training video on the diagnosis and 
management of ME and receive continuing education credit. 

Over the next twelve months, we're going to 

be working to bring Unrest CE to thousands of 

providers across the United States.  

 

We're fighting for a better CDC website: We sent our 
recommended changes to the CDC's ME/CFS website, 

incorporating your feedback in our recommendations. We urged 

the CDC to make clear the harms of graded exercise; place 

greater emphasis on the importance of pacing; and more 

accurately represent severe ME. 

 

We're demanding the HHS secretary reinstate CFSAC: We 

collated your incredible photos and messages from last month's 

virtual protest and sent a letter to Secretary Azar demanding 

the Chronic Fatigue Syndrome Advisory Committee (CFSAC) be 

reinstated. 

 

We're supporting local activism: We 

supported the incredible efforts of #MEAction New York to 

speak out against Danish psychiatrist Per Fink and stop him 
from spreading harmful misinformation about ME at a 

psychosomatic conference at Columbia University. Activists 

organized a protest and a petition that garnered over 10,000 

signatures! 

 

We're growing our capacity for national and local advocacy: We 
are so thrilled to announce the newest member of our team, Erin 

Roediger, our first-ever U.S. Advocacy Manager. With her 

support, we'll be expanding our congressional outreach to build 

support on the Hill for greater research funding and equal access 
to medical care and growing our network of state and local 

#MEAction groups for support, awareness, medical education, and 

advocacy. 

 

Now is the time to keep this momentum going. Please consider donating today so 

we can keep working for you. (http://bit.ly/2C5f9dI) 

  

http://bit.ly/2C5f9dI
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After an enormous amount of input from the 

community, #MEAction will be sending the following 
recommended changes to the U.S. Center for Disease 

Control and Prevention (CDC) to further update its 

webpages on myalgic encephalomyelitis / chronic 

fatigue syndrome (ME/CFS).  

 

The CDC launched new webpages 
(http://bit.ly/2GbLGTn) about ME/CFS geared towards 

practitioners this past July. Even though ME advocates, 

clinicians and researchers (http://bit.ly/2Bh87Rk) had 

provided feedback about updates to these pages, not all of their recommendations 
were taken on board and, as a result, some sections of the site continue to 

misinform medical providers and potentially put patients at risk. 

 

After the CDC released its new webpages (http://bit.ly/2GbLGTn) in July, our 

Director of Scientific & Medical Outreach, Jaime Seltzer, wrote an analysis about 

the new webpages, and the community weighed in with 66 comments about 

changes that were needed to the CDC's webpages on ME/CFS. 

 

Based on Jaime's analysis and the community input, we are sending the following 

recommended changes to the CDC to update its webpages on ME/CFS. 

Community-based suggestions to our recommendations are in red ink 

(http://bit.ly/2SLpml7). 

 

A special thanks to the fleet of patients who have helped by engaging with the 

CDC for the past few years - or the past few decades. Jaime could not have 

written this analysis without their feedback and assistance, and we would not be 

here without them. 

 

 

Onwards!  

 

Laurie Jones,  

#MEAction Managing Director 

  

http://bit.ly/2GbLGTn
http://bit.ly/2Bh87Rk
http://bit.ly/2GbLGTn
http://bit.ly/2SLpml7
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Marathon Mike 

I'm attempting to run a marathon in every 

country in the EU (28 in total) raising awareness 
and funds for Invest In ME 

(http://www.investinme.org) a leading ME 

research charity. 

 

BULGARIA (14/10/2018) 

Just 5 weeks after Tallinn, I travelled to Sofia in 

Bulgaria to run their city marathon for number 19 
of 28.  With Cat 38 weeks pregnant I had 

expected to be going solo but one of my good 

mates, Mike Ward, volunteered to come with 

me.   

 

I tried hard to find a patient to interview but as 

with much of Eastern Europe, there aren't any 

visible support groups or charities and with the 

huge language barrier it proved to be tough.  

Mike and I drove to St Albans near to Luton 
Airport and stayed with another good mate, Tom 

who very kindly dropped us off the next morning.   

 

I'd trained through plantar fascitis and a few 

niggles picked up from Tallinn, not in PB form but 
confident of improving on my other 2018 races 

given some kind weather.   

 

When we arrived we picked up the race bib at the 

expo and took in some of the sights including the 

stunning Nevsky Cathedral and the less 
aesthetically pleasing Levski Stadium before 

having an early pasta dinner and a strong night's 

sleep. 

 

(read more http://bit.ly/2UyYp5M) 

 

 

http://www.investinme.org/
http://bit.ly/2UyYp5M
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Thanks for your support! 

 

 

Mike 
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Appeal To The WHO 

The International Alliance for Myalgic Encephalomyelitis (IAFME) has produced a 

trans-national consensus document covering Myalgic Encephalomyelitis (M.E.). 
"Recognition, research and respect: An agenda for change in M.E", has the support 

of over 60 clinicians, researchers, and non-governmental organisations from 28 

different countries. 

 

It builds on the national reports from the US (National Academy of Medicin, 2015), 

The Netherlands (The Health Council, 2018) and the global research scoping 

report in the UK (Radford & Chowdhury, 2016). 

 

This document has been sent to the World Health Organisation by the Chair of the 

IAFME and Chief Executive of Action for M.E., Sonya Chowdhury, and the 

Executive Director of IAFME, Alexandra Heumber, requesting a meeting with 

representatives to discuss how they can work together to achieve the aims. 

 

The IAFME is calling on the World Health Organisation (WHO) to take leadership 

for people living with M.E. worldwide who continue to face poor access to 

healthcare and support. 

 

This consensus document has three aims: 

 To provide an overview of M.E. and the disease burden 
 To highlight barriers to progressing research in the M.E. field 

 To propose an agenda for change 

 

Dr Heidi Nicholl, CEO Emerge Australia and Vice-Chair IAFME said, “This 

consensus document is a result of collaborative work from international experts, 

academics and researchers.  

 

It represents an important step forward that will underpin the global advocacy led 
by the IAFME and has the broad support from stakeholders around the world. We 

look forward to hearing from the World Health Organisation in response to the 

Alliance’s request that they co-ordinate a global public health response to M.E.” 

 

The text of the entire document can be read here: http://bit.ly/2UCDY83 

 

 

  

http://bit.ly/2UCDY83
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Dialogues For A Neglected Illness 

A new project from the makers of Voices from the Shadows 

 

“I am delighted to announce that my application for an award from the ‘Wellcome 

Public Engagement Fund’ has been successful. The new project called “Dialogues 

for a neglected illness” will start next week.  

 

I will be working with Josh Biggs again and this time we will have much 

appreciated help and support from members of the Cure-ME team at the LSHTM 

as consultants. 

 

"Dialogues for a neglected illness" will involve video interviews and input from 
doctors, researchers, patients and carers, to make a web resource which we hope 

will be useful for enabling patients to help their doctors and other health, 

education and research professionals understand more about their illness and the 

issues they face.” 

 

 

Natalie Boulton, October 14, 2018 

Source: http://bit.ly/2Lm0fmx 

  

http://bit.ly/2Lm0fmx
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The Power Of Listening 

Naomi Whittingham, British patient who’s severily ill and whom you may ‘know’ 

from the most impressive ME-documentary Voices from the Shadows  
https://www.facebook.com/VoicesfromtheShadows/ wrote this long but most 

impressive article on her experiences with the British medical system.   

 

In September 2016, I contributed to a training course for junior doctors at my 

local hospital.  The following was used as part of a seminar entitled “Patients and 

doctors as partners in learning”.  I used the term ME/CFS for this piece, as this is 

how ME is known within the NHS 

 

Introduction 

As a doctor, and perhaps especially as a junior doctor, there will no doubt be 

occasions when you are overwhelmed by the demands placed upon you.  Times 

when you will feel powerless in the face of suffering and frustrated by the 
limitations of medicine.  What you might not realise – and could easily forget in 

your most difficult hours as a doctor – is that in every single encounter with a 

patient, you have the potential to transform their life.   

 

You can do this through something incredibly simple: by listening.  

 

Such a basic act may at first appear insignificant.  But today I invite you to 
consider that the ability to listen is one of the most powerful tools you have at 

your disposal.    

 

Today I invite you to consider that the ability to listen is one of the most powerful 

tools you have at your disposal 

 

True listening means not just hearing the words that are spoken, but actually 

listening to what is being said.  Having the humility to suspend your own 
judgements and pre-conceptions, and to listen with fresh ears.  Viewing the 

patient before you as someone who might teach you truths you could never have 

learned through a textbook or in a lecture.  As well as receiving insights you would 

not otherwise have gained, you will in turn be giving something invaluable to your 

patient.   

 

About me  

My name is Naomi Whittingham and I am 39 years old.  For 27 years I have lived 

with a severe form of ME/CFS.  Unless you have had personal experience of this 

illness, it is likely that you have pre-conceptions as to the nature and cause of it.  
If so, I ask you to listen in the way I have described above: to hear my story as 

it is, and not as you might expect it to be.   

  

https://www.facebook.com/VoicesfromtheShadows/
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I fell ill at the age of 12, when I was struck down by a virus.  At first it appeared 

to be flu, but I never recovered and became steadily more ill.  I suffered agonising 
headaches, fever, swollen glands and aching muscles.  I had been a happy and 

active young girl, but within a couple of months I had lost the ability to walk.  A 

few months after that I was so ill that I couldn’t move any part of my body.  My 

arms and legs were totally paralysed, and I was unable to speak or open my eyes.  
The pain was so intense that I could think of nothing beyond drawing my next 

breath.  My mother sat beside my bed in silence for weeks, watching to check that 

I didn’t stop breathing.  My GP later admitted that each time he visited, he feared 

finding me dead.  I survived, but for years it was a living death. 

 

My mother sat beside my bed in silence for weeks, watching to check that I didn’t 
stop breathing.  My GP later admitted that each time he visited, he feared finding 

me dead  

 

The decades since have been a long, relentless struggle to improve.  I remain 

housebound, in a wheelchair and dependent on full-time care, but my symptoms 

are less intense and I have some quality of life.   

 

Severe illness colours every aspect of life.  The most extraordinary resilience is 

required to survive each day.  When illness stretches into years and decades of 

duration, the demands on the patient and their loved ones defy expression.  Like 

many others with a long-term condition, I have learnt to make the most of what 

I have, and to find pleasure in simple things.  Despite the most extreme trials, I 

have a sense of humour and a passion for life.  I am highly motivated and positive.  

 

Like many others with a long-term condition, I have learnt to make the most of 

what I have 

 

When a patient isn’t heard 

My illness has been devastating, but what has come closest to destroying my spirit 
has been the way I have often been treated by the medical profession.  ME/CFS 

is still not well understood today but was even less so in 1990 when I became ill. 

Many of the doctors I have been involved with over the years have seen my illness 

as a psychological one.  Although inaccurate, this might not have been so 

destructive had they responded with the compassion due to such a condition.  
Sadly the opposite was true.  Most viewed my illness as either self-inflicted or 

believed it could be cured if only I was prepared to make enough effort to get 

better. I have encountered doctors who have reduced me to tears with their 

rudeness; others who have been so abusive that the damage remains with me 
decades later.  No one should be treated this way, let alone when ill and 

vulnerable.   

 

I have encountered doctors who have reduced me to tears with their rudeness; 

others who have been so abusive that the damage remains with me decades later 

 

There is extensive research evidence showing that my illness is a biological one, 
affecting all bodily systems, but that is not the focus of what I wish to talk to you 

about today.  The way I have been treated by the medical profession raises 

broader issues that are relevant to all doctors and all conditions.    
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The primary issue in my mistreatment has been a catastrophic failure on the part 

of professionals to listen.  On so many occasions, my voice has been ignored by 
professionals convinced that anything I had to say was irrelevant, because they 

knew better.  My opinions and views were invalid, for no reason other than that I 

was the one expressing them.  As the patient, I couldn’t possibly know anything 

about myself or my health.   

 

Paralysed and in agonising pain, aged 13. Some doctors believed I could get better 

if only I tried hard enough 

 

When psychological explanations were offered for my symptoms in the early 

years, nobody was willing to listen to the people who knew me best, such as my 

family and teachers – and, of course, me.   After spending just a few minutes in 

my company, doctors generally assumed they knew me better than anyone else. 
A brief conversation was sufficient for them to confidently assert that my physical 

collapse stemmed from faulty family relations or trouble at school.  In reality there 

was nothing to support the theory that I would choose to remove myself from 

normal life, but any attempt to explain this was seen as confirmation of mental 

instability.   

 

My opinions and views were invalid, for no reason other than that I was the one 

expressing them.  As the patient, I couldn’t possibly know anything about myself 

or my health 

 

My voice was ignored when I said that I was physically incapable of an activity. 
On numerous occasions I was physically hauled to my feet and forced to walk. 

With my legs buckling under me so that I frequently collapsed to the floor, I was 

forced along corridors in hospital, or up the stairs at home.  I begged and pleaded 

to be allowed to stop, but nobody listened.  These are but brief examples of 
sustained mistreatment that stretched over many years.  The woefully misguided 

attempts to force me out of illness included stripping me of all autonomy and 

denying me any say in my treatment.  To do the story any justice would require 

more time and depth than I can devote here.  What I can say is that being treated 

in this way hastened my decline, and caused terrible, lasting physical and 

emotional damage.  And I know that it is still happening to others today.  

 

The woefully misguided attempts to force me out of illness included stripping me 

of all autonomy and denying me any say in my treatment. 

 

All it would have taken was for someone to listen – really listen – and to respect 

my perspective as one that could and should be trusted.  Had this happened, the 
course of my illness would have been very different.  I would have received 

treatment that was appropriate to my needs, and which allowed my body the 

chance to gently heal, rather than being forced into activity that only worsened 

my suffering and left me permanently disabled.  

 

Bedridden and tube fed as a teenager. I was forced into activity that worsened 

my condition 
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The limitations of medical science 

Many of the illnesses unquestioningly accepted by medicine today were historically 

viewed with suspicion.  Epilepsy, multiple sclerosis, ulcerative colitis and 
tuberculosis are just a few examples of conditions that were once dismissed as an 

expression of mental distress, before science caught up and offered a rather more 

accurate explanation.  I believe that my illness, ME/CFS, is the latest in a long line 

of such conditions, and that it too will one day be fully accepted by the medical 

profession as a biological illness. 

 

Epilepsy, multiple sclerosis, ulcerative colitis and tuberculosis are just a few 

examples of conditions that were once dismissed as an expression of mental 

distress, before science caught up and offered a rather more accurate explanation. 

 

However, there will always be illnesses that cannot adequately be explained by 
current medical science.  There will always be limitations to the tests that can be 

performed and the abnormalities that can be demonstrated in a clinical setting. 

And, of course, there will always be those who genuinely do have a psychological 

illness. I strongly believe that none of this should have any impact on the care 

and respect afforded to a patient.  A person’s lab results should not be their route 

to a doctor’s basic courtesy. 

 

Remember that history does not always look kindly on beliefs that were once 

firmly held by the medical establishment.  In relatively recent times, for instance, 

homosexuality was held to be a mental illness warranting the most barbaric 
treatment.  Before challenging a patient, a wise doctor might first question the 

accepted orthodoxy of the day. 

 

When a patient’s perspective is viewed as invalid, compassion becomes an early 

casualty 

 

When I see a doctor, it should be irrelevant whether they believe my illness is of 
physical or psychological origin, or even whether they think I am not ill at all and 

merely in some state of existential distress.  I should receive the same level of 

care and compassion regardless. I should be treated with respect and my words 

heard.  Because when a patient’s perspective is viewed as invalid, compassion 

becomes an early casualty. Accuracy is also compromised: when you cease to 
listen to the one person experiencing the illness you are attempting to treat, 

terrible mistakes can and will be made.  

 

Getting it right 

I began by saying that you have the power to transform a patient’s life simply 

through listening.  Let me give you a simple example of how this can happen.  

 

Last year I had to go to hospital for a bone scan and a meeting with a consultant. 
This was a huge undertaking for me, as any travel outside of my home causes a 

rapid worsening of symptoms.  In common with many others with severe ME, I 

have acute sensory sensitivities which make a busy hospital environment a place 

of torture.  This hospital trip had the potential to cause me tremendous suffering 

and trigger a major worsening of my condition.   
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Resting during my outpatients appointment. The understanding shown by staff 

transformed the experience. 

 

Such a crisis was averted because of the wonderful staff at the rheumatology 
outpatients department who took the time to listen to and understand my needs. 

I feared they would dismiss me as demanding and attention-seeking, as many 

have before. Thankfully they listened, and recognised that what I asked for was 

not only essential to my wellbeing, it also allowed the process to run as smoothly 
as possible for everyone involved.  Not only was the experience considerably less 

traumatic for me as a result of my limitations being respected, it also meant that 

the staff weren’t dealing with someone rendered incoherent with pain.  

 

When seriously ill, having genuine cause to fear contact with the medical 

profession is not a good basis for managing one’s condition 

 

I was given a bed in a quiet corner of the day ward to allow me to rest and recover 

from the car journey, and again after the scan. The consultant came to talk to me 

while I was lying in bed, to save me having to sit up in his office.  Orthostatic 

intolerance is another common feature of my condition and being able to lie flat 
can make a dramatic difference to how I am able to function.  Where possible – 

and with my consent – the hospital staff communicated with my mother when 

filling out the endless round of forms, to spare me unnecessary exertion in 

speaking.  Everyone respected the fact that I was acutely sensitive to light and 

sound and made sure that all sources of such were kept to a minimum as far as 
possible.  In short, I was treated with respect and compassion.  In an ideal world 

this would not be something to remark upon, but given my past experiences it 

was a source of surprise and relief.  If I knew that all medical professionals would 

respond to my illness in this way, it would remove my fear of having to consult a 
doctor or be admitted to hospital.  When seriously ill, having genuine cause to fear 

contact with the medical profession is not a good basis for managing one’s 

condition.  That fear can be removed relatively easily: it just takes someone willing 

to listen.  

 

The experience of being listened to can transform a patient’s life 

 

In summary 

The experience of being listened to can transform a patient’s life.  It can change 

a medical appointment from something potentially traumatic and damaging into 

a positive experience.  Most critically, it can mean being diagnosed with and 

treated for the correct illness rather than the wrong one.  It can be the difference 
between suffering being alleviated and pointlessly exacerbated.  It is not an 

exaggeration to say that it can be the difference between life and death.   

 

The ability to listen really is one of the most powerful skills you will ever use.  

Thank you for listening today.  

 

 

Naomi Whittingham 

http://bit.ly/2QuoEMj 
  

http://bit.ly/2QuoEMj
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A Beginner’s Guide To ME/CFS 

ME/CFS in Crisis; Information in A Beginner’s Guide to ME/CFS Needs to Become 

Common Knowledge 

 

The powerful group of UK psychiatrists who use the biopsychosocial (BPS) model 
of ME/CFS to promote Cognitive Behaviour Therapy (CBT) and Graded Exercise 

Therapy (GET) as ‘evidence-based, safe and effective’ treatments appear to 

remain in control of the current review of NICE Guideline CG53 for the treatment 

and management of ME/CFS.  

 

If these treatments continue to be recommended, seeking treatment from a 

doctor, and especially being referred to a specialist service will be the most 

dangerous thing a person with ME/CFS can do.  

 

From the 1955 Royal Free Hospital outbreak up to 1970, ME/CFS was treated as 

an infectious disease. The standard treatment was several months of complete 

rest. Recovery was not uncommon.  

 

In 1970, psychiatrists claimed that ME/CFS was a form of ‘mass hysteria’, 

contemptuously dismissed the medical model, warned of the dangers of rest. 

Exercise was recommended, and the BPS model evolved. The BPS model insists 

that ME/CFS patients become deconditioned and overanxious as a result of having 
had a mild viral illness. The patient acquires the false beliefs that he has a serious 

medical illness in which exercise must be avoided because it will harm him. CBT 

is directed at changing these beliefs; GET is a programme of increasing aerobic 

exercise. 

 

These treatments have been enshrined as ‘evidence-based, safe and effective’ in 

NICE Guideline CG53 for ME/CFS, despite extensive evidence that patients are 

harmed. 

 

Challenging the ‘false beliefs’ theory, a report by the US Institute of Medicine 

published in 2015 stated that ME/CFS is a serious, disabling multisystem chronic 
disease. It is not psychogenic. The core feature of this disease is that ‘exertion, of 

any kind – physical, cognitive or emotional – may adversely affect many body 

systems’. Exertion does extensive harm throughout the body. The BPS model is 

wrong; psychiatry has no place, CBT is irrelevant, GET is culpable medical abuse.  

 

A Beginner’s Guide to ME/CFS takes us back to Ramsay and the early medical 
experts. Rest rest rest, conserve muscular exertion. Your helpers need to know 

that saving you exertion is the best available treatment. 

 

Why is this? 

Rest is how we empower our immune system. It needs enormous amounts of 

energy, especially to fight this disease. Every bit of exertion we save hands that 

energy over to our immune system. 
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Why does this need to become common knowledge? 

