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ME/CFSガイドライン案に対する海外からの意見 

 

Dr. Lily Chu（米国、国際ME/CFS学会副会長）からの意見   18.1.27 

 

Thank you for reaching out to me and IACFS/ME. Your letter is timely as the IACFS/ME Board 

is currently working on a position statement addressing GET/ CBT. The purpose of our 

statement is to provide support for patients, clinicians, scientists, and groups to point out why 

GET/CBT is ineffective and even harmful in ME/CFS. We hope to publish our statement in a 

journal but that will likely not be completed until late or even early next year. We can send you 

a copy of it when it is finished.  

 

In the meantime, below are some resources you can refer to: the point here is to throw doubt on 

the efficacy/ safety of PACE.  

 

1) IACFS/ME 2014 Primer which does not emphasize GET/CBT 

 

http://iacfsme.org/portals/0/pdf/Primer_Post_2014_conference.pdf 

 

2) News article about the US Centers for Disease Control and Prevention removing GET as 

treatment: note that CDC is working on revising educational materials so new information is 

not available yet on their website 

 

https://www.npr.org/sections/health-shots/2017/10/02/554369327/for-people-with-chronic-fatigu

e-syndrome-more-exercise-isnt-better 

 

https://www.statnews.com/2017/09/25/chronic-fatigue-syndrome-cdc/ 

 

https://undark.org/2017/07/26/cdc-chronic-fatigue-graded-exercise/ 

 

3) United Kingdom government re-assessing whether GET is an effective treatment: 

 

http://www.meassociation.org.uk/2017/09/breaking-news-nice-decides-to-fully-update-its-guideli

ne-on-mecfs-20-september-2017/ 

 

4) Fatigue article showing that CBT/GET does not have much more efficacy than usual care: 

note this is a re-analysis of PACE data using the PACE authors' ORIGINAL criteria for 

recovery: 

 

The Journal of Health Psychology also had a whole special issue this year about the flaws of 

PACE. 

 

http://journals.sagepub.com/toc/hpqa/22/9 

 

5) Surveys showing more than 50% of patients feel their health is worsened with GET. The 2013 

survey I conducted and "formal exercise program" covers GET or similarly-administered 

programs: in the US, 62% of subjects said it made their health worse. The point that needs to be 

made is regardless of what trials show, if a treatment is making potentially 50% of patients 

http://iacfsme.org/portals/0/pdf/Primer_Post_2014_conference.pdf
https://www.npr.org/sections/health-shots/2017/10/02/554369327/for-people-with-chronic-fatigue-syndrome-more-exercise-isnt-better
https://www.npr.org/sections/health-shots/2017/10/02/554369327/for-people-with-chronic-fatigue-syndrome-more-exercise-isnt-better
https://www.statnews.com/2017/09/25/chronic-fatigue-syndrome-cdc/
https://undark.org/2017/07/26/cdc-chronic-fatigue-graded-exercise/
http://www.meassociation.org.uk/2017/09/breaking-news-nice-decides-to-fully-update-its-guideline-on-mecfs-20-september-2017/
http://www.meassociation.org.uk/2017/09/breaking-news-nice-decides-to-fully-update-its-guideline-on-mecfs-20-september-2017/
http://journals.sagepub.com/toc/hpqa/22/9
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worse when put into practice, doesn't the latter evidence trump the former? In the US, if a drug 

or treatment causes harm once released on a wide scale even if the trials show it is safe, it is 

often taken off the shelves or treatment plans until we can figure out why it is harmful. 

a) Worldwide surveys over 10 years covering thousands of patients: 

 

http://iacfsme.org/PDFS/Reporting-of-Harms-Associated-with-GET-and-CBT-in.aspx 

b) US 2013 survey: 

 

http://iacfsme.org/portals/0/pdf/FDA-AugustFinalReportforUS-Version2.pdf 

 

http://iacfsme.org/portals/0/pdf/FDA_Survey_Results_Word_Version_July2013%20_2_.pdf 

c) Norwegian 2014 survey: 

 

http://www.me-foreningen.info/wp-content/uploads/2016/09/ME-Nat-Norwegian-Survey-Abr-En

g-Ver.pdf 

 

6) The US federal agency Agency for Healthcare Quality and Research published an addendum 

in July 2016 to their review of treatments for ME/CFS. They found that the evidence for GET 

was insufficient for Fukuda criteria whereas the data for Oxford criteria was stronger. They 

suggested that future trials not use Oxford criteria because it was too broad. The US National 

Institutes for Health (which fund research) also agree with discarding Oxford. 