Ramsay insisted that the sooner the patient began a regime of rest, the better 

the chances of recovery. People only find A Beginner’s Guide for ME/CFS after they 
have a diagnosis and are seeking treatment. At first, they may have tried to push 

themselves through their symptoms. Visiting doctors for diagnosis takes energy. 

They may even have tried GET. 

 

Readers tell me they would be so much better if they had found the book 

straightaway. ME/CFS needs a public awareness campaign similar to the one for 
the symptoms of stroke. An incapacitating illness with wide-ranging variable 

symptoms, which is made worse by exertion is likely to be ME/CFS. Immediate 

rest is required. 

 

But the BPS people are in control. British mainstream media would never do this. 

 

If you have ME/CFS, if you have a friend who has it, if there is a doctor who needs 
to be informed, please get A Beginner’s Guide to ME/CFS. Give it away, lend it, 

photocopy it (yes, I really don’t care, as long as the information gets out there!). 

Leave a copy with your GP, your MP, your hairdresser, your charity shop; spread 

the word..... 

 

You may never know, but you will have helped someone escape a life of permanent 

disability. 

 

 

Nancy Blake BA CQSW  

 

The Beginner's Guide to ME/CFS can be had from Amazon 

https://amzn.to/2SJMjVy 

  

https://amzn.to/2SJMjVy
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Unrest 

The New Unrest Multilingual Discs Are Here! 

 

We are thankful for all of you who have 

supported Unrest and the Time for Unrest 
campaign many times over. Through your 

dedication and drive, we have grown a 

movement. And now, Unrest can be 

experienced and shared with communities all 

over the globe. 

 

 

Subtitle Languages | Multilingual discs 

 

http://bit.ly/2Bd0nzR 

 

Did you know?  

Unrest is an independently made, self-distributed film. Our new multilingual disc 

is made possible by over 66 volunteer translators. However, producing the DVD & 
Blu-ray masters (first discs) cost over US$4000. We did this for posterity and to 

help make Unrest available to screening hosts around the world. You can help us 

break even by purchasing a copy of Unrest or by helping us spread the word about 

the new multilingual DVD/Blu-ray on social media in your native language. 

 

 

We send heartfelt holiday wishes to you and your loved ones. 

 

With gratitude, 

The Unrest Team 

  

http://bit.ly/2Bd0nzR
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How Puppet And ME Collude 

Sometimes it is hard to get our story across 

how ME affects our lives. People are not 
aware of our challenges, often dismiss us as 

having a psychological illness and most likely 

don’t understand how we can be well one day 

and then not be seen again for weeks or 

months. 

 

My creative work, which has sustained me 

and informed me, and in turn others, about 

the reality of life with ME has brought me 

back to puppetry. This is something that can 
be traced back to my mid teens. Not being a puppeteer, but a maker of puppets. 

One of my latest puppets is called Póilin. She was created with my current physical 

challenges in mind. But she took on a personality way beyond my imagination.  

 

Póilin travelled with me to a retreat place, and to talks I had been invited to give 

presentations about Puppetry and Disability. The short film of her (our) travels: 
Poilin’s Travels with M.E. was selected for the Together! 2018 Disability Film 

Festival, which was held in London recently: Reaching a new audience, and 

hopefully advocating for ME in a different way. 

 

The film was also shown at the Cork Puppetry Festival and at a disability 

conference in Brazil. You can see the short film here http://bit.ly/2EnJaXz 

 

For more about my work, please see my website http://www.corinaduyn.com  

 

The Together! 2018 Disability Film Festival is part of a month-long celebrations of 

Disability. 

 

“Our feedback on the programme and venue from both the audience and the 

filmmakers who attended - who included three filmmakers from Finland, and a 
writer from France seeking to broaden her knowledge of disability - was very 

positive. All films can be seen here http://bit.ly/2EyOA3d” 

 

Dr. Ju Gosling FRSA, Artistic Director, Together! 2012 

 

 

Corina Duyn 

  

http://bit.ly/2EnJaXz
http://www.corinaduyn.com/
http://bit.ly/2EyOA3d
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ME/CFS Alert Episodes 

101 And 102 

Llewellyn King & Deborah Waroff produced two new 

episodes in their series ME/CFS Alert. 

 

In King’s own words: 

https://www.youtube.com/watch?v=SkGolvt0oSM 

 

Episode 101 features Dr. Susan Levine, who has devoted her entire medical 

career to ME. We filmed this extraordinary doctor in her offices on the Upper East 

Side of Manhattan, which is filled with artwork depicting ballet dancers. We 

learned she was a ballet student. 

 

Dr. Levine favors study of the use of off-label drugs, which have been effective 

for some ME patients. She's been a leader in the study of mast cells and has 

effectively used antihistamines -- often those that have been on the market for a 

long time -- in the treatment of some patients.  

 

She'd like doctors to talk with each other more, and medical schools to add ME to 

their curricula. She's worried about the lack of young physicians coming into the 

field. She is both optimistic and cautious about the development of biomarkers.  

 

Dr. Levine has been treating ME for so long that she can diagnose the condition 
almost instantly. Most patients, she says, come to her office with a pile of test 

results, as they have bounced from doctor to doctor, and this speeds diagnosis. 

 

  

 

https://www.youtube.com/watch?v=21oP6WRZy2A 

 

Episode 102 is a conversation with David Tuller, a hero of mine, filmed at the 

Massachusetts ME/CFS and FM Association annual meeting at Newton-Wellesley 

Hospital by my wife Linda Gasparello. 

 

David is a dragon-slayer in this community, having taken on the entire British 

medical establishment and the prestigious Lancet publication over the PACE study. 

 

The interview covers David's struggle with British "deference" to authority and, 

in the second part, his views on what happened at the Royal Free Hospital in 
London with the ME outbreak there in 1955. He has talked to survivors of that 

outbreak which, incidentally, gave us the name Myalgic Encephalomyelitis. 

  

https://www.youtube.com/watch?v=SkGolvt0oSM
https://www.youtube.com/watch?v=21oP6WRZy2A
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The IAFME-Document To The 

WHO 

In early December 2018, IAFME (International Alliance For M.E.) made public a 
position paper which they called “a trans-national consensus document for M.E. 

Myalgic Encephalomyelitis”. 

 

This organization, which is a part of “Action For M.E.” had already sent the 

document to the World Health Organization (WHO) when they made it public. 

 

Experienced patients & advocates from several countries immediately expressed 

concerns about the document, regarding both its authors and its content. 

  

The org IAFME was only formed in January 2018. It is based in Geneva, and its 

head, Alexandra Heumber, had no prior knowledge of M.E. before being hired 

for this position. In January, IAFME described her experience as: 

 

“experience in addressing public health issues including access to treatment, 
human rights, research and development, and pharmaceutical policy. Alexandra 

has previously been an international advocate for Médecins Sans Frontières and 

was Head of Policy for the Drugs for Neglected Diseases initiative.” 

  

Concerns about the document were mainly based on its use of the 2015 IOM 

criteria, which does not describe the distinct disease M.E.. What is being described 

in this paper is the amorphous condition “SEID” or “ME/CFS”. 

 

This org showed no knowledge or consideration of the ICC, an already-existing 

“trans-national consensus”, which was written by International Experts specifically 

for M.E.. 

 

There were also serious concerns about IAFME’s statement in the document, that 
M.E. is “non-communicable”. There were no citations of Chia, Hyde, or even 

Osler’s Web, in their references 

  

Knowledgeable & experienced advocates have written to Ms. Heumber regarding 

these issues. In her initial replies, she showed no intention to alter the document 

or to send a follow-up letter to the WHO to correct this misinformation. 

 

Now today Dec. 17 we have learned that there are ongoing phone calls between 

certain advocacy groups/people and Ms. Heumber, indicating some realization of 

these problems. 

 

However, we have also been told that the document was “only a draft”, which 

seems unlikely, as it was initially announced as having already been sent to the 

WHO. 
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We sincerely hope that changes will be made by IAFME: changes to this document, 

to their approach with the WHO, and to their intention to classify M.E. as non-

communicable. 

 

Stay tuned. 

 

Allison H. May 

 

Note: the document spoken of in this article can be found in this issue of the 

Chronicle under the heading Grassroot with the title Appeal to the WHO.  

The Editors  
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These Hands 

 

 

 

 

 
The hands on the picture are of an untimely deceased ME-patiënt 
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In Memoriam: Dr. Anne McIntyre 

Dr. Anne McIntyre († 24 november 2018) 

 

She died peacefully on Saturday November 24th at her 

home in Tiverton in Devon 

 

Jenny Wilson, who became a close friend to Anne and 

lived close to her in Devon, spent much of the past few 

months supporting and helping to care for her. Jenny was 

with Anne during her last few days and kindly wrote this for 

us on Sunday, 25th November. 

 

“I am writing to share the sad news that my friend Dr Annie 

Macintyre, Patron and past medical adviser to the ME Association, died during 

the night. 

 

“I have known Annie since 1987, when my friend Dr Richard Sykes and I began 
the Bristol ME Association Support group. Annie lived in Bristol having just moved 

from Bath and she contacted the group. 

 

I used to refer people to her when they phoned me for advice about ME if they 

needed diagnosis or other help which only a doctor could provide. We used to joke 

that we ran an underground medical system. 

 

“Annie, as many of you know, wrote one of the first books for patients on ME and 
it proved very popular. She was hoping to update it, but her life over the past few 

years was, instead, taken up with travelling. 

 

“Annie suffered from Rheumatoid Arthritis and a couple of years ago she 

developed serious lung problems; a complication of the condition. In April she was 
offered a new drug treatment, but unfortunately, she had a severe reaction to it 

and it initiated a very rapid decline. 

 

“The last months have been very difficult as Annie, with her usual courage, 

bravely struggled with her increasing breathlessness. During much of this time, 

she remained in her flat, which is not far from me, with her two cats. 

 

“I have spent a lot of time over the past months sitting beside her bed or talking 

with her a few times a day on the phone when not able to be with her. 

 

“Last Friday, while we were chatting, she experienced an abrupt and serious 

deterioration from which she never recovered. 
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“The last few days were very challenging, but she became more peaceful by 

Thursday. I was planning to sit with her today, but last night Annie quietly slipped 

away. 

 

“I will greatly miss her. 

 

Jenny Wilson 

Documentary Video 

Frontline documentary from the 1980s (http://bit.ly/2UHWuf9). Dr Mcintyre was 

one of the first people to make a documentary on M.E. It includes interviews with 

the Gilderdale family. 

 

Book of condolence 

We are going to open a book of condolence for Anne at the ME Association where 

messages can be recorded. 

 

If you would like to contribute to this by email, please send your message to: 

admin@meassociation.org.uk  

 

If you would like to send a written message for this book, or a condolence card 

that can be forwarded to Anne’s family, please send this to: 

Gill Briody, The ME Association, 7 Apollo Office Court, Radclive Road, Gawcott, 

Bucks MK18 4DF 

 

Source: ME Association https://bit.ly/2zuINr3 

  

http://bit.ly/2UHWuf9
mailto:admin@meassociation.org.uk
https://bit.ly/2zuINr3
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In Memoriam: Smiler Girlpants 

November 24, 2018 

Her financée, Ian Thomson wrote a very beautiful and personal 

tribute: 

Smiler Girlpants, otherwise known as Sarah Turner passed 
away on November 24th due to pneumonia. During her school 

years she was very athletic and excelled at gymnastics and 

especially swimming, which she loved.  

 

After leaving school she trained as a nurse, though she was once 
offered the chance to become a professional sychronised 

swimmer. She turned it down as she suffered collapsed lungs several times, and 

she felt that it was during this period of her life that she contracted ME. She 

continued working as a medical secretary until her condition forced her to give up 

work in her mid twenties.  

 

She tried to continue her social life as much as she could, but found she had to 

cancel arrangements at the last minute as she felt too ill to go out, and the 

invitations tapered off after a while. She was a lifelong Luton Town FC supporter 

and she and her Dad would go to many matches to watch her beloved Hatters 

play.  

 

I met her on facebook by chance and we almost immediately clicked, having a 

similar sense of humour. We met in person a few times and became real friends 

and spent a lot of time together as we enjoyed each others' company.  

 

Just before Christmas 2017 she suggested that we could get married and I realised 
it was exactly right for us. We planned to get married in June 2019 and had booked 

the church and a venue for the reception, and Sarah was busily buying clothes 

for the wedding. We planned to buy a house in Dorset, her favourite area of the 

country and talked about many other things we wanted to do together. 

Unfortunately, her health deteriorated during the second half of 2018, though 
neither of us suspected things were as serious as they turned out to be. We spent 

as much time together as we could, and as always we laughed at silly little things.  

She was warm, kind, caring and affectionate and I couldn't have asked for a better 

wife, friend, life partner and companion. 

 

 

Ian Thomson 

 

Her FB-profile says: http://bit.ly/2A57Zop 

 

In memory of Smiler Girlpants: 

We hope that Smiler's family and friends will find support by visiting her profile 

to view memories and celebrate her life. 

  

http://bit.ly/2A57Zop
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In Memoriam: Jan van Roijen 

June 11, 1937 - December 5, 2018 

This month the utterly sad news of the death 

of Dutch ME-patient Jan van Roijen 
reached us. He died during the night of 

Wednesday 5th December due to kidney 

failure in a nursing home where he spent the 

last few months of his life of 81 years. 

 

Jan was known throughout the ME-world for his detailed knowledge of ME in all 
its aspects, which he shared with the global community through his bulletin Help 

ME Circle, for his generosity and kindness and for his humour, even in spite of his 

being so severely ill. Until very short before his death he lived in his apartment at 

the second storey of a monumental building in the very centre of Amsterdam. 

 

Jan was a top-actor who performed with renowned actors like Willeke van 

Ammelrooy and other famous Dutch actors on stage when already after a few 

years he all of a sudden fell down on stage and fell seriously ill. One by one he 

lost all his friends and was visited by only a handful of friends during the last years 

of his life. 

 

At his funeral on December 13 only some 13 people were present, amongst one 

who knew him from the theatre school and intended to visit him the evening 

before. It represents the solitude which is the fate of many a severe ME patient. 

 

The ME-community from all over the world reacted quite differently:  

“Another ME Warrior and legend lost”, “He helped me become interested in 
#ME#CFS #FM research thru his Co-Cure advocacy volunteering”, “A sad loss, he 

will be missed by patients around the world”, “I am gratefull having known you 

Jan. You were very special and you ‘ll always be”, “Shit. Jan had been a fixture 

on the ME scene for years. A sad loss”, “Within the ME/CFS world internationally 

there are a few names that have stood out across the years through the Co-Cure 

mailing list. One such name is Mr Jan Van Roijen. 

 

He has posted many informative pieces across the years. His VIP distributions 

allowed access to documents not always accessible elsewhere. His service was 

exceptional.” 
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In Memoriam: Bob Service 

August 31, 1952 – November 1, 2018 

 

From the FB-wall of WWMEA, November 

2, 2018: 

We are deeply saddened in the loss of 

Bob Service who passed away 

yesterday evening.  

 

He served as our Treasurer, Board 

Member and Editor of our MEmo for 
more than 20 years, but most of all he 

was our dear friend and mentor and we 

will miss him terribly. 

 

This photo of 2 of Bob's horses, Luke 

and his mama, Foxy, was taken a few 

years ago. 

 

 

 

http://bit.ly/2zYX3sr 

http://bit.ly/2zYX3sr
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In Memoriam: Olwen Frances 

Tinnion 

27-4-1963 to 16-8-2018 

Olly, my mam, was an amazing woman. Up until 1993, she spent her life sailing, 

hiking, travelling, and competing with the British 

Archery Team 

 

Around 1990, she started to go downhill, leading 

to a diagnosis of ME and fibromyalgia. Despite her 
struggle with her health, she always had a smile 

and was there for others, particularly within the 

25% Group she belonged to, and found many 

friendships within.  

 

Following complications after what should have been a simple procedure, her body 

gave up its long fight against this debilitating illness.  

 

ME and fibromyalgia are very misunderstood still, and although technically not the 

cause of her death, absolutely were still responsible. 

 

She was a big supporter of #MillionsMissing, and even in her passing will help to 

raise awareness, teaching people the truth of this illness. 

 

RIP Mama ❤ You'll be missed always. 

 

 

Beth 
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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. 

  

https://www.let-me.be/
mailto:info@let-me.be
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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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Central Sensitization: A Matter Of 

Concern 

NB. For the sake of the length of this article the list of references the author added 

is not included Ed. MEGC 

 

In 1981 Wilbert E. Fordyce challenged conventional wisdom. In one of the most 

influential findings in modern pain research, he reported a negative relationship 

between exercise and pain [1]. A subsequent study by Steven Linton confirmed 
these results. While patients thought their (low back) pain would increase after a 

cycling test, they themselves reported the exact opposite after the trial [2]. 

Patients were wrong about their condition and this provided new therapeutic 

opportunities. 

 

An innovative hypothesis was formed, called the fear-avoidance model [3]. 
Central to this model was the idea that some (chronic) pain patients catastrophize 

their bodily sensations. This lead to hypervigilance, fear and avoidance of activities 

patients mistakenly thought would worsen their condition [4]. Pain patients were 

said to suffer from kinesiophobia, an “irrational, weakening and devastating fear 
of movement and activity stemming from the belief of fragility and susceptibility 

to injury” [5].  

 

Avoidance behavior resulted in a vicious cycle of hopelessness, depression and 

deconditioning which was thought to explain the chronicity of symptoms.  Inspired 

by the treatment of phobia [6], the model proposed graded exposure to 
threatening activities. Cognitive behavioral therapy (CBT) was promoted to tackle 

‘myths about pain’ [7]; false illness beliefs patients held about pain and its relation 

to exercise.  

 

Substitute pain with fatigue and you get the biopsychosocial model that has been 

imposed on patients with myalgic encephalomyelitis/chronic fatigue syndrome 
(ME/CFS) for almost thirty years [8, 9]. Only recently has this model begun to 

dissolve. Instead of an irrational fear of movement, ME/CFS patients are now 

known to suffer from an “exertion intolerance disease” [10].  

 

Instead of catastrophic and somatic attributions, ME/CFS patients display 

“multiple pathophysiological changes that affect multiple systems” [11]. But just 
as the deconditioning-hypothesis begins to crumble, a new pain paradigm is ready 

to take its place. 

 

Central sensitization (CS) originally referred to an increase in excitability of the 

central nervous system in response to a peripheral noxious stimulus [12]. Its 
influence was mostly confined to the area surrounding the site of injury, where a 

heightened sensitivity to heat and pressure was observed [13].  
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Since then the concept has gone through a significant expansion. CS became the 

supposed mechanism behindchronic, widespreadpain, unrelated to an identifiable 
injury. Its effects were extended beyond the somatosensory system to include 

sensitivity to light, sounds and chemical substances [14].  

 

The main rationale behind this inflation of the term was that some researchers 

thought CS could explain various medically unexplained syndromes, particularly 

those that have chronic pain as their dominant feature. In 2000 Muhammad 
Yunus proposed to group these disorders under the unifying concept of ‘central 

sensitivity syndromes (CSS)’ [15]. ME/CFS was one of them [16]. 

 

There are some valid arguments supporting this hypothesis. First of all the 

symptomatology matches the theory. Widespread pain can be a severely 

debilitating aspect of ME/CFS and many patients display an increased sensitivity 
to light, sounds or chemical substances [17]. Some studies [18, 19] have shown 

a generalized hyperalgesia (increased sensitivity to pain) in ME/CFS patients that 

was not present in controls.  

 

And while pain thresholds rise after exercise in healthy people, they seem to drop 
in ME/CFS-patients (i.e. patients experience more pain after exercise while they 

should be feeling less) [20-22]. These findings suggest that there is something 

wrong with pain modulation in ME/CFS. Given that the theory of central 

sensitization offers specific therapeutic options [23], this is definitely a direction 

future research should explore.  

 

It is however a different matter to tout central sensitization as a fact in ME/CFS. 

Too many studies exploring the CS-hypothesis have reported negative findings for 

this to be accurate. Several of the mechanisms researchers use to evaluate the 

presence of CS (such as ‘conditioned pain modulation’ or ‘temporal summation’) 

have shown conflicting results in ME/CFS [24-28].  

 

Increased levels of substance P, a neuropeptide involved in the transmission of 

pain signals, have been found in fibromyalgia (the ‘prototype’ of central sensitivity 

syndromes) but not in ME/CFS [29]. Nitric oxide (NO), another substance involved 

in neuronal excitability, instigated the initial research on central sensitization in 

ME/CFS [30] but has since proven to be a dead end [31].  

 

These negative results have pressed Muhammad Yunusto remove ME/CFS from 

his central sensitivity syndromes-hypothesis, stating:  

“Despite the fact that chronic fatigue syndrome (CFS) (systemic exertion 

intolerance disease) clinically overlaps with other members of the CSS family, 
definitive evidence of CS in this disease (excluding those having pain) is lacking, 

and was, therefore, not included.” [32] 

 

Despite this lack of evidence for central sensitization in ME/CFS, the theory has 

been put forward as a rationale for behavioral therapies associated with the fear-

avoidance model [33]. Clinical guidelines in Australia [34, 35], Denmark [36], 
Belgium [37] and the US [38] refer to central sensitization to promote the use 

of graded exercise therapy (GET), claiming it can “desensitize the nervous 

system”.    
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This is an extraordinary claim to make, since there is simply no scientific evidence 

to support it [39]. In fact, those diseases where the hypothesis of CS stands 
strongest like fibromyalgia and whiplash-related disorders, are also those where 

exercise therapy is most controversial. Ironically, “the presence of central 

sensitization may reduce the effectiveness of exercise interventions” [40].   

 

As a 2014 review on the treatment of CS explained:   

“Some patients with CS pain, including those with chronic whiplash associated 

disorders, chronic fatigue syndrome and fibromyalgia, are unable to activate 
endogenous analgesia following exercise. It remains to be established whether 

long-term exercise therapy accounting for the dysfunctional endogenous analgesia 

is able to ‘treat’ CS in these patients.”[41] 

 

So why is central sensitization being promoted as a rationale for GET?  

It is no secret that some researchers hope central sensitization might revitalize 
the biopsychosocial model in the field of ME/CFS. Now that even the CDC explicitly 

warns this is a “biological illness, not a psychologic disorder” a new paradigm is 

needed that can point to pathophysiological abnormalities without breaking with 

the core tenet of the fear-avoidance model: ‘patients are mistaken about their 

own condition’.  

 

Central sensitization fits those needs rather well.  Post-exertional malaise is no 

longer seen as a consequence of deconditioning but as the result of an excitatory 

central nervous system that sensitizes patients to the feeling of pain and fatigue. 

Because CS is unrelated to actual injury or tissue damage, the pain it causes is 
regarded as unreliable information, signaling that is best to be ignored. Hence a 

time-contingent form of graded activity is recommended [42].  

 

As a prominent Belgian research group explained (translated from Dutch):  

“due to central sensitization being present, it is no longer possible to rely on 

symptoms such as pain or fatigue. These are not an accurate representation of 

what is happening in the bodies of persons with fibromyalgia/CFS.” [43] 

 

Instead of CBT, ‘pain physiology education’ is advised to accompany graded 

activity [44] and to explain to patients why they should ignore what their body is 

telling them. “The innovative aspect of pain physiology education”, one paper 

explained, “is the use of physiology (i.e., the mechanism of central sensitization) 
to change perceptions and cognitions. This makes it appropriate even for CFS 

cases reluctant to the biopsychosocial model.” [45] 

 

Another matter of concern is the central sensitization inventory (CSI), a 

questionnaire constructed to detect symptoms associated with central 

sensitization syndromes. As it mostly lists vague and common symptoms such as 
headaches, concentration difficulties and a lack of energy, many patients with ill-

defined diseases will score more than the 40-point cutoff that warns clinicians for 

the presence of CS.  
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The authors of the CSI explain what should happen next:   

“For patients who report a wide range of comorbid symptoms within the CSS 

family, the clinician may choose to pursue fewer expensive diagnostic tests and, 
instead, gear treatment toward biopsychosocial symptom management strategies 

and toward more appropriate and effective medications.” [46] 

 

In summary: despite limited evidence, central sensitization provides a promising 

opportunity to tackle the devastating pain many ME/CFS patients suffer. By 

connecting this hypothesis to graded exercise therapy - for which there is 
convincing evidence it causes more harm than good in ME/CFS patients [47] - 

researchers are hindering the CS-theory to reach its full potential.  

 

There is no evidence that graded exercise therapy ‘desensitizes’ the nervous 

system of ME/CFS patients and one can only hope that patient organizations, 
researchers and clinicians around the world, will see through these illusory 

arguments.  

 

 

Michiel Tack August 11, 2018. 
The author wishes to thank ScottTriGuy from the Science for ME-forum for reviewing and 
commenting on this article before publication. 
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Do Gut Bacteria Make A Second 

Home In Our Brains? 

We know the menagerie of microbes in the gut has powerful effects on our health. 
Could some of these same bacteria be making a home in our brains? A poster 

presented here this week at the annual meeting of the Society for Neuroscience 

drew attention with high-resolution microscope images of bacteria apparently 

penetrating and inhabiting the cells of healthy human brains.  

 

The work is preliminary, and its authors are careful to note that their tissue 

samples, collected from cadavers, could have been contaminated. But to many 

passersby in the exhibit hall, the possibility that bacteria could directly influence 

processes in the brain—including, perhaps, the course of neurological disease—

was exhilarating. 

 

“This is the hit of the week,” said neuroscientist Ronald McGregor of the 

University of California, Los Angeles, who was not involved in the work. “It’s like 

a whole new molecular factory [in the brain] with its own needs. … This is mind-

blowing.” 

 

The brain is a protected environment, partially walled off from the contents of the 
bloodstream by a network of cells that surround its blood vessels. Bacteria and 

viruses that manage to penetrate this blood-brain barrier can cause life-

threatening inflammation. Some research has suggested distant microbes—those 

living in our gut—might affect mood and behaviour (http://bit.ly/2Leozqk) and 
even the risk of neurological disease (http://bit.ly/2QJrEUj), but by indirect 

means.  

 

For example, a disruption in the balance of gut microbiomes could increase the 

production of a rogue protein (http://bit.ly/2Qq2tqr) that may cause Parkinson’s 

disease if it travels up the nerve connecting the gut to the brain. 

 

Talking hoarsely above the din of the exhibit hall on Tuesday evening, 

neuroanatomist Rosalinda Roberts of The University of Alabama in Birmingham 

(UAB), told attendees about a tentative finding that, if true, suggests an 

unexpectedly intimate relationship between microbes and the brain 

(http://bit.ly/2La2HMJ). 

 

Her lab looks for differences between healthy people and those with schizophrenia 

by examining slices of brain tissue preserved in the hours after death. About 5 

years ago, neuroscientist Courtney Walker, then an undergraduate in Roberts’s 

lab, became fascinated by unidentified rod-shaped objects that showed up in finely 

detailed images of these slices, captured with an electron microscope.  

 

Roberts had seen the shapes before. “But I just dismissed them, because I was 

looking for something else,” she says. “I would say ‘Oh, here are those things 

again.’”  

http://bit.ly/2Leozqk
http://bit.ly/2QJrEUj
http://bit.ly/2Qq2tqr
http://bit.ly/2La2HMJ
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But Walker was persistent, and Roberts started to consult colleagues at UAB. 

This year, a bacteriologist gave her unexpected news: They were bacteria. Her 
team has now found bacteria somewhere in every brain they’ve checked—34 in 

all—about half of them healthy, and half from people with schizophrenia. 

 

Roberts wondered whether bacteria from the gut could have leaked from blood 

vessels into the brain in the hours between a person’s death and the brain’s 

removal. So she looked at healthy mouse brains, which were preserved 
immediately after the mice were killed. More bacteria. Then she looked at the 

brains of germ-free mice, which are carefully raised to be devoid of microbial life. 

They were uniformly clean. 

 

RNA sequencing revealed that most of the bacteria were from three phyla common 

to the gut: Firmicutes, Proteobacteria, and Bacteroidetes. Roberts doesn’t know 
how these bacteria could have gotten into the brain. They may have crossed from 

blood vessels, traveling up nerves from the gut, or even come in through the nose.  

 

And she can’t say much about whether they’re helpful or harmful. She saw no 

signs of inflammation to suggest they were causing harm but hasn’t yet quantified 
them or systematically compared the schizophrenic and healthy brains. If it turns 

out that there are major differences, future research could examine how this 

proposed “brain microbiome” could maintain or threaten the health of the brain. 

 

In the initial survey of the electron micrographs, Roberts’s team observed that 

resident bacteria had puzzling preferences. They seemed to inhabit star-shaped 
cells called astrocytes, which interact with and support neurons. In particular, the 

microbes clustered in and around the ends of astrocytes that encircle blood vessels 

at the blood-brain barrier.  

 

They also appeared to be more abundant around the long projections of neurons 

that are sheathed in the fatty substance called myelin. Roberts can’t explain those 
preferences but wonders whether the bacteria are attracted to fat and sugar in 

these brain cells. 

 

Why haven’t more researchers seen bacteria in the brain? One reason could be 

that few researchers subject postmortem brains to electron microscopy, Roberts 
says. “Pairing up a neuroanatomist with a brain collection just doesn’t happen very 

often.” And neuroscientists may—as she did until recently—disregard or fail to 

recognize bacteria in their samples. 

 

Roberts acknowledges that her team still needs to rule out contamination. For 

example, could microbes from the air or from surgical instruments make it into 
the tissue during brain extraction? She plans to hunt for such evidence. She also 

wants to rule out that the solutions that preserve mouse brains introduce or 

nourish bacteria.  
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Among visitors to the poster, “There were a few skeptics,” Roberts notes. “I have 

that part of me, too.” But even if the bacteria were never really thriving in living 

brains, the patterns of their postmortem invasion are intriguing, she says. 

 

If we really have the brain microbiome Roberts proposes, “There is much to 

investigate,” says Teodor Postolache, a psychiatrist at the University of Maryland 

in Baltimore. He has studied the protozoan parasite Toxoplasma gondii, which 

invades the brain but doesn’t always cause obvious disease.  

 

“I’m not very surprised that other things can live in the brain, but of course, it’s 

revolutionary if it’s so,” he says. If these common gut bacteria are a routine, 

benign presence in and around brain cells, he says, they might play a key role in 

regulating the brain’s immune activity. “It’s a long road to actually prove that,” 

he says, but “it’s an exciting path.” 

 

 

Kelly Servick (http://bit.ly/2QNcoWz) 

 

Source: http://bit.ly/2Pw2pjV 

 

 

 

  

http://bit.ly/2QNcoWz
http://bit.ly/2Pw2pjV
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Generous $2m Donation To 
Bolster Efforts Of Griffith CFS 

Researchers 

The opening address at an international conference on 

Chronic Fatigue Syndrome marked the announcement of 

two funded professorships for Griffith researchers worth 

more than $2 million.   

 

Stafford Fox Medical Research Foundation trustee Paul Brotchie announced the 

funding of two full Professorial Research Fellowships for four years at the 2018 

National Centre for Neuroimmunology and Emerging Diseases Research 

(http://bit.ly/2QtbVtv), Innovation and Discovery CFS/ME International 

Conference held at Crowne Plaza on the Gold Coast.  

 

The fellowships were bestowed to Co-Directors of Griffith’s NCNED Menzies Health 

Institute of Queensland Professors (http://bit.ly/2C5cX5W) Sonya Marshall-

Gradisnik (http://bit.ly/2UvVM4G) and Donald Staines (http://bit.ly/2ruY3j9) 

for the advancement of biomedical and clinical research into the treatment of 

Chronic Fatigue Syndrome / Myalgic Encephalomyelitis (CFS/ME).   

 

“These research Fellowships are in recognition of the outstanding achievements 

of Professors Marshall-Gradisnik and Staines in biomedical discoveries in 

CFS/ME,” Brotchie said.   

 

“These Stafford Fox Medical Research Foundation Fellowships will enable 

concentrated effort in discovering effective pharmacotherapeutics for the 

treatment of this disabling illness.”  

 

The Stafford Fox Medical Research Foundation Fellowships will be the first of their 

kind to be awarded nationally or internationally In CFS/ME research and are valued 

at $2.2 million over four years. 

 

This new funding for Professors Marshall-Gradisnik and Staines is in addition 

to $6.1 million they have received from the Foundation in the past five years at 

NCNED.  

 

“The whole NCNED team is proud and delighted at the recognition of our 

achievements in this way. We are immensely grateful to the Stafford Fox Medical 

Research Foundation for their foresight in creating these Fellowships,” Professor 

Marshall-Gradisnik said.   

http://bit.ly/2QtbVtv
http://bit.ly/2C5cX5W
http://bit.ly/2UvVM4G
http://bit.ly/2ruY3j9
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“It is indicative of the amount of work that we’ve done and the significant research 

results that we’ve achieved, which translates to understanding the pathology, and 

a large reason for the fellowships is to accelerate that and to find pharmaco-

therapeutic, interventions based on those discoveries because there’s no universal 

treatment.”     

 

Prof Staines said the focus of the NCNED team’s work being for the benefit of 

patients was in synergy with NCNED’s sense of community participation and 

putting patients first.   

 

“We look forward to greater involvement of clinicians in the development of 

contemporary guidelines for the proper management of CFS/ME,” Prof Staines 

said.  

 

“We have three major aims to achieve during the four-year Fellowship: one is to 

describe the pathemechanism of the illness, what’s the pathology and why does 

it cause the illness it does. Second, is based on that which is to develop a 

diagnostic test so that GPs and specialists can more promptly diagnose the illness. 

And thirdly, we will be able to develop drugs that may be of benefit for the 

treatment of the illness using the equipment and the research capacity that we 

have.”  

 

Director of Menzies Health Institute of Queensland (MHIQ), Griffith University, 

Professor Paul Scuffham said: “These Fellowships cement a national and 

international initiative by NCNED for a new research consortium, the Consortium 

Health International for Myalgic Encephalomyelitis, to be known as CHIME. It 

begins a wonderful new era in CFS/ME research to benefit patients worldwide.”  

 

Professors Marshall-Gradisnik and Staines are expected to take up their 

appointments at MHIQ in the New Year.  

 

 

Source: http://bit.ly/2zQAV3u 

  

http://bit.ly/2zQAV3u
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The Development Of An 
Instrument To Assess Post-

Exertional Malaise 

The Development Of An Instrument to assess post-exertional malaise in patients 

with myalgic encephalomyelitis and chronic fatigue syndrome - Leonard A Jason 

, Carly S Holtzman, Madison Sunnquist and Joseph Cotler 

 

Abstract  

Post-exertional malaise, or a variation of this term, is a key symptom of myalgic 
encephalomyelitis and chronic fatigue syndrome, as this symptom is mentioned in 

almost all myalgic encephalomyelitis and chronic fatigue syndrome case 

definitions. Until now there has not been a comprehensive questionnaire to assess 

post-exertional malaise.  

 

To rectify this situation, in this article we describe the development of a new 

questionnaire, called the DePaul Post-Exertional Malaise Questionnaire, which was 

based on input from hundreds of patients. Preliminary validation was provided by 

the findings of significant and predictable relationships between different domains 

of this post-exertional malaise questionnaire and physical functioning. 

 

For this study, we recruited an international online convenience sample of 1534 

adults self-identifying as having ME or CFS. Of the participants, 41.1 percent 

reported currently living in the United States. Of those living outside of the United 

States, 26.1 percent were living in Great Britain, 7.8 percent in Australia, 6.6 
percent in Canada, 3.2 percent in Norway, 2.5 percent in the Netherlands, 2.4 

percent in New Zealand. 

 

The majority of our sample had a diagnosis of CFS (50.7%), with 27.2 percent 

having a diagnosis of both ME and CFS and 22.0 percent indicating being 

diagnosed with ME. In addition, 94.4 percent indicated they had been diagnosed 

with ME or CFS by a medical doctor. 

 

In this study, those who had an immediate PEM onset or whose PEM was triggered 

by basic activities of daily living reported worse physical functioning. Physical 

functioning was also worse for those with PEM triggers of positional changes and 

chemical, food, light, heat, cold, noise, visual overload, watching movement, and 

sensory overload sensitivities. 

 

In addition, total illness PEM symptom burden was significantly related to the 

physical functioning, and physical functioning was worse for those whose illness 

severity was out of proportion to the type, intensity, frequency, and duration of 

the exertional trigger.  
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Finally, higher duration of PEM symptoms was related to worse physical 

functioning, and the effectiveness of pacing was related to better physical 

functioning.  

 

These findings are all understandable as those with more varied types of PEM 

triggers were more severely impacted, whereas those using pacing were able to 

reduce this severity. Clearly, there are other more biological ways to measure PEM 

than self-report instruments such as the DPEMQ.  

 

However, cardiopulmonary exercise assessments can be expensive, and 2-day 

exercise challenge cannot be assessed for those who are most impaired. 

Therefore, inexpensive and easy to administer self-report scales have several 

benefits, however, there is still a need to validate such scales with more objective 

and biological markers of ME and CFS. 

 

 

Submitted by Prof.Leonard Jason 
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Research Teams Find Wide-
spread Inflammation In The 

Brains Of Fibromyalgia Patients 

PET imaging studies reveal elevated glial activation, correlation with fatigue levels 

 

This combined MR/PET image highlights areas of 

the brain in which patients with fibromyalgia were 
found to have increased glial activation, compared 

with unaffected control volunteers. 

 

Credit: Marco Loggia, PhD, Martinos Center 
for Biomedical Imaging, Massachusetts 

General Hospital 

 

A study by Massachusetts General Hospital (MGH) 
researchers -- collaborating with a team at the 

Karolinska Institutet in Sweden -- has documented for the first time widespread 

inflammation in the brains of patients with the poorly understood condition called 

fibromyalgia. Their report has been published online in the journal Brain, Behavior 
and Immunity. 

 

"We don't have good treatment options for fibromyalgia, so identifying a potential 

treatment target could lead to the development of innovative, more effective 

therapies," says Marco Loggia, PhD, of the MGH-based Martinos Center for 
Biomedical Imaging, co-senior author of the report. "And finding objective 

neurochemical changes in the brains of patients with fibromyalgia should help 

reduce the persistent stigma that many patients face, often being told their 

symptoms are imaginary and there's nothing really wrong with them." 
 

Characterized by symptoms including chronic widespread pain, sleep problems, 

fatigue, and problems with thinking and memory, fibromyalgia affects around 4 

million adults in the U.S., according to the Centers for Disease Control and 
Prevention. Previous research from the Karolinska group led by Eva Kosek, MD, 

PhD, co-senior author of the current study, suggested a potential role for 

neuroinflammation in the condition -- including elevated levels of inflammatory 

proteins in the cerebrospinal fluid -- but no previous study has directly visualized 

neuroinflammation in fibromyalgia patients. 
 

A 2015 study by Loggia's team used combined MR/PET scanning to document 

neuroinflammation -- specifically activation of glial cells -- in the brains of patients 

with chronic back pain. Hypothesizing that similar glial activation might be found 
in fibromyalgia patients as well, his team used the same PET radiopharmaceutical, 

which binds to the translocator protein (TSPO) that is overexpressed by activated 

glial cells, in their study enrolling 20 fibromyalgia patients and 14 control 

volunteers. 
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At the same time, Kosek's team at Karolinska had enrolled a group of 11 patients 

and an equal number of control participants for a similar study with the TSPO-
binding PET tracer. Since that radiopharmaceutical binds to two types of glial cells 

-- microglia and astrocytes -- they also imaged 11 patients, 6 who had the TSPO 

imaging and 5 others, and another 11 controls with a PET tracer that is thought 

to bind preferentially to astrocytes and not to microglia. At both centers, 
participants with fibromyalgia completed questionnaires to assess their 

symptoms. When the MGH team became aware of the similar investigation the 

Karolinska group had underway, the teams decided to combine their data into a 

single study. 

 
The results from both centers found that glial activation in several regions of the 

brains of fibromyalgia patients was significantly greater than it was in control 

participants. Compared to the MGH team's chronic back pain study, TSPO 

elevations were more widespread throughout the brain, which Loggia indicates 
corresponds to the more complex symptom patterns of fibromyalgia. TSPO levels 

in a structure called the cingulate gyrus -- an area associated with emotional 

processing where neuroinflammation has been reported in patients with chronic 

fatigue syndrome -- corresponded with patients reported levels of fatigue. The 
Karolinska team's studies with the astrocyte-binding tracer found little difference 

between patients and controls, suggesting that microglia were primarily 

responsible for the increased neuro-inflammation in fibromyalgia patients. 

 

"The activation of glial cells we observed in our studies releases inflammatory 
mediators that are thought to sensitize pain pathways and contribute to symptoms 

such as fatigue," says Loggia, an assistant professor of Radiology at Harvard 

Medical School. "The ability to join forces with our colleagues at Karolinska was 

fantastic, because combining our data and seeing similar results at both sites gives 
confidence to the reliability of our results." 

 

  

 
Story Source: 

Materials (http://bit.ly/2QsL7th) provided by Massachusetts General Hospital 

(http://bit.ly/2C4TP8k). Note: Content may be edited for style and length. 

 
  

 

Journal Reference: 
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Akeju, Mats Lekander, George Cohen, Christer Halldin, Norman Taylor, 
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Kosek, Marco L. Loggia. Brain glial activation in fibromyalgia – A multi-site 
positron emission tomography investigation. Brain, Behavior, and Immunity, 

2018; DOI: 10.1016/j.bbi.2018.09.018 (http://bit.ly/2EeoRf9) 

 

 
Science Daily, September 27, 2018 

Submitted by Lydia Neilson  

http://bit.ly/2QsL7th
http://bit.ly/2C4TP8k
http://bit.ly/2EeoRf9
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Cochrane Database of Systematic 

Reviews 

http://bit.ly/2UDcIpW 

 

Exercise therapy for chronic fatigue syndrome (individual patient data) 

 

Cochrane Systematic Review - Intervention - Protocol Version  

Published: 07 December 2018  

 

Reason for withdrawal from publication 

 

This protocol has been withdrawn and it is no longer being progressed to a 

Cochrane review. 