 

https://www.ncbi.nlm.nih.gov/books/NBK379582/ 

 

http://occupyme.net/2016/08/16/ahrq-evidence-review-changes-its-conclusions/ 

・・・・・・・・・・ 

 

18.2.12 

In the translated guidelines, it refers to different Recommendation levels, A, B, C, etc. Is it 

possible to send us a copy of that Table? The guidelines refer to using the GRADE system, which 

is common for evaluating guidelines, but GRADE is oftentimes adapted by different groups as 

well. So I want to be clear about how it was used here. Here are some articles about GRADE: 

 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2735782/ 

 

http://onlinelibrary.wiley.com/doi/10.1111/jebm.12018/epdf 

 

http://clinicalevidence.bmj.com/x/set/static/ebm/learn/665072.html 

 

In debating these situations, I find it helps to refer back to the system they're using (GRADE in 

this case) and pointing out parts of GRADE that were ignored or downplayed by the organization. 

For instance, in the 2nd link, Figure 4, the article specifically mentions incorporating patient 

preferences and adverse effects of a treatment. These types of points and articles can be cited 

when making one's case. 

 

・・・・・・・・・・・・・・・・・・・・・・・・・・・・ 

 

http://iacfsme.org/PDFS/Reporting-of-Harms-Associated-with-GET-and-CBT-in.aspx
http://iacfsme.org/portals/0/pdf/FDA-AugustFinalReportforUS-Version2.pdf
http://iacfsme.org/portals/0/pdf/FDA_Survey_Results_Word_Version_July2013%20_2_.pdf
http://www.me-foreningen.info/wp-content/uploads/2016/09/ME-Nat-Norwegian-Survey-Abr-Eng-Ver.pdf
http://www.me-foreningen.info/wp-content/uploads/2016/09/ME-Nat-Norwegian-Survey-Abr-Eng-Ver.pdf
https://www.ncbi.nlm.nih.gov/books/NBK379582/
http://occupyme.net/2016/08/16/ahrq-evidence-review-changes-its-conclusions/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2735782/
http://onlinelibrary.wiley.com/doi/10.1111/jebm.12018/epdf
http://clinicalevidence.bmj.com/x/set/static/ebm/learn/665072.html
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Charmian Proskauer (米国マサチューセッツME/CFS患者会代表） 

 

I will respond on behalf of the Massachusetts patient association for ME. We agree completely 

with what you have summarized very well on your web page. 

I have also passed your email along to Dr. Beth Unger, who heads the CDC’s section on ME/CFS. 

She said she would discuss this situation with her leadership. I’m not quite sure what that 

means, but I asked he she could provide a clear statement that the CDC has removed GET 

(along with Cognitive Behavioral Therapy or CBT) as recommended treatment, and why. This 

step has been very slow in coming but hopefully other treatment guidelines can now follow the 

CDC’s lead. 

I will respond to the email address you provide within the next two days. It will take a little time 

to put my comments together. Have you sent this to other organizations in the U.S. and 

worldwide? Would you like to have it posted on Co-Cure, which is a world-wide email list for 

ME/CFS issues and announcements? Or perhaps you have already done that. Would you like us 

to share this with other advocates in the U.S. with whom we are in contact? 

One other idea is to have patients submit their own stories about how forced exercise affected 

their health. I am sure if we put out a call for patient stories on this topic, your email box would 

be flooded with stories from patients around the world! (If you have seen the film Unrest, Jen 

Brea walked a mile back to her home from the office of the doctor who told her the illness was 

“all in her head.” She said “that was the last time I have walked so far.”)  