 

This protocol was published in 2014 and a new protocol is required for any future 

individual participant data (IPD) meta‐analysis on this topic. 

 

The editorial group responsible for this previously published document have 

withdrawn it from publication (http://bit.ly/2zZcjp5) 

 

 

  

http://bit.ly/2UDcIpW
http://bit.ly/2zZcjp5
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Functional Capacity Scale 

The Functional Capacity Scale incorporates energy rating, symptom severity, and 

activity level. The description after each scale number can be used to rate 

functional capacity. 

 

0 = No energy, severe symptoms including very poor concentration; bed ridden 

all day; cannot do self-care (e.g. need bed bath to be given). 

1 = Severe symptoms at rest, including very poor concentration; in bed most of 

the day; need assistance with self-care activities (bathing). 

2 = Severe symptoms at rest, including poor concentration; frequent rests or 
naps; need some assistance with limited self-care activities (can wash face at the 

sink) and need rest afterwards for severe post exertional fatigue. 

3 = Moderate symptoms at rest, including poor concentration; need frequent rests 

or naps; can do independent self-care (can wash standing at the sink for a few 

minutes) but have severe post exertion fatigue and need rest. 

4 = Moderate symptoms at rest, including some difficulty concentrating; need 
frequent rests throughout the day; can do independent self-care (can take a 

shower) and limited activities of daily living (e.g. light housework, laundry); can 

walk for a few minutes per day. 

5 = Mild symptoms at rest with fairly good concentration for short periods (15 

minutes); need a.m. and p.m. rest; can do independent self-care and moderate 
activities of daily living, but have slight post exertion fatigue; can walk 10-20 

minutes per day. 

6 = Mild or no symptoms at rest with fairly good concentration for up to 45 

minutes; cannot multitask; need afternoon rest; can do most activities of daily 

living except vacuuming; can walk 20-30 minutes per day; can do volunteer work 

– maximum total time 4 hours per week, with flexible hours. 

7 = Mild or no symptoms at rest with good concentration for up to 1⁄2 day; can 

do more intense activities of daily living (e.g. grocery shopping, vacuuming), but 

may get post exertion fatigue if ‘overdo’; can walk 30 minutes per day; can work 

limited hours, less than 25 hours per week; no or minimal social life. 

8 = Mild intermittent symptoms with good concentration; can do full self-care, 
work 40 hours per week, enjoy a social life, do moderate vigorous exercise three 

times per week. 

9 = No symptoms; very good concentration; full work and social life; can do 

vigorous exercise three to five times a week. 

10 = No symptoms; excellent concentration; over achiever (sometimes may 

require less sleep than average person). 

 

[Dr. Alison Bested © Dr. Lynn Marshall. May be copied for individual use.] 

 

 

Submitted by Lydia Neilson 
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Breakthrough Test Screens For 

All Known Bacterial Infections 

The precision medicine platform developed at the center for infection and 
immunity is 1,000 times more sensitive than conventional screening methods and 

can detect signs of antibiotic resistance 

 

Scientists at the Center for Infection and Immunity (CII) in the Columbia 

University Mailman School of Public Health (http://bit.ly/2ErlT89) have developed 
the first diagnostic platform that can simultaneously screen for all known human 

pathogenic bacteria as well as markers for virulence and antibiotic resistance. A 

study in the journal mBio (http://bit.ly/2GeGuOM) provides details on the 

performance of the BacCapSeq platform. 

 

 “Once approved for clinical use, BacCapSeq will give physicians a powerful tool 
to quickly and precisely screen for all known pathogenic bacteria, including those 

that cause sepsis, the third leading cause of death in the United States,” says first 

author Orchid M. Allicock, PhD, a post-doctoral researcher at CII. “This platform 

is 1,000 times more sensitive than traditional unbiased testing, at a level 

comparable to tests that screen one bacterium at a time.” 

 

Currently, the most common method used to test for sepsis can take as long as 

three days, and even longer to provide information on antibiotic resistance. While 

physicians wait for a result, they usually prescribe broad-spectrum antibiotics, a 

practice that contributes to the growth of antibiotic resistance. BacCapSeq 
provides results in 70 hours, but the researchers believe that the platform will 

become faster with advances in computing power. 

 

Each year, antibiotic-resistant infections claim 100,000 lives in the United States, 

and 700,000 globally, with the highest burden in the developing world, according 

to World Economic Forum estimates. The direct annual impact of antibiotic 
resistance in the U.S. is $20-35 billion with an additional $35 billion in lost 

productivity, according to the U.S. Center for Disease Control and Prevention. 

Absent an effective response to limit further growth in antimicrobial resistance, 

the challenge will continue to increase. The World Bank issued a report in 2017 

projecting an impact on the GDP between $1.1 trillion and $3.4 trillion. 

 

BacCapSeq contains 4.2 million genetic probes used to detect the signature DNA 

of all 307 pathogenic bacteria, as well as biomarkers for antibiotic resistance and 

virulence. Each probe binds to a corresponding sequence; when a particular 

bacterium and biomarker is present in a sample, a magnetic process “pulls out” 
its unique sequences, which can then be used to identify the bacterium and its 

characteristics. To date, even the most advanced multiplexed polymerase chain 

reaction systems are only able to screen for up to 19 pathogenic bacteria, and 

none can assess virulence and antimicrobial resistance. 

  

http://bit.ly/2ErlT89
http://bit.ly/2GeGuOM
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In the study, the researchers assess the performance of BacCapSeq in several 

ways: using nucleic acid from blood spiked with DNA from several different 
bacteria, blood spiked with bacterial cells, blood culture samples, and blood 

samples from patients with unexplained sepsis. In each case, the platform 

performance exceeded traditional methods, sometimes detecting infections that 

were missed by the alternative method. In one case, the test implicated the 
bacterium Gardnerella vaginalis, which is only rarely associated with significant 

disease, as the cause of unexplained sepsis in an individual with HIV/AIDS. 

 

BacCapSeq is a complement to VirCapSeq, a similar test developed at CII that 

screens for all known human viral infections. Recent published studies have 

reported on that test’s performance in Tanzania (http://bit.ly/2EhdqDy) and 
Uganda (http://bit.ly/2Qtwq9o). A test for differential diagnosis of fungal 

infections is in development. 

 

“Microbiological intelligence must be an integral component of precision 

medicine,” says W. Ian Lipkin (http://bit.ly/2EsoEpF), MD, director of CII and 

the John Snow Professor of Epidemiology at Columbia Public Health. “Accurate, 
early differential diagnosis of infectious diseases and knowledge of drug sensitivity 

profiles will reduce mortality, morbidity, and health care costs.” 

 

Co-authors include Cheng Guo, Lokendra V. Chauhan, Joel Garcia, Adam 

Price, Stephen Morse, Nischay Mishra, and Thomas Briese at CII and/or 

Columbia Mailman; and Anne-Catrin Uhlemann and Susan Whittier at 
Columbia University Irving Medical Center. The study was supported by the 

National Institute of Allergy and Infectious Diseases of the National Institutes of 

Health (Center for Research in Diagnostics and Discovery grant AI109761) and 

the Bill and Melinda Gates Foundation (OPP1163230). 

 

Statement on Availability: At present, BacCapSeq is not available in a clinical 

setting. Further testing is needed to determine safety and efficacy. The Center for 

Infection and Immunity is not recruiting patients or seeking clinical specimens, 

and, unfortunately, cannot predict how long the testing and regulatory approvals 

process will take. 

 

 

Source: http://bit.ly/2EtCg4e 

http://bit.ly/2EhdqDy
http://bit.ly/2Qtwq9o
http://bit.ly/2EsoEpF
http://bit.ly/2EtCg4e
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Postural Orthostatic Tachycardia 

Syndrome 

Postural orthostatic tachycardia syndrome: clinical presentation, aetiology and 

management 

 

A free access review study by A. Fedorowski as published in the Journal of 

Internal Medicine  

 

Abstract 

Postural orthostatic tachycardia syndrome (POTS) is a variant of cardiovascular 

autonomic disorder characterized by an excessive heart rate increase on standing 

and orthostatic intolerance.  

 

POTS affects younger individuals 15–45 years old with a distinct female 

predominance (≈80%). The prevalence ranges between 0.2% and 1.0% in 

developed countries.  

 

The onset of POTS is typically precipitated by immunological stressors such as 

viral infection, vaccination, trauma, pregnancy, surgery or psychosocial stress.  

 

The most common complaints are dizziness, weakness, rapid heartbeat and 

palpitation on standing. Moreover, patients often report physical deconditioning 

and reduced exercise capacity as well as headache, ‘brain fog’, dyspnoea, 

gastrointestinal disorders and musculoskeletal pain.  

 

The aetiology of POTS is largely unknown and three main hypotheses include an 

autoimmune disorder, abnormally increased sympathetic activity and 

catecholamine excess, and sympathetic denervation leading to central 

hypovolaemia and reflex tachycardia. The golden standard for POTS diagnosis is 

head‐up tilt test with a non‐invasive beat‐to‐beat haemodynamic monitoring.  

 

Although long‐term prognosis of POTS is poorly explored, around 50% of patients 

spontaneously recover within 1–3 years. After the diagnosis has been established, 
patient should be thoroughly educated about non‐pharmacological measures 

alleviating the symptoms. Exercise training may be very effective and counteract 

deconditioning. In more symptomatic patients, different drugs directed at 

controlling heart rate, increasing peripheral vasoconstriction and intravascular 

volume can be tested.  

 

However, the overall effects of pharmacological therapy are modest and the most 
affected patients remain handicapped. Future efforts should focus on better 

understanding of POTS pathophysiology and designing randomized controlled 

trials for selection of more effective therapy. 

 

 

Source & full article: https://doi.org/10.1111/joim.12852   

https://doi.org/10.1111/joim.12852
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MEA Summary Review: Red Blood 
Cells In ME/CFS Demonstrate 

Reduced Ability To Change Shape 

Charlotte Stephens, Research Correspondent, ME Association. 

On 21 November, researchers from the Open Medicine Foundation (OMF) in 

America published a small but potentially important study (http://bit.ly/2Bj5q1A) 

that found reduced erythrocyte deformability in ME/CFS. We are told the full paper 
from Saha et al. will be published shortly and we look forward to reviewing it in 

full. 

 

“ME/CFS patients show normal arterial oxygen saturation but nothing much is 

known about microvascular perfusion. In this work, we tested the hypothesis that 

the erythrocyte deformability in ME/CFS is adversely affected, using a combination 

of biophysical and biochemical techniques.” 

 

 Erythrocyte: a red blood cell, which (in humans) is typically a biconcave 

disc. Erythrocytes contain the pigment haemoglobin, which imparts the red 

colour to blood, and transport oxygen and carbon dioxide to and from the 

tissues. 
 Deformability: refers to the ability of red blood cells to change shape in order 

to pass through capillaries (small blood vessels). 

 

Prof. Ron Davis, one of the authors of the study, provided additional comment 

in an email from OMF sent at the time the abstract was released: 

 

“This paper documents that red blood cells are less deformable in ME/CFS patients 

compared to healthy controls.” 

 

“Past work has looked primarily at the shape of red blood cells, which is difficult 

to quantitate. Our approach will give a clear quantitative number. 

 

“It measures the ability of red blood cells to deform while squeezing into a 

capillary, something that blood cells must do for healthy flow.” 

 

Although the study was very small, with only 9 ME/CFS patients and 9 healthy 

controls, Prof. Davis does not believe that this takes away from the significance 

of the results: 

“We measure hundreds of cells from each patient, so, because of this, even though 

the number of patients is low, we get a very statistically significant distinction 

between patient and healthy cells’ deformability.” 

  

http://bit.ly/2Bj5q1A
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Reduced blood flow 

The study used a special ‘microfluidic’ device, which mimics blood flow through 

microcapillaries (tiny blood vessels), to measure the ability of red blood cells 

(erythrocytes) to squeeze into small blood capillaries. 

 

 ‘Deformability’ refers to the ability of red blood cells to change shape. 

 

Normally, red blood cells change their shape, from a round disc to an elongated 

oval shape, in order to pass into smaller capillaries. 

 

This change in shape enables the continuous flow of blood (not slowed down by 
less blood cells being able to fit through at one time), in order to maintain optimum 

levels of oxygen supply to tissues. 

 

What these results show is that the red blood cells of people with ME/CFS are not 

very good at deforming (changing shape) and so blood flow through small 

capillaries is reduced, which may lead to a shortage of oxygen supply to tissues. 

 

Reduced blood flow has been suggested previously in ME/CFS pathology, 
particularly in relation to orthostatic symptoms and ME/CFS has also been 

described as a ‘state of hypoxia’ (shortage of oxygen to cells). This latest finding 

could help to explain many of the symptoms experienced. 

 

Conflicting results from Australia? 

Brenu et al. (a team that included Prof. Marshall-Gradisnik and Prof. 
Staines), measured erythrocyte characteristics in ME/CFS 

(http://bit.ly/2EkgKOf), including deformability, in 2010. 

 

Contrary to the latest study from America, they concluded that there was no 

significant difference in deformability between patients and controls. 

 

However, while the sample size was again very small, with only 6 patients studied 
against controls, it will be interesting to compare methodology when the full paper 

from the American study is published. 

 

What might be causing the reduced deformability? 

Oxidative stress has previously been suggested as a means of perpetuation in 

ME/CFS. This relates to an imbalance between the generation of reactive oxygen 

species (ROS), which can be toxic to cells, and the ability of the body to counteract 

or detoxify their harmful effects through neutralisation by antioxidants. 

 

Red blood cells are known to change shape in response to oxidative stress and 

certain inflammatory conditions such as rheumatoid arthritis. This new study 

found higher levels of ROS in ME/CFS red blood cells compared to controls. 

Biomarkers and phenotypes? 

  

http://bit.ly/2EkgKOf
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Prof Davis said of the reduced deformability: 

“It potentially could be a biomarker, and we are proceeding to design new devices 

that will make a clear distinction between patients and healthy controls.” 

 

“These devices will be hand-held and easy to use by doctors in their offices, or in 

clinical testing labs.” 

 

“We are putting our energy into developing the new devices as soon as possible.” 

 

Another interesting point from the abstract – that we hope will be explained more 

thoroughly in the full paper – suggested that these findings were not found in 

people who were improving: 

“Finally, preliminary studies show that RBCs from recovering ME/CFS patients do 

not show such differences in cellular physiology, suggesting a connection between 

RBC deformability and disease severity.” 

 

Conclusion from America: 

“Our data demonstrates that the significant decrease in deformability of RBCs from 

ME/CFS patients may have origins in oxidative stress and suggests that altered 

microvascular perfusion can be a possible cause for ME/CFS symptoms.” 

 

“Our data also suggests that RBC deformability may serve as a potential biomarker 

for ME/CFS, albeit further studies are necessary for non-specific classification of 

the disease.” 

 

“These are clearly interesting preliminary findings from America that could also 
link in with the research on red blood cell shape that was published by Dr Les 

Simpson in New Zealand many years ago (http://bit.ly/2Gg11CB).” 

  

“The number of recruits is clearly very small. So, we will need to have results from 

much larger numbers of people with ME/CFS (in various stages of illness and of 
differing illness severities) and confirmatory results from other independent 

research groups.” 

  

“Also, I think we would need to see comparisons made with other groups of 

individuals (e.g. people with multiple sclerosis, rheumatoid arthritis, depression 

and sedentary populations) before coming to any firm conclusions about the 

validity of this finding and its possible use as a diagnostic biomarker for ME/CFS.” 

 

 

Dr Charles Shepherd, Hon. Medical Adviser, ME Association. 

 

Source: http://bit.ly/2LeeaL1 

http://bit.ly/2Gg11CB
http://bit.ly/2LeeaL1
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Understanding Myalgic 

Encephalomyelitis 

Understanding Myalgic Encephalomyelitis - new 250-page 

publication by Dr. Byron Hyde 

This is information regarding the advance sale of our book 

Understanding M.E. It came out in May as a 106 page 

uncorrected book for the symposium at the University of Montreal. It will be 

coming out as a 260-300 page book in February-March. It is presently corrected 
up to page 240 and we still have four more patient studies to be placed in the 

addendum.  

 

This book also discusses several of the Chronic Fatigue Syndromes and the New 

Polio striking North America and Europe, called by the press, a mysterious 
unexplained disease and by the US Centers for Disease Control: Acute Flaccid 

Paralysis. It is a bit alarming that for years, M.E. has been called a mysterious 

disease and now they are calling polio a mysterious disease.  

 

There is also a significant discussion on some of the more important Chronic 

Fatigue Syndromes, including Ehlers Danlos Syndrome, Post Recombinant 

Hepatitis B immunization. 

 

There is a section on treatments available and suggestions for the future. 

 

We are aware thanks to some alert patient/advocates that a group has tried to 

have M.E. classified as a non-infectious disease. They are probably meaning that 

M.E. patients are not infectious, but the disease is seriously infectious in the same 

way that polio is infectious. 

 

I have already had meetings with WHO on the 21st of September 2018 and will 

be returning in February. Our daughter is a senior person there. I have had 

considerable assistance from the staff of the WHO. 

 

Please use any of this material. A mailout will be sent to all libraries in North 
America and a large number in Western Europe and Australia in January or when 

we are closer to print. 

 

Some 240 pages have already been sent to the editor for final corrections. 

 

This is a hard-covered book in full colour. 

 

The cost for this book in Europe will be in euros or pounds sterling to cover the 

increased cost of mail outside of North America. We prefer payment in credit card 
as it will be easier for my secretary to hold these and not cash them until we go 

to print. 
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All credit card repurchases will be held and not charged until we go to print. All 

checks from North America will also be held until the print date. 

 

If any preorders are sent, please make sure you also send your email address so 

we can keep you in touch of our progress. 

 

Best wishes to all for the Christmas period. 

 

Please feel free to distribute this documentation.  

 

 

Byron Hyde MD in Ottawa 
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9. Severe ME 
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Caring For Someone With Severe 
ME : Great Wisdom And Skill Is 

Required 

Within ME there are a range of complex 

physical symptoms and system 

dysfunctions, all affecting the 'how' and 

'when' a carer interacts with the person; 
getting it wrong can lead to enormous 

harm! 

 

To care safely and effectively for someone 

with Myalgic Encephalomyelitis, carers 

absolutely must: 

1. Be aware that ME is a neurological 

disease with multi-system dysfunction. 

 

2. Always trust and listen to the person and 

their reaction. 

 

3. Be sensitive so that they can gently 
approach and offer care to the person 

without causing distress or deterioration. 

 

4. Adopt a moment - by - moment, flexible approach to care, where the carer is 

willing and able to wait patiently and return later. The response of people with 

Severe ME is not always predictable; often the opposite rather than the expected 

occurs. 

This must be FULLY understood by the carer. 

 

5. Be aware that it might not be possible, in any one moment for the person to 

receive the help they need, because they are so physically ill. In other words, the 

carer must be able to recognise that there may be a moment when the person 
can or might tolerate an intervention and other times when that simply will not be 

possible. 

 

Even if an intervention is not possible at one moment, it may still be possible at 

some other point in time, for there are fluctuations of experience of symptoms 

within the general chronicity of the illness. 

 

Any task or interaction needs to be at the pace that is tolerated by the person, 

never imposed by the carer;TIMING IS KEY. 
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6. Be aware that a person with ME, particularly the most severely affected, may 

have complex hypersensitivities to the environment.Any action that might result 
in triggering these or other hypersensitivities, can lead to serious exacerbation of 

symptoms, make the person’s experience intolerable and/or cause long term 

deterioration. 

 

7. Be aware that the person with ME may have severe cognitive dysfunction, may 

not be able to write or read , speak, understand or cope with questions. A very 
gentle approach is essential in caring for people who have Severe/Very Severe 

ME. 

 

8. Be aware of the need to be quick and efficient, to minimise risk of deterioration 

or distress, yet at the same time, being very quiet and careful. 

 

Remember how YOU DO A TASK is as important as WHEN you do a task. 

 

9. Understand that people with ME can easily over exert themselves, trying to get 

even their most basic health or care needs met and, as a direct consequence 

decline. 

 

10. Have integrity, wisdom and patience. Any improvement or response may be 

extremely small, almost invisible perhaps to the carer, yet the person with 
Severe/Very Severe ME may discover extraordinary benefit from what might seem 

like a small, even insignificant outcome. 

 

Great wisdom and skill is required. 

 

I cannot stress enough how you HAVE to be fully aware just how seriously ill the 

person with Severe/Very Severe ME is and respect that in ALL you do. 

 

 

Greg Crowhurst, December 2018 

 

http://bit.ly/2rrDp3y  

http://bit.ly/2rrDp3y
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10. ME And Children 
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The Story Of A Finnish Mother 

Twelve years ago a boy was born, my youngest. A happy, delightful child, always 

making others laugh and enthusiastically participating in everything. He liked the 

school as well as sports and playing with friends. Life was such a fun adventure. 

 

All that changed suddenly. He did not recover from a flu back to normal. Pain 

came in and remained. The pain, so severe that he loses consciousness several 

times during a day. Constant nausea makes it hard for him to eat. Sports is now 

but a memory: even walking gets impossible when his legs lose all their strength 
and his vision becomes blurred the same time. He can’t read or write any more. 

Sounds appear intense, even unbearable. Watching TV and sometimes even a 

conversation is just too much for him. 

 

“The pain won’t go away even when you think you can’t take it anymore.” 

 

The boy longed to be at school, and so he was taken there to lie on the classroom 
couch for a short while at a time. The cost of that was lacking energy and having 

even more pain for several days. It felt unreasonable. It was easier to regulate 

exertion at home. Besides, no child wants to cry in front of mates. The teacher 

makes now brief visits at home every now and then. 

 

His life has narrowed down to our living room couch for years now. He can’t do 
things that he used to love any more. The days are long and the doings are brief. 

The pain won’t go away even when you think you can’t take it anymore. Nausea 

and pain wake him up at nights. 

 

“I had to leave my job to become a caregiver for my little boy. How come it was 

my child that got an illness, which nobody seemed to know anything about?” 

 

For the first couple of years he had faith and hope. Mom and dad would know 

what to do, and the doctors would know how to help. Now the hope is almost 

gone. Doctors can’t help after all. Only few of them have said anything positive to 

grab on to. 

 

I had to leave my job to become a caregiver for my little boy. I never thought I’d 
live to see that. How come it was my child that got an illness, which nobody 

seemed to know anything about? How come there wasn’t even a way to treat his 

pain away? 

 

“It was not enough, that they shifted the whole responsibility of caring to the 

parents, they even implied at first, that our child’s illness was our fault.” 

 

What has shocked me the most, is the way university hospitals have treated my 

son and his fellow-sufferers. Nobody seems to be interested, even though my son 

is practically bedbound. Not one doctor has made my son better. Every time we 

payed a visit to the hospital, they apparently wanted to get rid of us as quickly as 

possible.   
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It was not enough, that they shifted the whole responsibility of caring to the 

parents, they even implied at first, that our child’s illness was our fault. All this 
was hard to believe. We love our child above all else and we’d do anything to 

make him better. As we were utterly exhausted and our hearts were breaking for 

the child’s endless suffering, they decided to make our burden even bigger. We 

had to explain this absurd true story to child protection workers. The feeling of 

humiliation was almost unbearable. 

 

“There are unwritten rules, which make it impossible for doctors to help and which 

apparently legitimize acting against the rights of a patient, the rights of a child 

and human rights.” 

 

I always thought, that I was living in a world ruled by the principles of justice and 

children’s best interest. Now that my eyes have been opened, I find myself in a 
different world, where the conflicts of medical authority are more important than 

any suffering child.  

 

I can’t get help for my child neither by patiently negotiating nor by crying or 

shouting. There are unwritten rules, which make it impossible for doctors to help 
and which apparently legitimize acting against the rights of a patient, the rights 

of a child and human rights. 

 

We are running out of time. If we can’t get help in Finland, we are forced to leave 

for another country. We can’t go on like this. 

 

 

Source: ME Action http://bit.ly/2zWejye 

  

http://bit.ly/2zWejye
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The ME Parents of Norway 

Welcome to The ME Parents of Norway! – A newly 

established association, but an already long-term 

information project. 

 

The ME Parents of Norway is a newly established user 

organization for parents and relatives of children with ME, 

Myalgic Encephalomyelitis. 

 

We started as a blog, where ME parents (in the beginning 
mothers) with the desire and ability to write and a fairly similar experience of the 

disease ME since 2013 have shared their experiences with living with ME in their 

family, as well as disseminating articles and research from both Norway and 

abroad. 

 

After 5 years of blogging, we realised there was a need to establish the association 
The ME parents of Norway. By doing so, we hope to be able to extend our efforts 

to improve the understanding and knowledge regarding this illness, and thereby 

the way our children and others suffering from ME are met on all levels in society. 

– 

Please read more about us, our experiences and initiatives: 

 The ME Parents of Norway (http://bit.ly/2R2cuJS) 
 News(http://bit.ly/2ScY86M) 

 ME in the Family (http://bit.ly/2PJ16Ox) 

 My son suffers from ME (several posts http://bit.ly/2SUrIOn) 

 Posters (http://bit.ly/2QzZBax) 

 Some general information on ME in English is available from this page 

(http://bit.ly/2Bo6GRp). 

 

Please follow us on https://www.facebook.com/theMEparents (English) 

https://facebook.com/MEforeldrene (Norwegian) and 

@MEforeldrene (tweets in Norwegian and English) 

 

Please follow us, read, make comments and share our stuff! 

 

 

Thank you very much! 

 

Go directly to this page: http://wp.me/P3VLNe-6S 

  

http://bit.ly/2R2cuJS
http://bit.ly/2ScY86M
http://bit.ly/2PJ16Ox
http://bit.ly/2SUrIOn
http://bit.ly/2QzZBax
http://bit.ly/2Bo6GRp
https://www.facebook.com/theMEparents
https://facebook.com/MEforeldrene
http://wp.me/P3VLNe-6S
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11. News from  
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Australia 

Australian advocate Ricky Buchanan was a keynote speaker at 

the ARATA (http://bit.ly/2Lt1r7C) - Australian Rehabilitation & 

Assistive Technology Association‘s 2018 conference in November. 

 

In Ricky’s brilliant presentation, “Experience, Opportunity and Innovations in 

Technology: Shared Experience”, she provides an explanation of her design 

process for developing new assistive technologies. This presentation will provide 

really useful insight for anyone wanting to develop assistive technologies for their 

own environment. 

 

You can watch Ricky’s presentation below:  

https://m.youtube.com/watch?v=SKYHGDvbD3s 

 

  

 

Some news from the recently formed ME/CFS Discovery Research Network 

(MDRN), a group of Australian researchers collaborating on ME/CFS, about their 
upcoming research workshop. This group includes some members of Melbourne 

Bioanalytics: Chris Armstrong, Neil McGregor and Don Lewis. 

 

Research Workshop 2018 

ME/CFS Discovery Research Network (MDRN) 

Organisers: Dr. Sarah J. Annesley (La Trobe University), Mr. Jim Chambers, 

Prof. Paul Fisher (La Trobe University). 

 

The MDRN is a network of collaborating researchers established early in 2018 to 
formalise existing collaborations amongst ME/CFS researchers at five Australian 

universities (La Trobe University, University of Melbourne, Monash University, 

Victoria University and the ANU). All of the MDRN researchers are working in 

collaboration with others in the network and with the CFS Discovery Clinic of Dr. 
Don Lewis. Research outcomes are reviewed by the Clinic for their possible value 

in clinical practice. MDRN researchers enjoy collaborative links with multiple 

international researchers in the field and have collectively published 60 biomedical 

research papers on diverse aspects of ME/CFS. 

 

The first MDRN research workshop did take place at La Trobe University on 
Saturday, 8 December 2018. This is a closed workshop that will bring together all 

MDRN researchers to present their research and discuss current and future 

collaborative research directions. After the workshop the MDRN will report back to 

the ME/CFS community with non-confidential, significant highlights. 

 

 

Source: ME Action Australia  http://bit.ly/2A4aPdg 

  

http://bit.ly/2Lt1r7C
https://m.youtube.com/watch?v=SKYHGDvbD3s
http://bit.ly/2A4aPdg
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Donating To ME/CFS Australia 

From time to time ME/CFS Australia Ltd receives inquiries about accepting 

donations, or about holding events to raise funds for ME/CFS Australia (eg a Tough 
Mudder, a Shave for ME/CFS). If you wish to donate to ME/CFS Australia you can 

do so via: 

https://www.mycause.com.au/charity/28213/MECFSAustralia 

Conversely, if you wish to create your own fund raising event, you can set up a 

fundraiser on 'MyCause' and ask your friends, families and colleagues to donate 

to the cause. 

 

ME/CFS Australia is the original national organisation since 1999. Our board is 

made up of representatives of the various member states, and we exist to work 

towards representing you, the sufferers, as well as the families and the friends of 

sufferers. We appreciate your help, helping us to achieve these goals. 

 

 

Geoffrey Hallmann 

Chair - ME/CFS Australia Ltd. 

 

  

 

Chronic Fatigue Syndrome 

Insight, SBS, 16 October 2018 

 

http://bit.ly/2EvP2yj (only available in Australia) 

 

  

 

Millions given infected polio vaccine 

 

Sydney Morning Herald 

24 October 2004 

 

The vaccine issue is something of a vexed subject. Anti-vax is often not anti-

vacation. It’s anti absence of duty of care. This would be an example. Withholding 

of such information is immoral, and fraudulent. 

http://bit.ly/2SZfNz7  

 

 

Source: ME/CFS Australia https://mecfs.org.au/about-us/ 

  

https://www.mycause.com.au/charity/28213/MECFSAustralia
http://bit.ly/2EvP2yj
http://bit.ly/2SZfNz7
https://mecfs.org.au/about-us/
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Belgium 

Recently, I was given an invitation to attend the national council 

of Samana. A special interest organization for people with 

chronic illnesses. 

 

Here's a quote from them: 

"...The re-integration of people in the job market with long-term illnesses is a 

priority point on our special interest agenda. A steadily growing group of people 

is being (consistently) absent at work due to afflictions resulting from being 

overburdened. We also receive an increasing amount of questions from people 
suffering from e.g. burnouts, CFS diagnoses, fibromyalgia etc. who have to deal 

with a lack of acknowledgement of their 'illness', who don't receive sufficient 

dedicated assistance and who have to hop a plethora of hurdles in their search for 

a suitable job..." 

 

Pay attention to "illness" being in quotes. The guest speaker was someone from 

the only multi-disciplinary diagnostic center for CFS in Belgium: psychologist and 

behavioral therapist Liesbet Vanhoof of the UPC KU Leuven. The previous 

executive, Philippe Persoons, has taken upon himself different tasks and is no 

longer working at the UPC. Three people work at the center, which "treats" CFS 

patients. 

 

I responded by saying this would not be acceptable, and at first thought I wouldn't 

go anyway, but they've apologized and asked me to come anyway, which I ended 

up doing (which resulted in a crash). 

 

The elaboration was egregious. The old chestnut: just think of being better and 

you'll be better. Exercise more often and you'll be better physically. 

 

Poor Belgium... 

 

 

Eddy Keuninckx 

 

PS: Tomorrow screening of UNREST in Gentbrugge more details can be found 

here: https://www.facebook.com/events/250708495605309/  

  

https://www.facebook.com/events/250708495605309/
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Canada 

CIHR IMHA ME/CFS Strengthening Workshop 

The CIHR IMHA (a branch housing ME in the Canadian Institutes 

of Health Research) is holding an ME/CFS Strengthening 
Workshop in Montreal this coming Friday. A number of advocates from across 

Canada, including myself, have been invited to attend and give input into future 

Canadian ME research. Some of us are too ill to travel but will receive notes on 

the outcomes.  

 

Photos from the workshop will be posted on the Millions Missing Canada FB site.   

 

Sad News: Long Term Canadian ME Advocate Robert Service Passes Away   

A long term core volunteer from one of our local ME organizations — the WWMEA 

— has passed away. http://bit.ly/2GcEoin 

 

 

Meet your MP about the ME Crisis in Canada 

A renewed campaign was launched yesterday to 'Meet your MP' and is being given 

a push as we urge Canadians to make that all important connection with their MP.  

http://bit.ly/2EtHz3j 

 

 

Canadian Artists Join Together to Support Advocacy Efforts 

A number of Canadian artists have donated art work to raise funds for ME 

advocacy in Canada. We launched the effort with the 'Weeping Tree' found here: 

http://bit.ly/2UGLSgx 

 

We're continuing to feature the work of each artist on our FB page.  

 

 

'Missing the Celebration' 

Millions will be 'missing the celebration' this Christmas season due to ME. Through 
Millions Missing Canada, we've launched a bilingual Christmas Frame campaign to 

show support for the ME community.  

  

http://bit.ly/2GcEoin
http://bit.ly/2EtHz3j
http://bit.ly/2UGLSgx
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The frame and message can be found here: 

MillionsMissing Canada - http://bit.ly/2RXoIAW 

 

 
 

 

To Rob and Eddy, who do such great work publishing the ME Global Chronicle, and 

to the global ME community, we wish you all moments of holiday joy and a very  

 

 

Merry Christmas  

 

 

Barbara Fifield 

  

http://bit.ly/2RXoIAW
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Denmark 

Danish ME-patient Vibeke Vind sent an email to the chairman of 

Danish Regions, Stephanie Lose, with cc. to different stakeholders 
in order to make the Working Group on ME aware of the current 

and comprehensive criticism that graduated training (GET) and 

cognitive behavioral therapy (CBT) is used to treat ME patients. 

 

Dear Stephanie Lose 

 

The regions have been given the task of implementing the Health Board's advices 
on functional disorders, including patients suffering from the disease ME. I hope 

you are aware that the evidence the Health Authority uses to justify ME being 

treated with graduated training has been withdrawn. It is a Cochrane Review, of 

which exists so much professional criticism that it has been removed. 

http://bit.ly/2QS4YBs, http://bit.ly/2QyeOsZ, http://bit.ly/2EvOida 

 

In the same breath, a leading researcher at Columbia University in ME has written 

a statement stating that ME is not a psychosomatic disorder, writing: "Our studies 

of blood, cerebrospinal fluid, saliva and feces, using state-of-the-art methods that 

include microbial gene sequencing, metabolomics, proteomics, and immunological 
profiling, confirm that patients with ME / CFS have biological abnormalities that 

can not be characterized as psychosomatic. Committees convened by the National 

Academies of Sciences, the National Institutes of Health, and the Centers for 

Disease Control and Prevention have also concluded that ME / CFS is not a 

psychosomatic disorder http://bit.ly/2Ex61Rl 

 

Then Vibeke describes at some length the protests against Danish psychiatrist 

Per Fink giving a lecture at the Columbia Mailman University. To our readers who 

have followed our reports on Danish ME-patient Karina Hansen, Fink’s name is 

wellknown.  

 

She continues: 

“It might seem militant, but it's people fighting for their lives. In all other contexts 

you would be abnormal if you did not fight against oppressors. Per Fink helps 

these people to maintain a wrong understanding. When he talks at a 

psychosomatic conference about a concept in which he has incorporated ME, as 

his treatment for a functional disorder is CBT/GET which is directly harmful to the 
patients. His theory is that there is no disease within the body. There is a 

movement going on like in AIDS- timse, because patients do not want to find 

themselves in more bullshit. Now they have done research themselves, as well as 

competent authorities and research institutions. They fight even though they are 
ill and thus risk getting relapses as they can not the exertion involved at all. I’m 

doing as well, setting my life at stake. Because we know what ME is. It's us who 

live with it 24/7. 

  

http://bit.ly/2QS4YBs
http://bit.ly/2QyeOsZ
http://bit.ly/2EvOida
http://bit.ly/2Ex61Rl
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Alem Matthees, who helped release raw data from the PACE study, was 

completely bedbound half a year after (and still is) and Bob Courtney, who has 
challenged Cochrane, died. It is totally absurd that patients who point out that 

science is easy to be manipulated, should die. 

 

I've just returned from a biomedical ME-conference in Stockholm 

http://rme.nu/konferens-sthlm-2018 last Wednesday, where the leading 

researchers from the Nordic countries gathered. Their message was that ME-
patients are the patients who have the poorest quality of life compared with other 

serious diseases, and that it is, among other things, energy production that does 

not work normally. Lactic acid levels being completely wrong can be measured 

with a simple cycle test.  

 

At the final panel discussion, one wonders why Sweden and Norway are so 

advanced in understanding ME, while Denmark and Finland are lagging behind. In 

Norway and Sweden there are ME-clinics, where patients are treated respectfully 

with their serious physical illness as a starting point. In Denmark, patients meet 

with a progressive psychiatric starting point with GET/CBT as treatment, resulting 

in the patient being abused and tortured.  

 

It is now that we have the chance to change the usual practice. I do hope you will 

send this to the working group and that you will involve the patients in your work. 

I acknowledge that there are patients who say they are profiting from Per Finks 
techniques, but how about all of us others in whom it has done harm, where we 

have had a mental mood and where we have been treated as inhuman as no one 

can grasp. 

 

 

With regards, 

Vibeke Wind (written as private person)  

(Cand. Scient in Biochemistry, Senior Scientist at Novozymes, 'recovered' ME 

patient) 

 

Source: Millions Missing Denmark October 26, 2018 http://bit.ly/2GjXhzT 

  

http://rme.nu/konferens-sthlm-2018
http://bit.ly/2GjXhzT


92  Back to Table Of Contents 

 

Finland 

ME/CFS Is Not A Functional Disorder – We Call For Appropriate 

Treatment 

Sign here: https://bit.ly/2rwYCsS 

By signing this petition you help Finnish patients with ME/CFS to get the care and 

support that they need and to which they are legally entitled. 

 

Suomeksi (in Finnish): http://bit.ly/2QKMpiD 

På svenska (in Swedish): http://bit.ly/2zZr9Ml 

 

To: Annika Saarikko and Pirkko Mattila, the ministers of the Finnish Ministry 

of Social Affairs and Health 

 

Dear ministers Annika Saarikko and Pirkko Mattila, we call on you to initiate 
the planning of the treatment of ME/CFS on the basis of up-to-date scientific 

knowledge. The model for treating functional disorders is not appropriate for this 

disease. 

 

What We Call For:  

 

Patients with ME/CFS are entitled to evidence-based treatment, and instead of 
organizing psychosocial treatment, we call on the Finnish social and health care 

to 

 Acknowledge ME/CFS as a physical illness and treat both patients and their 

families on an equal basis with patients suffering from other serious organic 

diseases (the Finnish equality act)  

 

 Provide its employees and medical students up-to-date, correct information 

(not the theory of ME/CFS as a functional disorder)  

 

 Use diagnostic criteria, that is strict enough to distinguish ME/CFS from other 

conditions (e.g. the Canadian Concensus Criteria [1])  

 

 Organize symptomatic treatment on the basis of up-to-date scientific definition 

of ME/CFS as a somatic illness 
 Apply biomedical, evidence-based treatments developed for ME/CFS, as soon 

as they are available 

 Guarantee ME/CFS patients the support and the specific equipments that they 

need to cope according to the Finnish disability service act. 

 

By signing this petition you help Finnish patients with ME/CFS to get the care and 

support that they need and to which they are legally entitled. 

 

Reference List: http://bit.ly/2rBlCqx 

  

https://bit.ly/2rwYCsS
http://bit.ly/2QKMpiD
http://bit.ly/2zZr9Ml
http://bit.ly/2rBlCqx
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France 

With each testimony that appears in the press, it is one more step 

towards the recognition of the EMsfc. Thanks to Emilie, from Blois, 
who gave her experience of daily life to the newspaper La Nouvelle 

Republique Loir-et-Cher. If you wish to testify in your local press 

too, contact us to receive all the useful documents to help you 

(info@millionsmissing.fr) 

 

  

 

Émilie Dubrail suffers from myalgic encephalomyelitis. A disease without a 

doctor and without treatment, very debilitating, which she wishes to make known.  

 

Emilie is not tired like everyone else. This is what she has heard widely in recent 

years, in her professional and personal environment. Yet this very active forty-

year-old reached Category 1 disability four years ago: "I worked at 40%, but again 
there were times when I could not go to work. I reached the category 2 disability 

in October 2016. Since then I'm better because I impose myself a rigorous lifestyle 

and on this diet, I can have three hours of activity in the day. And still not in a 

row. " 

  

But what is Blésoise Émilie Dubrail suffering from? 

 "It's a tornado that falls on your life. I was not ready to be retired at age 43 and 

to have for only daily priority just getting ready to eat, or going out to sunbathe. 

I have a life in slow motion, I have a heavy handicap but invisible, I am 

misunderstood. Two years ago, a diagnosis was finally made about his state of 

immense fatigue. Not the one everyone knows and that fades or disappears when 
you rest. But fatigue that can lead to a state close to the exhaustion of cancer 

patients. 

 

"A doctor finally understood what I had and after a 48-hour hospitalization at the 

hospital of Angers, a specialist confirmed the diagnosis of chronic fatigue 
syndrome, or myalgic encephalomyelitis. Since then I have been able to return 

from a severe to a moderate stage.” 

 

Thus Émilie can continue her passion for music and photography, with little 

touches. "I'm a volunteer at Chato'do and I do concert photos. I only stay a 

quarter of an hour in front of the stage, then I go back to sit quiet.” 

 

 This orphan disease, recognized by the World Health Organization, is unknown in 
France. Therefore she is without treatment, without diagnosis and without doctor. 

"Breathing exercises, meditation and sophrology help. We discover all this 

between patients, like trying food supplements and especially not going beyond 

one’s strength, otherwise we totally discharge our batteries." Then the post-effort 

discomfort sets in.  

  

mailto:info@millionsmissing.fr
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There must be between 150,000 and 300,000 patients in France, suffering when 

standing, feeling a painful body and navigating on sight while being caught in a 
cerebral fog. Without being able to feel rested regardless of the number of hours 

of sleep.  

 

The CBSA (French Association of Chronic Fatigue Syndrome) associations and 

Millions Missing allow them to meet and share their parenthesized lives. 

 

A disease without treatment without diagnosis and without doctor."We start 
talking about myalgic encephalomyelitis in the press. My hope is that we will 

become more visible, that we will be taken into account and that research on this 

rare disease, a consequence of a deregulation of our immune system, is 

developing.”  

 

Émilie wishes to give back if not hope, at least benchmarks to people facing the 
same evils. And for which no one makes a diagnosis. "It's not in our head, we 

would prefer to live normally.”  

 

Émilie concentrates her efforts to put her capital time in favor of her interests. 

And thus give meaning to her life. 

 

 

Source: Millions Missing France http://bit.ly/2UIvqMW 

  

http://bit.ly/2UIvqMW
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Ireland 

I am not asking for more than I need from the HSE 

Asking for help is admitting I am in need of help. My situation as it 

stands is a very vulnerable position to be in. As illness continues to 
throw more challenges my way, I have not left my house independently for the 

past year. A scary thought. Losing one’s independence is the hardest part of being 

ill. The hardest. 

 

There have been many weekends, and full days where I am totally on my own. 

Including during a severe relapse, when all I could manage was to move from bed 
to wheelchair, to recliner, and back to bed. When I needed to go to the bathroom, 

I also made my way to the kitchen (a few meters away) to get some more water, 

or a snack. I have my Personal alarm button on my wrist, and I am grateful for 

friends who are on the other end of the phone-line, but I cannot expect my friends 

to become my carers. 

 

I feel it is a human right, a human need, to have autonomy over my care. This is 

something that the HSE Disability Services does not seem to understand. 

 

This struggle to secure care has taken a huge toll on my mental and physical 

wellbeing. My usual state of peace of mind can be shattered in seconds when I 
think, or talk about the struggle I am facing with Disability Services not 

acknowledging my disability. I am in tears. In seconds. 

 

I am not fighting the HSE to get something more than what would allow me to 

live well for the rest of my life. To not have to worry. 

 

A few days ago I had to decide how to use my 45 minutes of care. There was no 
prepared food in the fridge or freezer. I had no clean laundry left as I have been 

away on a care break. I had three days of dishes piled up since my return for this 

care break; tubs, and bowl, cutlery and cups. And I desperately needed a shower. 

 

I was in floods of tears, even now as I write this, on trying to figure out what was 

the best way to use my 45 minutes of care. I also had to find a way to get my 

food shopping done. 

 

Nobody should have to live like this. 

In my fight my aim is not to have the HSE admit they are neglecting my care. I 

don't want to be an antagonist. I am not looking for a settlement. I am not looking 

to go to court. I am looking at working with the HSE, to have them look at the 
discrepancies, which exist in the different HSE Community Health areas in the 

country. I would like them to see what everyone else notices… that you cannot be 

disabled and at the same time not be disabled. 
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I would like to work with the HSE to show a solution, not cause a problem. 

I would like to make sure that the immense struggle I am facing, and at many 

times wanted to throw in the towel as it became too much, that my fellow patients 
with ME or other long terms illnesses which have resulted in disability, don't have 

to go through this mental trauma. Because that is what it is. Trauma. 

 

I hope that the words spoken by politicians and researchers will become a reality. 

For example:  

“Minister for Health Simon Harris TD emphasizing importance of clear 

communications with patients to build trust in our health service #NPSO2018” 

Twitter: National Advocacy Service Ireland 18th October 2018 

 

“The central message of my latest report can be summarised as follows: we need 

to include the rights and needs of people with disabilities into healthcare systems 

#CRPD” 

Twitter: Catheline Devandas - UN Special Rapporteur on the rights of persons 

with disabilities, Geneva. 

 

Indeed. 

Thank you for taking time to read this, and I hope that the next update will be 

one of joy - of common sense prevailing. 

 

 

Corina Duyn 

As in http://bit.ly/2BhiJzE 

 

  

  

http://bit.ly/2BhiJzE
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Latest Letter Writing 

Having ME/CFS means I live within the constant bounds of a restricted battery. 

 

Life for me is not as it used to be but I’ve learnt to adapt and survive. Not all ME 
patients are as lucky as me though. Some patients are profoundly affected, 

meaning surviving is lying in the same bed day in, day out, for years on end. 

Others meet doctors who tell them ME/CFS simply doesn’t exist and with a good 

shake, or change in attitude, they’ll get better. If only such nonsense were true. 

 

Unfortunately this nonsense is scattered among the medics in our society and 
coupled with scant research – which thankfully is on the increase in latter years – 

ignorance prevails. 

 

Where ignorance prevails, the chance for change diminishes. 

Here in Ireland I continue to hope for change and as such, continue to write to 

our minister for health pointing out the knowledge and information available to 

him and all medics as I continue to ask one simple question. 

 

When will patients in Ireland receive a prompt diagnosis and the correct support 

they deserve? 

 

My latest letter is as follows: 

 

From: Marie H Curran 

Sent: Tuesday 06 November 2018 

To: Minister’s Office 

 

Subject: Myalgic Encpehalomyelitis – Your letter dated August 1st 2018 

Dear Minister: 

 

I wish to draw your attention to the revised information re ME/CFS on the CDC 

website,The snapshots are as follows: 

 

!)ME/CFS is a biological illness, not a psychological disorder. Patients with ME/CFS 

are neither malingering nor seeking secondary gain. These patients have multiple 

pathophysiological changes that affect multiple systems. 

 

2) Any activity or exercise plan for people with ME/CFS needs to be carefully 

designed based on individual presentation with input from each patient. If 

possible, evaluation by a rehabilitation specialist may be beneficial. For some 

patients, even daily chores and activities such as cleaning, preparing a meal, or 
taking a shower can be difficult and may need to be broken down into shorter, 

less strenuous pieces. While vigorous aerobic exercise can be beneficial for many 

chronic illnesses, patients with ME/CFS do not tolerate such exercise routines. 

Standard exercise recommendations for healthy people can be harmful for 

patients with ME/CFS. 
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3) ME/CFS affects patients in different ways, and treatment plans should be 

tailored to address symptoms that are most disruptive or disabling for each 
patient. It is best to proceed slowly. Expecting patients to return to usual activities 

should not be the initial management goal because the physical and mental 

exertion can aggravate symptoms and debilitate patients. An important strategy 

for patients to learn is how to manage their activities to avoid triggering post-
exertional malaise (PEM). This is often referred to as activity management (also 

sometimes called pacing), and requires that patients learn to “listen to their 

bodies” to be aware of their individual exertional limits, aiming to remain as active 

as possible without exceeding them. Clinical experts have observed that this 

process requires “trial and error.” 

 

4) The severity and frequency of the symptoms can vary among patients and can 

vary for an individual patient. Symptoms can fluctuate during the day, from day 

to day, and throughout the illness. Some patients may not be obviously ill-

appearing during clinical evaluations. However, if patients are severely affected 
or are having an exacerbation of their symptoms, even visiting a clinic for care 

might not be feasible at times. Thus, healthcare providers may not see patients 

when their symptoms are most severe. 

 

5) The spectrum of ME/CFS can range from mild to severe. For example, patients 

mildly impaired by ME/CFS may be able—with careful planning and activity 
management—to keep a job or continue their education, participate in social and 

family activities, and attend to daily life. Those patients who are moderately 

impaired might, for example, have trouble maintaining a regular work schedule or 

standing and sitting for prolonged periods. Patients who are severely or very 
severely affected by ME/CFS include those who are completely wheelchair-

dependent and house- or bed-bound for months or even years. Some primarily 

house-bound patients have increased symptoms after trips for healthcare or after 

performing daily tasks that healthy people take for granted, such as bathing, 

showering, and cooking meals. Those who are bed-bound might need assistance 

performing even these basic tasks 

 

6) Some of the reasons that people with ME/CFS have not been diagnosed include 

limited access to healthcare and a lack of education about ME/CFS among 

healthcare providers. Most medical schools in the United States do not have 
ME/CFS as part of their physician training. The illness is often misunderstood and 

might not be taken seriously by some healthcare providers. More education for 

doctors and nurses is urgently needed so they are prepared to provide timely 

diagnosis and appropriate care for patients. When will Ireland’s healthcare system 

take such information into account and when will medics become equipped with 
this basic knowledge so as to begin to offer patients a timely diagnosis and support 

plan? 

 

As always, thank you for your time, 

Kind regards 

 

 

Marie Hanna Curran - November 6, 2018 

Source: http://bit.ly/2Lchzdi  

http://bit.ly/2Lchzdi
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Norway 

Whilst in Norway, 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 might publish more in 

the March 2019-issue of the Chronicle. 

 

Q: What are the estimates of numbers of ME patients in Norway? 

We often hear about 10.000 and 20.000, but nobody really knows. 

I believe it may be higher than that, since numbers from the Norwegian patient 

register show that there have been an average of 2000 new diagnoses each year 
in 2014, 2015 and 2016. We have seen a sharp increase in diagnoses the last few 

years. 

 

Q: What is the current situation for people with ME in Norway? 

In 2011, a Norwegian research institute documented a profound lack of knowledge 

about ME at all levels of the health service in Norway. As a result of the report, 
the government set up a National Competence Service, whose aim is to raise the 

level of knowledge about ME in the health services, and among patients and the 

population. The Health Directorate, which implements government health policy, 

also produced a guideline for diagnosis and treatment. These guidelines were 

published in 2013. 

 

The ME Association is not entirely enthusiastic about the guidelines, but we are 

pleased that they recommend the Canadian criteria for diagnosis and include PEM. 

While the guidelines mention CBT and GET as possible interventions for ME, they 

stop short of actually recommending them. There is also a good section about care 

of the severely ill. 

 

The ME Association is less happy with the National Competence Service (Nasjonal 

Kompetansetjeneste) for CFS/ME. This service has a biopsychosocial approach to 

ME…. The ME Association submitted an evaluation in which we essentially said that 

we do not think the Competence Service for CFS/ME is doing its job, and that it is 

probably doing more harm than good. 

 

Q: How are patients viewed? 

How ME patients are viewed depends on who you meet. Many patients report that 

they are not taken seriously, and that they do not get the help they need–and 

that they should have had, according to Norwegian law. How well you are treated 
by the system seems to be a bit like Russian roulette. We see that it is possible 

for ME patients to be greatly helped in dealing with symptoms and other aspects 

of their illness within the system, if they meet the right person–but the wrong 

person can make their life hell. 
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There are some very knowledgeable people–that includes GPs, people in social 

services, and some of the local authorities. There are also some terrible ones. The 
ME Association has done several surveys of how ME patients are met by the health 

services and social services. The good thing is that things are better than we 

expected–the bad thing is that our expectations were pretty low to begin with. 

 

Here are some of the findings: 

*Around 50% of patients think that the contact with NAV [Norwegian Labour and 

Welfare Association, a government agency that deals with employment and 

benefit issues] made them sicker. 

 

*Around 20% of parents with children with ME reported that messages of concern 

had been sent to child protection services about their care for their children. 

 

*Around 80% of those who had been to rehabilitation centres (usually a four-week 

stay) disagreed or strongly disagreed that they had improved. 

 

Taken from Trial by Error: The View from Norway http://bit.ly/2SRFUba 

 

 

Submitted by Stine Aasheim 

 

  

 

The Norwegian ME Association withdrew as co-organiser of a research conference 

in Oslo 26th – 27th November when the alternative treatment method Lightning 
Process became a part of the programme. The other organisers were The National 

Competence Service for CFS/ME and the Norwegian Institute of Public Health 

(http://bit.ly/2EAXRrr, Norwegian) 

 

  

 

Family and friends of ME patients sent an open letter to the Minister of Health, 

Bent Høie, urging him to help them get back their loved ones. Some of those 

who signed the letter were celebrities (actor, musician). 

 

The letter gives good information and background story for the unbearable 

situation for ME patients and how impossible CBT/GET are as treatments. It also 

contains a good summary of current biomedical research (http://bit.ly/2BlI2R6, 

Norwegian) 

 

It is neglect not to focus on the biology of ME. We need to increase research, test 

new treatments and ease the suffering. Vi need a centre for research and 

treatment studying different kinds of phenotypes and testing treatments that has 

shown some effect on subgroups as well as accommodate for individual treatment 
courses. We need the most recent kinds of tools for assessment, and an ME-Centre 

that systematically updates their knowledge and is in contact with international 

researchers.  

  

http://bit.ly/2SRFUba
http://bit.ly/2EAXRrr
http://bit.ly/2BlI2R6
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There is acute need for adapted rehabilitation, ambulant service and support for 

the carers. Last year 30 million NOK were allocated to ME. This is a start, but 
nowhere near enough. In this year's government budget, the path-breaking 

studies from Haukeland are cancelled. This is a serious matter. There is a lot to 

catch up on after decades of unproductive focus and lack of research on a 

physiological understanding of the disease. 

 

  

 

In November the Norwegian ME Association organised a campaign week for ME 

with short videos; WithKnowledgeForME (http://bit.ly/2S4akXx, Norwegian) 

 

 

Submitted by Ellen Piro 

  

http://bit.ly/2S4akXx
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Scotland 

An exciting new ME group has recently been set up in the Highlands 

and Islands. Launched earlier this year, their steering group has 
expanded rapidly, along with their growing social media presence, 

and a partnership with Action for ME. 

 

ME Highland & Islands Network have a unique model; working with all the region’s 

support groups as well as rural or isolated people with ME and their carers, 

campaigning for change and improved care for people with ME. 

 

Ken Macrae, one of the founding members, says, “We are different because we 

do not operate just as a stand-alone support group. Rather we have a multi-

faceted approach to support ME sufferers.” 

 

This includes: 

 Reaching out to isolated ME sufferers in rural communities (where a local group 

is not viable) 
 Finding ways to work together on larger issues across individual support 

groups; "strength in numbers" 

 Two of their five aims relate to campaigning/lobbying for change at local, 

national or international level 
 Promoting all the region's support groups, and encouraging local leaders in the 

development of new ones 

 ME Highland remain independent but have secured a unique partnership 

agreement with a national charity - Action for M.E. This is in line with their goal 
for ME sufferers to meet, to foster friendship and enable ‘peer support’, which 

is very close to one of Action for M.E.'s aims. 

 

ME Highland’s Mission:  

To create positive change that can advance the well-being of ME sufferers and 

carers across Highlands and Islands. We will do this by encouraging peer support, 

engaging pro-actively with local health organisations and by participating in wider 

ME awareness, advocacy and research campaigns. 

 

ME Highland are still seeking steering group members, particularly from Inverness 

and the Northern and Western Isles. They would like to hear from anyone who 

would be interested in filling these positions. And from anyone who would like to 

get involved in any capacity. 

 

Find out more at:  

Facebook page - https://www.facebook.com/ME.highland/  

Email - contact.me.highland@gmail.com  

Instagram - @mehighland  

 

 

Source: #MillionMissing Scotland http://bit.ly/2S22sGh  

https://www.facebook.com/ME.highland/
mailto:contact.me.highland@gmail.com
http://bit.ly/2S22sGh
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Sweden 

Tragedy in Bjärred - Increased knowledge about ME is needed  

RME deeply deplores the tragic development, our thoughts go to 

family relatives. With the right help and support from care, school 
and other surroundings, it is often possible to live a life with meaning, despite the 

disease. The rapid advances in ME research give hope that the causes of the 

disease will be mapped in the near future and that effective relief and cure will be 

possible. 

 

  

 

Press release from MyNewsDesk, December 11,2018: http://bit.ly/2ElaAgQ 

“In January 2018 a tragedy occurred in Bjärred, a family was found deceased in 

its villa. Today, the police reported that parents chose to end their own and 

daughters’ lives and that both girls had been diagnosed with ME. RME deeply 

deplores the tragic development, our thoughts go to family relatives. The report 
from the police explains ME as "a type of chronic fatigue syndrome". RME wishes 

to emphasize that ME is something completely different from "chronic fatigue". 

Recent research has shown that ME patients have disturbances in the cells' energy 

production, inflammatory reactions and altered metabolism. This gives symptoms 
from a range of energy-intensive organs, especially muscular, cardiovascular and 

central nervous systems. The predominant symptom is a very limited energy 

supply that requires a constant activity balance to prevent the deterioration of the 

disease. 

 

Although there are still no clinically useful biomarkers for the disease, there are 
clear criteria that make it possible to diagnose ME. Although there is no cure yet 

there are possibilities to relieve symptoms and prevent deterioration. For adults, 

ME is considered a chronic disease, while the prognosis is somewhat more positive 

for children. With the right help and support from care, school and other 
surroundings, it is often possible to live a life with meaning, despite the disease. 

The rapid advances in ME research hope that the causes of the disease will be 

mapped in the near future and that effective relief and cure will be possible. 

Unfortunately, we must note at the same time that the lack of knowledge and 

understanding in healthcare, the social security fund and other key players causes 
many ME sufferers, both sick and relatives, to be in a very difficult situation. A 

massive education effort is urgently needed to ensure that ME patients receive 

equal and legal protection throughout the country. RME is actively working to 

achieve this and to establish special ME polyclinics in each county council. 

 

For more info on ME in Sweden:  

 

RME - Riksförbundet för ME-patienter 

Mellangatan 1 

413 01 Göteborg 

Email info@rme.nu  

http://bit.ly/2ElaAgQ
mailto:info@rme.nu


104  Back to Table Of Contents 

 

The Netherlands 

Some history and the actual political situation of ME in the 

Netherlands 

 

In 2011, Groep ME-Den Haag starts the citizens' initiative Erken ME as a 
Biomedical Disease and hands over 56,000 signatures to the Parliament in the fall 

of 2014. 

 

In 2015, the parliament instructs the Health Council (GR) to map the status of ME 

and to provide advices. 

 

March 2018 the GR presents an advisory report to the permanent parliamentary 
committee of the Ministry of Health, Welfare and Sport (VWS) on which the 

committee requests advice on implementation from Minister Bruno Bruins 

 

Mid-December 2018, Minister Bruins sends a letter to the chairman of the 

parliament with a response to the GR report and recommendations. The three 
largest patient organizations, united in the MEON, comment on this letter in a 

press release (https://bit.ly/2QCmlXs, Dutch) 

 

The detailed reaction of Groep ME-Den Haag itself can be found in this issue of 

the Chronicle under the heading Dutch Citizen's Initiative. 

 

Groep ME-Den Haag and all patient organizations have been invited by VWS for a 

follow-up meeting that will take place at the end of January. 

 

  

 

Study among ME patients about the UWV (which decides about patients rights to 

unemployment benefits) handed over to VWS 

The UWV often does not take the disease ME seriously and acts in violation of the 

Health Council's advice on ME/CFS. This is shown by a study among ME patients, 
commissioned by three patient organizations (MEON)  

 

On Tuesday 27 November they handed over the results of this research to the 

parliamentary committees for VWS and for SZW (social affairs and employment) 

in The Hague. They also offered a petition requesting that the UWV follow the 

recommendations of the Health Council (http://bit.ly/2CjBe8B, Dutch) 

 

On Wednesday 12 December the research report has been presented to the UWV 
itself. The patient organizations insist on a reliable assessment of the incapacity 

for work of people with ME, so that they receive the benefit to which they are 

entitled. 

  

  

https://bit.ly/2QCmlXs
http://bit.ly/2CjBe8B
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Crowdfunding for ME-research 

René Robert, uncle of deceased ME-patient Denise de Hoop (†December 28, 

2012) decided to dedicate this year to crowdfunding for research financed by the 
Open Medicine Foundation. 

 

Thanks to several actions, amongst which walking the Vierdaagse van Nijmegen 

and two concerts of brassbands, he managed to raise over € 5000,=, an amount 

which was tripled thanks to OMF’s Triple Tuesday-action. 

 

Moreover, he evoked a lot of awareness of ME by all these actions. 

 

  

 

Symposium on ME for physiotherapists and occupational therapists 

Public · Organized by Millions Missing Holland and Cinemajestic 

 

When: Tuesday, January 15, 2019 from 13:15 - 18:00 

 

Where: Cinemajestic      Dreef 8       7202AG Zutphen 

 

Access: - € 25, - 

Register via sspaar@meaction.net 

 

Invitation letter: https://bit.ly/2PYpJqR(Dutch) 

 

Patients who want to invite their physiotherapist can of course also give this letter 
to their physiotherapist to draw their attention to the symposium. 

 

During the symposium, recent studies and the importance of pacing will be 

discussed during three lectures: 

 

 ME / CFS specialist and cardiologist Prof. Frans Visser van Stichting 

CardioZorg 
 Ergotherapist Linda Rietdijk-Meijerink of Ergotherapie practice 

ExTRA that accompanies many ME / CFS patients. 

 Physiotherapist Maartje Hanhart of Physiotherapy Hanhart in Zutphen. 

Together with ME patient Simone Meijer-Spaargaren, she organizes this 
symposium and has several years of experience in treating ME / CFS 

patients. 

 

In addition to these lectures, an educational documentary is shown, there is a 

panel discussion and there is time to talk to a drink. 

 

At the same time as the symposium, the closed LinkedIn Group Knowledge Center 
ME and physiotherapy will start where physiotherapists and occupational 

therapists can exchange information: https://bit.ly/2I6ZZGf (Dutch) 

 

If it is not possible to get through the link in the group, send an e-mail to 

sspaar@meaction.net   

mailto:sspaar@meaction.net
https://bit.ly/2PYpJqR
https://bit.ly/2I6ZZGf
mailto:sspaar@meaction.net
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12. Petitions 
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After The Debate - Call For 

Change For ME Patients 

 

You can sign here: http://bit.ly/2xvr2Gb 

 

The 21st June 2018 saw a truly amazing 

debate on ME research and treatment in the 

UK Parliament. Now with real hope for the 

first time, patients have got together to 
clearly lay out their hopes for the future, in 

a Call for Change to the UK government.  

 

The full Call for Change submission can be 

viewed and downloaded here, though signatures are still being added. 

Call for Change document (http://bit.ly/2Bc64Om) 

 

Signatures are invited from the worldwide ME/CFS community.  Signing this 
petition shows your support of the full content of the Call for Change document.  

Patient organisations may back this Call for Change by emailing your name, 

website and logo to RColourMusic@hotmail.com.  

 

Let's unite with a powerful voice that cannot be ignored! 

 

We call for: 

 Stop CBT and GET immediately. This is most urgent and must be done 
without any further delay in order to stop further harming patients.  A 

petition calling for this already has over 7000 signatures.  Click here to sign 

that too.  Thus far, NICE does not appear to be listening as patients have 

been calling for this for a long time.  NICE - take CBT and GET out of ME/CFS 
guidelines NOW! (http://bit.ly/2G8n7Xu) 

 A full public enquiry on how ME has been and is being handled in this 

country. 

 Equivalent funding for biomedical research on ME. 
 Medical Education. 

 Appropriate and adequate specialist and community services and social 

support for ME patients. 

 Appropriate and adequate care and support for children with ME. 

 A social welfare system that works for ME patients. 

 

Full text petition: http://bit.ly/2xvr2Gb 

  

http://bit.ly/2xvr2Gb
http://bit.ly/2Bc64Om
mailto:RColourMusic@hotmail.com
http://bit.ly/2G8n7Xu
http://bit.ly/2xvr2Gb
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Petition To Help Norwegian ME-

Patients  

The petition is addressed to the Norwegian Ministry of Health and Care Services 

and below is an English translation – for our international supporters: 

Link to the petition here: http://bit.ly/2D353MV 

 

The management for the National Advisory Unit on CFS/ME must resign. 

 

“Even though the cause of ME isn’t yet discovered, the biomedical research clearly 

shows that ME is a physical disease. However, the management for the National 

Advisory Unit on CFS/ME still upholds the biopsychosocial model and mixes ME 
with other conditions. This leads to wrong treatments and inadequate help to ME-

patients. 

 

The National Advisory Unit’s views are based on research where the patient 

selection is a mix of different conditions such as burnout, depression or 
overtraining in athletes. The results of these studies can’t be transferred directly 

to ME-patients. ME-patients deteriorate and suffer from the treatments the 

advisory unit recommends, and their approach is harming the patients. 

 

ME-patients are entitled to evidence-based treatments and we demand that the 

management for the National Advisory Unit on CFS/ME is replaced with a new one 

that: 

 Keeps up to date on biomedical research 

 Uses strict diagnostic criteria for ME and distinguish ME from other 

conditions 

 Provides correct and up to date information to the healthcare system 
 Takes ME-patients seriously and 

 Acknowledges that ME is a physical disease 

 

ME-patients and their families lack faith in the management for the National 

Advisory Unit on CFS/ME. 

 

We demand that the management for the National Advisory Unit on CFS/ME 

resigns. 

 

Link to the petition here: http://bit.ly/2D353MV 

English guideline to sign the petition below 

  

http://bit.ly/2D353MV
http://bit.ly/2D353MV
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Thank you for your support. 

 

 

Kind regards, 

Nina E. Steinkopf 
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Recognize ME As Defined By ICC  

Recognize Myalgic Encephalomyelitis 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 USA-

ME 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 

 

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. 

  

https://bit.ly/2DQkFSK
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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. 

 

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   

  

https://bit.ly/2zPcqDz
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13. Events 
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Second Annual Community 
Symposium On The Molecular 

Basis Of ME/CFS Summary 

By Christopher Armstrong, PhD 

 

During the last week of September, a 3-day Working Group Meeting on the 

Molecular Basis of ME/CFS was capped off by a Community Symposium at 

Stanford University. It was the second annual meeting of its kind built upon the 
success of the year before with the working group meeting stretching out an extra 

day beyond its predecessor. The quantity of contributing researchers was 

impressive, but the quality of the research was particularly inspiring. 

 

The message of the year before was about trying to accumulate as much 

information as possible, to gather the puzzle pieces. This year the puzzle pieces 
have begun to be resolved with the next challenge to determine how they fit 

together. 

 

The Community symposium began with a welcome from Linda Tannenbaum, 

OMF Founder and CEO/President, greetings from Janet Dafoe, patient liaison, 

and opening remarks by Ron Davis, symposium chair. 

 

The talks began with Dr. Raeka Aiyar, the Symposium moderator, who now 

works for the New York Stem Cell Foundation (NYSCF). Stem cell applications for 

research is an area that Dr. Aiyar believes has the potential for helping 

understand ME/CFS and to find treatments. 

 

Dr. Oystein Fluge gave the Keynote Address. Unable to provide specific details 
about the recent Rituximab trial, Dr. Fluge went on to elaborate on previous 

studies of metabolism on ME/CFS patients and other prospective clinical trials that 

are underway. Their lab is uniquely set up to allow interaction between clinical 

trials and observational research with both areas concurrently informing the other. 

 

The current clinical trial Dr. Fluge is working on is CycloMe, an open-label phase 

2 trial looking at the effect of cyclophosphamide on ME/CFS patients. “The results 

are interesting!” However, more details are not able to be shared until publication. 

 

The central point of their metabolism studies is that it is consistent with several 

other publications from other researchers. The additional information they provide 
is an inhibited pyruvate dehydrogenase complex (PDH), an enzyme that enables 

the entry of sugar breakdown products to enter the mitochondria (the powerhouse 

of the cell). Interestingly, this enzyme is a central energy metabolism control point 

that can determine if sugar is largely used for energy production or if amino acids 
and fatty acids are being utilised instead. The latter seems to be the consensus 

findings across research groups. 
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Dr. Wenzhong Xiao unloads a wealth of findings from the Severely Ill Patient 

Study (SIPS) he heads up at Stanford. Sleep monitoring determined several 
alterations compared to healthy controls, while morning cortisol levels were also 

attenuated. Together this indicates a significant impact to the sleep/wake cycle of 

people with ME/CFS. Viral pathogens have long been tied to ME/CFS with no 

consistent findings. Dr. Xiao described an extensive virus search that found no 
significant difference in viral pathogens between patients and controls. The study 

of the microbiome revealed variations in the bacteria of the gut, and interestingly, 

a neuroprotective metabolite (3-Indolepropionate) produced by gut bacteria 

appears to be significantly reduced in ME/CFS patients. 

 

Dr. Xiao caps off his findings by displaying an integrative web of all associated 
data points from the SIPS study connected to the central diagnosis of ME/CFS. 

The hope is to add the data from other studies to discover if the connected 

associations continue to hold. 

 

Next up is Dr. Jonas Bergquist discussing his new study looking at peptides and 

protein markers in the cerebrospinal fluid (CSF) from ME/CFS patients, Multiple 
Sclerosis (MS) patients and healthy controls. He reveals preliminary data from the 

study that show elevations of protein markers indicative of neuroinflammation, 

cell damage and repair in ME/CFS, and significant differences are observed 

between MS and ME/CFS patients. 

 

Secondly, Dr. Bergquist screens for steroid levels and has found a decrease of 
pregnenolone with non-significant downregulation of most other steroids. 

Pregnenolone is a neurosteroid produced in the mitochondria. 

 

Thirdly, Adrenergic and Muscarinic receptor autoantibodies were significantly 

elevated in plasma from ME/CFS, and this has now been observed in two separate 

studies. Importantly, no such autoantibody changes were found in the CSF. 

 

Dr. Alain Moreau is looking into the role of circulating microRNA in ME/CFS. 

MicroRNA are small molecules that circulate throughout the body and can regulate 

the production of proteins and enzymes from genes. He hypothesizes that 

“ME/CFS is caused by a disturbance in the expression of microRNAs, which 
modulate immune functions, energy metabolism and physiological stress 

response”. Dr. Moreau uses a massager arm cuff to stimulate a reaction in 

ME/CFS patients, a simile to post-exertional malaise. He measures the microRNA 

before and after this stimulation and measures the alteration that occurs in 
ME/CFS as compared to controls. Significant variations occur between ME/CFS and 

controls. Furthermore, the data is able to be split into 4 subtypes based on the 

microRNA, which relates to variations in symptom expression. 

 

Dr. Maureen Hanson follows in a similar vein to Dr. Moreau by looking at 

studying ME/CFS patients before and after an exercise challenge to compare the 
dynamic response of ME/CFS patients as compared to healthy controls. This study 

will focus on metabolite, gene expression and cytokines. Similarly, a second study 

looking at ME/CFS patients on Ampligen will look at symptom changes over time 

in conjunction with changes in metabolites, gene expression and cytokines. 
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Dr. Hanson also reports on a new metabolomics study looking at ME/CFS 

compared to controls. The findings align nicely with previous studies, and upon 
analyzing data across other studies in the field, there were no separate sub-groups 

identifiable based on the metabolites. 

 

Dr. Ron Tompkins begins by talking about the initiation of the ME/CFS 

Collaborative Research Center at Harvard (which Dr. Davis affectionately calls 

the “Stanford of the East”). Dr. Tompkins professes his embarrassment as a 
Doctor by the way his community generally responds to a disease they don’t 

understand. Dr. Tompkins has spent a lot of time researching the impact of 

significant trauma on the body that was significant enough to kill you (a 20% 

mortality rate). Through these studies he has a strong working knowledge on the 

interplay of inflammation, immunity and metabolism. 

 

The initial research they aim to begin is a thorough understanding of muscle 

recovery with a multi-omic exploration of muscle biopsies from ME/CFS patients, 

the first study of its kind. They also wish to begin functional neuroimaging studies. 

The focus seems to be on understanding the differences in tissues of the body as 

distinct from blood plasma and immune cells. 

 

With enhanced funding, the Research Center at Harvard would be ideal for a setup 

of clinical trials to fast-track promising and potential treatments for ME/CFS. 

 

Michael Sikora is a graduate student under Lars Steinmetz, professor of 

genetics and member of the Stanford Genome Technology Center who are 
collaborating with Mark Davis. He has been working to establish the role of T 

cells and the immune system in ME/CFS. They have found the significant increase 

in T cells in ME/CFS patient compared to controls indicating an activated immune 

response. Furthermore, the T cell expansion signature appears distinct in ME/CFS 
from other diseases like Multiple Sclerosis and Lyme disease where immune 

activation is also present. Currently, they are focusing on the cause for the 

immune activation, whether it’s in response to an infection or in response to self 

(autoimmunity). 

 

Dr. Jarred Younger discusses his recent research on neuroinflammation. Using 
a similar technique to an MRI, Dr. Younger can evaluate the levels of metabolites 

in sections of the brain. Lactate is a metabolite found as the product of sugar 

breakdown for energy production (known as the process of glycolysis). Lactate 

was found to be elevated in areas of the brain that are responsible for the sickness 
response. “This is exactly what would happen if ME/CFS was a neuroinflammatory 

disorder”, Dr. Younger explained. The method used also enables the prediction 

of temperature in the brain, and temperature increase is apparent in the brain of 

ME/CFS patients. 

 

The same regions of the brain in which Dr. Younger had found elevations in 
lactate and temperature indicative of neuroinflammation were also previously 

observed to have activated microglia, which are consistent with 

neuroinflammation. 
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Dr. Ron Davis discusses the search for biomarkers with a particular focus on 

three new technologies being developed to find differences between ME/CFS and 
healthy controls. First, he reintroduces the impedance test as a marker for 

ME/CFS. The addition of salt to ME/CFS and control plasma was enough to produce 

a significant alteration in the ME/CFS impedance signal as opposed to the control 

signal.  

 

Second, new technology produced in conjunction with San Jose State University 
looks to assess red blood cell deformability in ME/CFS patients by evaluating the 

speed of transit through a tiny capillary. They have found that ME/CFS cells are 

significantly less deformable than healthy cells.  

 

Finally, magnetic levitation of cells shows that ME/CFS white blood cells are lighter 

than those of healthy controls. All these instruments effectively separate ME/CFS 
and control plasma, red blood cells or white cells, and each is fabricated for a very 

low cost. It’s possible to create a device that combines these methods of detection 

to enhance specificity.  

 

All these instruments in conjunction with metabolite tests from Dr. Robert 
Naviaux and Dr. Robert Phair will be compared in a “bake-off” to determine the 

most effective diagnostic for ME/CFS. The key for a successful diagnostic is that it 

accurately identifies illness (low false positives and false negatives, is easy to 

produce and simple enough to perform that it may be usable anywhere. 

 

Dr. Robert Phair is now known as the “metabolic trap guy”. He comes from a 
background of engineering and physiology and hopes to apply systems 

engineering to human physiology. His focus is on modeling of complex metabolic 

systems, with a corrent focus on substrate inhibiting enzymes. 

 

He emphasizes that the outbreaks of ME/CFS were a particularly important clue 

to him that suggested that any genetic component related to the illness would 

likely be common. 

 

He discusses non-linear system theory as important for biology but especially 

important in explaining some of the confounding elements of ME/CFS. His 

hypothesis began with identifying areas of metabolism that could form bi-stability, 
two steady states that can be entered into that are functionally distinct from each 

other, one healthy and one unhealthy. 

 

First he found mutations in a gene called IDO2. IDO2 is an enzyme that converts 

tryptophan (an essential amino acid) to kynurinine. Tryptophan is also processed 

to seratonin. IDO2 is one of two enzymes that process tryptophan, the other being 

IDO1.  

 

These two enzymes seem to do identical things, but it’s actually more complicated. 

At lower levels of tryptophan, IDO1 converts tryptophan to kynurenine, but IDO2 

is inactive. But IDO1 is a substrate-inhibited enzyme whereby too much 

tryptophan in a cell stops its function, causing tryptophan to no longer be 

processed and build up its levels in the cell.  
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At these high levels of tryptophan, IDO2 takes over the processing of tryptophan. 

However, all the ME/CFS patients in the SIPS cohort had mutations in IDO2 
making it non-functional. Without IDO2 there is essentially a block created that 

stops tryptophan converting to kynurenine and could force it through to serotonin. 

 

Flux experiments were initiated to measure the levels of tryptophan and 

kynurenine in ME/CFS white blood cells; these showed that tryptophan is higher 

and kynurenine is lower than in healthy controls, consistent with the existence of 
a metabolic trap in the patients tested. These experiments have only been 

conducted on 6 ME/CFS patients and 6 healthy controls so far, and more patients 

will be tested as fast as possible. 

 

Dr. Ron Davis closes the symposium by explaining the importance of Dr. Phair’s 

findings but also warns about cherry-picking of data to support a hypothesis. Good 
science is accomplished by forming a testable hypothesis that makes specific 

predictions and doing experiments to see if those predictions obtain.  

 

This work is still at the beginning and will require much more exploration to 

determine whether it is definitive of ME/CFS. Dr. Davis also emphasizes the need 
for funding at the present time. To any big donors out there, he urged, “This is 

the time to donate, as we may be on the precipice of a crucial finding for the 

illness.”  

 

Dr. Davis then explained how fundamental these pathways are to the control of 

a person’s biochemistry, and that It’s exceptionally dangerous to begin 
experimenting on one’s self without more information. Self-experimentation could 

have dire consequences. Dr. Davis implores the patients to be patient. 

 

In summary, Dr. Davis states: “A lot of progress has been made in the last year. 

There is a lot more data and it is now generating testable hypotheses. More 

exciting collaborations are being established. Excellent new people are entering 

the field. The future is looking even more hopeful.  

 

Our partnership with OMF has been instrumental for this progress and for the 

support of this symposium. We are now on the brink of even more exciting 

progress, but as always, funding is the rate-limiting step. Now is a crucial time to 

donate to accelerate the breakthroughs.” 

 

 

Source: https://www.omf.ngo/second-annual-community-symposium-summary/ 

  

https://www.omf.ngo/second-annual-community-symposium-summary/


118  Back to Table Of Contents 

 

ME/CFS Capitol Hill Lobby Day, 

April 3, 2019 

Registration now open  

 

The 3rd Annual ME/CFS Advocacy Week and DC Lobby Day (April 3) are on the 

horizon, and we encourage you to register well in advance in order to join us in 

Washington, D.C. 

 

ME/CFS Advocacy Week brings people with ME/CFS, their loved ones, advocates, 

scientists, clinicians and caregivers from across the country together to call for 
more action and research funding, meet other advocates, and share their unique 

stories with members of congress, together in one voice. The keystone event of 

ME/CFS Advocacy Week is Washington DC Lobby Day, a full-day Capitol Hill storm 

where hundreds of advocates meet face to face with members of congress and 

their staff. 

 

For the latest information about the event, please visit the event webpage: 

http://bit.ly/2L9XKn3 

 

To register to participate in the ME/CFS Washington DC Lobby Day on Wednesday, 

April 3, 2019, go here: http://bit.ly/2Px40FQ 

 

We’ll be announcing our full schedule of events in the near future. 

 

 

Solve ME/CFS Initiative 

  

http://bit.ly/2L9XKn3
http://bit.ly/2Px40FQ


119  Back to Table Of Contents 

 

NCNED-ME/CFS Conference 2018 

National Centre for Neuroimmunology and Emerging Diseases  

CFS/ME International Conference: Research Innovation and Discovery 

26-27th November 2018, Surfers Paradise, Queensland, Australia 

 

Note: the editors contemplated shortening of this precious report of Rosamund 
Vallings and Sarah Dalziel, but decided not to do so as one can choose what to 

read or not  

 

We were privileged to attend this excellent and exciting conference. 2 days were 

filled with presentations encapsulating the latest research from Griffith University, 

Queensland, and from other centres around the world. 

 

The conference was opened by Professor Paul Scuffham (Director of the 

Menzies Health Institute, Queensland), who told us that 200,000 Australians are 

afflicted by ME/CFS, and this equated to a cost of 5 billion$A annually. 

 

The first presentation was by Dr Elizabeth Unger, (Atlanta, USA) and her first 

slide was very appropriate showing us a “Rainbow of Hope”.  She then outlined 
some of the focus of the CDC on Public health. With a prevalence of 0.2-0.7%, 

approximately one million Americans suffer from this disease. In the USA costs 

equate to $9-$14 billion annually, with a loss in productivity of up to $37 billion.  

 

Regular monitoring of the research and illness should occur, and more ME/CFS 

experts are needed. Best practices for treatment need outlining. 

 

She described a large telephone survey of 400,000 adults gathering general data 

on chronic health. Inclusion of ME/CFS has been approved for 2019 as a new 

optional model. 

 

Details from the latest questionnaire show a lifetime prevalence (ie ever 

diagnosed) of 1.6% and a current prevalence of 1.2%. 71.4% still have ongoing 
ME/CFS (this is similar to a Canadian study). 83.4% had another concurrent 

diagnosis. There needs to be more surveillance, data collection and identification. 

 

Future directions include healthcare provider education.  A medical CME has been 

made with 4 experienced physicians. A pathway towards treatment guidelines is 
being established. The challenges include:  sparse data, lack of experts and a lack 

of standardised methods.  

 

The latest developments include: multisite clinical assessments, work with clinical 

experts, protocol development, specialised clinics, added studies looking at 

exercise, cortisol etc. Measurements are needed to enhance understanding.  
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Vicki Whittemore, (Bethesday, USA) a programme director at the NIH, was 

unable to attend but did her presentation by video link. She described the new 
working group associated with ME/CFS. Funding for the illness has increased to 

$15million annually, but this is still small compared with other major diseases.  

There are Intramural and extramural ME/CFS programmes associated with the 

NIH. Dr A. Nath heads the intramural programme, and patients are being 
recruited. Extramurally there are 4 centres established.  There are opportunities 

for international cooperation and collaboration. 

 

The NIH will be hosting a ME/CFS conference next April. 

 

Alistair Lynch, a former professional Australian Rules football player, then gave 

us an overview of his experiences as a top sportsman who succumbed to ME/CFS 

aged 26. This was a compelling story involving a mental and physiological battle, 
with frequent relapses. He eventually regained his health and has become a 

supportive ambassador for recognition of the illness. 

 

Mary MacRae (Australia) is the production manager at Shark Island Institute, an 

organisation with a team of 8 producing documentary films. In her presentation, 
she described how by using the film “Unrest” they explored the intersection of 

philanthropy, film-making and activism to discover how patient advocates are 

coming together to push for change. 

 

An excellent new Australian mini-documentary, “After Unrest”, has just been 

released. It is the creation of ME/CFS Health Page and patient, Ketra Wooding. 
Ketra is a patient with ME/CFS who is bedridden and has to live in a retirement 

home.  

 

Gerald Thiel (Saarland, Germany) opened the afternoon session with a 

presentation looking at intracellular signalling cascades associated with Transient 

Receptor Potential (TRP) channels. These are non-selective ion channels that are 
conserved during evolution and expressed in many tissues and cell types. They 

are involved with movement of sodium and calcium in and out of the cells. The 

TRP channel-induced intracellular signal transduction pathways induce changes in 

the gene expression pattern of the cells by activating stimulus-responsive 
transcription factors, and the expression of their delayed response genes.  TRP3 

activates transcription factor A1. CREB is a major player in transcription coupling. 

 

Stimulation of TRP channels leads to increase in intracellular calcium There is a 

role of calcium in TRPM3 mediated up-regulation.  Protein kinase is essential. 

There are a number of secondary responses.  TRP channels are nociceptors in 
primary afferent neurons, leading to sensitization. (Nerve fibre initiated 

inflammation). 

 

In mice TRPM3 inhibitors reduce pain. So some TRP channels are being considered 

as potential therapeutic targets.  eg TRPM5 may be a target for development of 
drugs for type 1 diabetes. There may also be scope for development of drugs for 

prostate cancer. 
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Katsuhiko Muraki (Nagoya, Japan) gave an overview of TRP channels in ME/CFS. 

He described them as being involved with channelopathies. 

 

In ME/CFS single nucleotide polymorphisms (SNPs) have been found in several 
genes. TRPM3 channels are expressed in NK cells and function as a modulator of 

the calcium dependant signalling pathway.  Pregnenolone sulphate is a potential 

activator of TRPM3 channels. Other chemicals and steroids have weak stimulatory 

and inhibitory effects on TRPM3. 

 

There are more than 20 types of isoforms of TRPM3. There are tetra homomeric 

and tetra heteromeric forms. When cytokines are released under inflammatory 

conditions, TRPM3 and TRPM4/C1 expression maybe modified and calcium and 

sodium dependant signalling pathways are affected. 

 

Changes in TRPM3 cause change in biological function and diseases. Movements 
of sodium, zinc and calcium ions were discussed. This work is a stepping stone to 

further exploration looking for targets for ME/CFS treatments. 

 

Helene Cabanas (NCNED, Australia) discussed the characteristics of TRPM3 ion 

channels on NK cells in ME/CFS patients. NCNED uses NK cells as a model for 

TRPM3 cation channels for other cells in the body.   

 

TRPs have an important regulatory role in mediating calcium influx to help 

maintain cellular homeostasis. Significant low NK cell cytotoxicity was noted, of 

both bright and dim CD56+cells.  

 

TRPM3 current (function) was significantly reduced by pregnenolone sulphate 

stimulation, and TRPM3 channels were significantly modulated in NK cells by 

ononetin in CFS/ME patients compared to healthy controls.   

 

Calcium is needed to regulate and there are many functions involved with calcium. 

In ME/CFS patients compared to healthy controls,.NCNED found significantly 

lowered expression of TRPM3 which is confirmed by their previous results as well 

as significant reduction in calcium.  With this research, prognostic markers and 

drug interventions as a result of explanations for aetiology may be possible. 

 

Cassandra Balinas (NCNED, Australia) spoke about the identification and 

characterisation of TRPM2Channels and CD38 on NK cells using flow cytometry. 

She explained that NK cell toxicity is decreased in ME/CFS, and calcium controls 
NK cell lysis. The TRPM2 receptors are located in the brain, pancreas, adrenal, 

heart, kidney, immune cells, small intestine and skin. An assay has now been 

developed for TRPM2 using flow cytometry to measure TRPM2 surface expression 

and CD38 on immune cells, such as natural killer cells. 

 

Further study of healthy controls showed significant decrease in TRPM3 and CD38 
post IL2 stimulation, but no difference in ME/CFS patients ie they were 

unresponsive indicating impairment in the channel. They are now looking for 

possible drug interventions.  

  



122  Back to Table Of Contents 

 

Natalie Eaton-Fitch (NCNED, Australia) used confocal microscopy and western 

blotting in addition to flow cytometry to characterise TRP channels including 
TRPM3 from NK cells. Using human NK cells in this way has helped to show the 

TRP channel activation and calcium signalling.  

 

These studies help to explain why the drug Rituximab was not shown to be 

successful for treating ME/CFS. 

 

Andreas Guse (Hamburg, Germany) discussed adenine nucleotide-dependant 
calcium signalling in T-Lymphocyes. This was a very complex discussion. He 

related some of the talk to experimental auto-immune encephalomyelitis (EAE). 

Infected T cells (EAE Cells) were used. EAE is an antigen-driven autoimmune 

model in which immunization against myelin autoantigens elicits strong T cell 

responses, which initiate its pathology with CNS myelin destruction. The study 
showed effects on the brain via the lymph glands, leading to inflammation and 

degeneration. 

 

Adenine nucleotide 2nd messengers play significant roles in shaping cell calcium 

signalling, thereby also controlling autoimmunity of the CNS.  

 

Dan Peterson (Lake Tahoe, USA) gave an excellent overview of the diagnosis 
and management of ME/CFS. He described a genetic predisposition and that the 

illness usually followed an infectious event. Energy production, ion-channel 

regulation and hormone dynamics are all likely to be involved.  Average age of 

onset is 33, with a range from 10-70 years. Female: Male ratio is 3:1. ¼ of 
patients are housebound /bedbound. There is no specific cure, but quality of life 

can be improved. He compared this toother illnesses where there is an infection-

elicited auto-immunity (eg PANDA syndrome). There is an increased risk of 

lymphomas.  Energy metabolism is disturbed leading to the typical post-exertional 

malaise (PEM). Aerobic energy is disturbed suggesting mitochondrial dysfunction.  

 

A management plan should be established and include development of a good 

doctor/patient relationship, validation and support, addressing social needs, and 

gentle physical conditioning. Activities should avoid PEM, be low intensity and 

paced carefully. Precision medicine was outlined, suggesting a wide array of 

approaches, specific drug testing, big data and artificial intelligence. 

 

In relation to drugs there is minimal interest from big pharmaceutical companies. 

It may be that there needs to be repurposing of some already approved/used 

drugs – eg spironolactone, which can act as an antiviral. (it blocks EBV). 

 

Some of the difficulties include inadequate training of doctors, no available 
information for primary providers, differences between consensus concepts and 

clinical guidelines. There is no biological marker, and limited treatment options for 

this very heterogenous disease. In 2018 there has been a gathering of 12 

prestigious CFS physicians in the USA, with a view to producing firm guidelines 

for management.   
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He then covered various aspects of symptomatic treatment: 

Sleep:  

Sleep hygiene, OTC medication (eg melatonin), pharmaceuticals and treatment of 

comorbidities. 

Neurocognitive symptoms:  

Non-pharmacological approaches 

Antidepressants, stimulants, tricyclics 

 

Orthostatic intolerance: 

 Non pharmacological 

 Beta-blockers, fludroncortisone,  midodrine,  mestinon, modafinil, clonidine 

 

Pain:  

 Osteopathy 
 Cannibinoids (endorsed by pain clinics) 

 Low dose naltrexone, IVIG, H2 blockers, Ketamine, IV Lidocaine 

 

Immunology: 

 Imunovir, IVIG, cytokine blockers, ampligen 

 

Infections: 

 Antibiotics/antivirals 

 NB Recurrent herpes – treat long term. 

 

Supplements as appropriate – discuss fully. 

 

There is now no indication to use Rituximab. 

 

Pawel Zalewski (Torun, Poland) spoke about “Whole Body Cryotherapy” as a 

potential non-pharmacological allied treatment for ME/CFS. He described how this 

therapy goes back to ancient Greece. This is said to restore the balance of 
autonomic NS functioning, decrease inflammation and improve cognitive function. 

Temperatures between -60°C and -140°C are used in a cryochamber. There is no 

pain and exposure is between 30 seconds and 3 minutes.  The therapy has been 

tried in MS, hypotension, and in athletes, all with some success. Fatigue is 

improved, and there are effects on the hormones, and CVS (lowering heart rate 

and increasing stroke volume). It favours post-exercise recovery. 

 

The therapy was tried on 22 ME/CFS subjects, who were exposed to -120°C. 

Exposure was between 45 secs and 2 minutes. This was followed by some light 

stretching. Patients were followed up in 4 weeks.  Symptoms of orthostatic 
intolerance, cognitive function and fatigue improved. There were no side effects 

and the procedure was well tolerated.  Follow up at 5 weeks showed ongoing 

benefit.  
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Mark Donohue (Melbourne, Australia) discussed POTS in relation to ME/CFS, and 

has found a higher 24 hour urinary output in the patients who had POTS with 
ME/CFS as opposed to the non-POTS patients.  There may be a loss of autonomic 

regulatory processes. Urinary volumes in healthy patients can vary from 400ml to 

2L daily.  The average 24-hour output for the ME/CFS patients was 2.95L – in 

those with POTS and ME/CFS average volume was 3.3L and the non-POTS patients 
was 2.5L. The urine was found to be dilute. In the patients who had then recovered 

the volume went down.  The patients did not notice the difference.  Aldosterone 

levels were found to be at the lower end of the range.  He thinks a channelopathy 

may be involved as potassium, sodium and magnesium all tend to be low.  He 

asked the question: “Is POTS a cause or a consequence of this?” 

 

For treatment the following were suggested as possible options: Fludrocortisone, 

Desmopressin spray, Midodrine, Ivabradine, compression garments. 

 

He suggested this was an opportunity for further research, looking at thirst, HPA 

axis issues, mitochondrial issues in the renal tubules or maybe other causes. 

 

James Baraniuk (Washington, DC, USA) discussed provocation testing in 
ME/CFS.  His studies involve an intensive protocol, initially using telephone 

screening. Patients need to answer about 40 on-line forms, covering pain, 

psychological symptoms etc. Clinical examination is done and a dolorimeter is 

used instead of thumb pressure to assess pain.  Serial bloods are taken to see the 

effects of exercise MRIs are done on Day 1 and Day 2 following exercise stress 

tests, some will have a lumbar puncture on Day 2.  

 

1/3 of the patients had POTS after exercise (an increase of 30+ heart rate on 

standing) and symptoms lasted for 36-48 hour – this is different from true POTS.  

(True POTS only occurs in about 13% of ME/CFS patients). He asked the question 
“Is this genuine orthostatic intolerance, or a change in heart rate associated with 

posture, causing dizziness?”  These patients who have the increase of more than 

30 beats per minute in the 245 hours after exercise are the “Stress Test Activated 

Reversible Tachycardia” phenotype. (START).  NB (He feels that tilt tables give 

false positives). 

 

Cerebro-spinal fluid biomarkers are significantly different comparing those who 

had a lumbar puncture after an overnight restwith those who had the lumbar 

puncture after exercise. When looking at 1200 metabolites in the CSF, 89 were 

significantly different in ME/CFS and Gulf War Illness (GWI). They were not 
identified specifically, but some which were down in ME/CFS were up in GWI.  

Looking at microRNA, there were some reductions after exercise in the ME/CFS 

patients. 
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Leighton Barnden (NCNED, Gold Coast) looked at MRI changes in the brainstem 

in ME/CFS. He explained how there are multiple nuclei associated with the cortex 
which release excitory hormones and inhibitory fibres. The fibres “talk” to each 

other. The vasomotor centre involved controls heart rate, BP, thermo-regulation, 

respiration etc. Impaired signals cause many symptoms. 

 

The relationship between the MRI and BP was found to be abnormal in ME/CFS. 

He had also looked at myelin vs ME/CFS severity, myelin in ME/CFS vs healthy 
controls and compared the brainstem and sensorimotor areas.   fMRI detected 

altered transmission within the brainstem.  Brainstem connectivity is impaired in 

ME/CFS, and this may explain many symptoms.  

 

He asked the question: “What causes the damage to the brainstem?” 

 

Zack Shan (NCNED, Gold Coast) described how a unique brain structure may be 
identifiable in ME/CFS.  Many symptoms suggest that the brain may play a key 

role in ME/CFS. The cerebral white matter shows shrinkage in the left posterior 

inferior fronto-occipital fasciculus longitudinally, and in the medial prefrontal 

cortex, which is associated with sleep quality.  More brain regions tend to be 

recruited in ME/CFS in a compensatory role. 

 

These brain imaging results could be potentially used as a diagnostic biomarker 

and help with understanding of the pathophysiology. 

 

Richard Kwiatek (Adelaide, Australia) In ME/CFS both ventricular CSF lactate 

and occipital cortex glutathione have been shown to be elevated and suppressed 
respectively, and other recent studies have shown ventricular lactate is elevated 

in fibromyalgia syndrome. Kwiatek has found that cortical glutathione levels are 

normal in fibromyalgia syndrome.  

 

The drug milnacipranhas been shown to lower the elevated lactate in fibromyalgia, 

leading to reduced pain, by attacking glial inflammation. 

 

Nicholas Cherbuin (Canberra, Australia) discussed the planning and 
implementation of longitudinal cohort studies. He said that these could be 

unethical, impractical or costly. In ME/CFS one could look at epidemiology, course 

of illness, risk factors etc. He is currently doing a Path Through Life study of 

dementia. Patients are assessed at age 20, 40and 60, with then follow up at 80. 

Many things are being measured.  

 

Epidemiological studies are designed to detect “associates”.  For example, when 

diabetes is followed, great brain shrinkage is detected.  There follows cognitive 

decline and this can then be checked against smoking, BP etc. They looked at BMI, 

cortical thinning and found that plasma glucose affects the thinning rate. They can 
work out what “normal” shrinkage should be – and then find it is increased in 

diabetics.  Brain inflammation can affect cognitive decline.  
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When doing long-term cohort studies, the study needs to be clearly identified. 

Other issues to be considered include budget, type of measure, length of follow 
up, management structures etc. Short or long term goals should be recognised. 

There needs to be good governance in conducting a successful longitudinal study. 

There should be plans for disagreement – which will occur! Look for collaborations 

and consortia and learn from experience.  

 

Heidi Nicholl (Melbourne, Australia) is an ethicist and the CEO of EMERGE. And 
she presented results of a 102-question survey of 610 ME/CFS patients. 80% were 

female and all had a diagnosis of ME/CFS. 62% had had the illness for more than 

20 years. 10 categories were covered.  Results are detailed on their website 

http://bit.ly/2rwUA3K. 

 

60% who had been part-time employed prior to illness, and 57% fulltime were 
now unemployed and 34% had no income. 13% received a carers allowance. 68% 

needed some care at some time. Carers were usually family members. 

 

Strategies that worked included: rest, pacing, medication for sleep.  GET and 

GATusually made things worse. Among key findings were naming the condition 
and options were given to choose.  There is a need to lock onto one diagnosis.  

There was a need for improved GP education. 29% rated their GP as good, 44% 

as poor. Early diagnosis was potentially helpful.  

 

Sara Close (Darwin, Australia) discussed the personal economic costs of ME/CFS, 

as no cost analysis had been undertaken in Australia recently. She had surveyed 
353 participants, of whom 52 were eligible and 30 of these had ME/CFS. Direct 

medical expenses worked out at $1100 per month and support costs were $360 

per month. The total overall cost including economic loss (74%) per month was 

$5576. This equated to an average annual cost of $66900. As approximately 
190,000 individuals have this illness in Australia, the broad total estimate would 

be greater than $12billion. This represents a large economic burden for Australia. 

 

Daniel Dahdah (St Ives, Australia) spoke of the benefits of recording capacity 

and severity of symptoms in electronic format on line, to gauge progress and 

wellbeing. 17 ME/CFS patients participated. It was found that subjective 
recordings and patient centred outcomes empowered patients and validated their 

suffering, while providing a good visual tool for engendering hope as they saw 

positive progress. 

 

Geoffrey Hallman (Gold Coast, Australia) Discussed disability insurance issues 

in relation to claims for ME/CFS. The National Disability Iinsurance Agency does 
not have an established policy for claimants with ME/CFS, and people are getting 

turned away from this scheme. The main reason for this is a misinterpretation of 

the Dubbo study. ME/CFS is not currently considered a permanent condition. 

  

http://bit.ly/2rwUA3K
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Paul Fisher (Melbourne, Australia) spoke of his work in specific mitochondrial 

respiratory defects and compensatory changes in ME/CFS patient lymphocytes. 
He asked the question: “Is respiratory function impaired in ME/CFS?” There is 

generally a reduction in respiratory function, and mitochondria are affected in 

muscles. The functions are normally regulated by exercise. In their laboratory, 

they are usually looking at “dying” lymphocytes.  The genes coding mitochondrial 

proteins are upregulated in ME/CFS. 

 

For subsequent studies, they used lymphoblasts, which are easy to obtain and can 

grow.  

 

Mitochondrial function, genome copy number, RNA expression and glycolysis are 

unchanged in the lymphoblasts in ME/CFS.  ATP synthesis is less efficient in 

ME/CFS lymphoblasts. The basal respiratory rate is not significantly changed. 
Proton leak and non-respiratory oxygen consumption are elevated in ME/CFS 

lymphoblasts.  Mitochondrial respiratory capacity and membrane potential are 

elevated in ME/CFS according to ME/CFS severity.  There is dysregulation of 

proteomes in ME/CFS lymphoblasts – 8 are downregulated and some are 

upregulated (those involved in amino acids and fatty acids). 

 

Stress protein signalling may be responsible for the upregulation of ME/CFS 

mitochondrial proteins. Cause/effect is yet to be determined. 

 

Stanley Du Preez (NCNED, Gold Coast) presented work on enteric dysbiosis in 

ME/CFS. Enteric dysbiosis is not part of the criteria included for a diagnosis of 
ME/CFS, but gut symptoms are recognised. There is substantial diversity in the 

microbiome, and this is subject to various factors. Pertubations give rise to chronic 

gastrointestinal diseases. ME/CFS may have a bacterial or viral basis.  Dysbiosis 

can affect the bloodstream via the leaky gut, leading to nervous system and 

gastrointestinal disruption.  

 

They did a literature overview looking at 989 manuscripts. 7 main studies were 

evaluated: one randomised controlled trial and six observational studies.  6 

studies found differences in the microbiome. No two studies showed the same 

differences. Changes were notes after use of probiotics.  Specific associations with 
the microbiome composition were not made.  None of the studies reported illness 

severity. Faecal samples only were used and this represented only luminal flora.  

Culture is less accurate than sequencing. 

 

The conclusion was that dysbiosis is inconsistent and limited in ME/CFS. Dysbiosis 

needs to be checked in the severely affected patients.  There is no support yet to 

use gastro-intestinal flora as a treatment. 
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Eiren Sweetman (Otago, NZ) looked at the changes in the transcriptions of 

circulating immune cells of a NZ cohort with ME/CFS. She raised the issue that 
this illness is amenable to precision medicine. She had studied isolated peripheral 

blood mononuclear cell transcriptomes of a small patient group compared to 

healthy controls. The levels of 27 gene transcripts increased 1.5-6 fold and with 6 

transcripts decreased 3-6 fold. Further analysis of these altered gene transcripts 
indicated inflammation, dysregulated circadian clock function, oxidative stress   

responses and mitochondrial dysfunction. The RNA-seq analysisof the ME/CFS 

transcriptome alone provides novel insights into the molecular changes in ME/CFS.  

This contributes to more understanding of the mechanisms of this disease. 

 

The conference was closed by Mr Takeshi Tanabe, Acting Consul-General of 

Japan 

 

The organisers, Professors Sonya Marshall-Gradisnik and Donald Staines 

(NCNED, Griffith University) must be thanked for the enormous effort in organising 

such a prestigious event. 

 

 

Drs Rosamund Vallings and Sarah Dalziel, New Zealand 
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14. Poem - Sometimes 

 

This poem has been written in a period when I had a very hard time coping with 

the indifference of certain people. In this poem the brave me is encouraging the 

defeated me not to give up. 

 

Sometimes… 

 

Sometimes when life hits you hard 

there is no light, no light at all, 

only darkness that surrounds you. 

The tunnel you seem to be stuck in is long, 

so long that you cannot see where it leads to. 

And certainly you won't see the light at the 

end of it. 

All I wish for you then 

is that you are able to focus somehow. 

Put your hand on the wall 

and move forward, 

carefully, step by step. 

From time to time you will stumble. 

Don't be afraid, I'll be there too. 

I'll be with you all the way. 

Even if you think it's too much, 

just continue walking in the dark 

with your hand on the wall. 

For one day, 

you will see a little sparkle. 

No, it is NOT a mirage. 

It's real, it's a little light. 

From that moment on, 

the light will get bigger 

and brighter, 

as long as you stay focused 

and move on forward 

with your hand on the wall. 

And then, finally, there you are... 

You've reached the end of the tunnel. 

One more step and you're back, 

back into the light. 

Hello you! 

Hello world! 

 

© Els de Graaf  
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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 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.” 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

“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.”   

 