I wish you success in this – it is SO important to protect patients from GET! 

・・・・・・・・・・・・ 

The CDC has begun to explore the process of creating treatment guidelines for ME/CFS. This 

will take several years, apparently; not in time to help you. The new material on the CDC 

website for health care providers is targeted for Feb 2018 publication. That may help more, 

though none of the advocates have seen it so we don’t know exactly what they will say. Some 

patients are reporting that with very careful attention to staying within their exercise tolerance 

range, as measured by the 2 day exercise test in a research lab, over time they can gradually 

increase their level of activity. Certainly more studies need to be done on how to increase 

exercise tolerance. 

Against graded exercise therapy as recommended treatment 

For Japan ME Association 

Charmian Proskauer, President, Massachusetts CFIDS/ME & FM Association 

January 24, 2018 

 

Note: some of the articles referenced here are review or written for the public. However, they 

contain links to scientific articles for reference. 
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This document lists 4 reasons why Graded Exercise Therapy should NOT be recommended as a 

treatment for ME/CFS: 

1) U.S. Department of Health & Human Services, Agency for Healthcare Research & 

Quality, in a July 2016 Addendum to their original evidence review, finds no evidence 

that Graded Exercise Therapy has a positive outcome for ME/CFS patients when studies 

using the Oxford criteria are excluded from the analysis. 

2) Beginning with the 2011 paper by Tom Kindlon, actual harms to patients from GET (and 

CBT) have been reported. 

3) In a significant shift, the Centers for Disease Control and Prevention (CDC) no longer 

recommends Graded Exercise Therapy as a treatment for ME/CFS. The National Health 

Services in the U.K. is also reassessing its guidelines for ME/CFS recommending 

exercise. 

4) The “PACE trial,” which for years was used as the justification for recommendation of 

Graded Exercise Therapy as a treatment for ME/CFS, has had its results seriously 

questioned.  

Here are the supporting details for each of these points. 

 

1)  U.S. Department of Health & Human Services, Agency for Healthcare Research & 

Quality, in a July 2016 Addendum to their original evidence review, finds no evidence 

that Graded Exercise Therapy has a positive outcome for ME/CFS patients when studies 

using the Oxford criteria are excluded from the analysis. Recommends “retiring” the 

Oxford case definition for use in ME/CFS studies, as using it “results in a high risk of 

including patients who may have an alternate fatiguing illness…” 

 

“Diagnosis and Treatment of Myalgic Encephalomyelitis/Chronic Fatigue Syndrome.” 

https://www.effectivehealthcare.ahrq.gov/topics/chronic-fatigue/research  

https://www.ncbi.nlm.nih.gov/books/NBK379582/  

 

Introduction 

The AHRQ evidence report on the Diagnosis and Treatment of Myalgic 

Encephalomyelitis/Chronic Fatigue Syndrome was published in December, 2014 and provided a 

literature review for the National Institutes of Health Pathways to Prevention Workshop on 

Advancing the Research on Myalgic Encephalomyelitis/Chronic Fatigue Syndrome.1, 2 The 

review found eight case definitions for either chronic fatigue syndrome (CFS), myalgic 

encephalomyelitis (ME), or ME/CFS, and since its publication, an additional case definition was 

published by the Institute of Medicine along with the recommendation of a new name, Systemic 

Exertional Intolerance Disease.3 The Oxford (Sharpe, 1991) case definition is the least specific of 

the definitions and less generalizable to the broader population of patients with ME/CFS. It 

could identify individuals who have had 6 months of unexplained fatigue with physical and 

https://www.effectivehealthcare.ahrq.gov/topics/chronic-fatigue/research
https://www.ncbi.nlm.nih.gov/books/NBK379582/
https://www.ncbi.nlm.nih.gov/books/NBK379582/
https://www.ncbi.nlm.nih.gov/books/NBK379582/
https://www.ncbi.nlm.nih.gov/books/NBK379582/
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mental impairment, but no other specific features of ME/CFS such as post-exertional malaise 

which is considered by many to be a hallmark symptom of the disease.3 As a result, using the 

Oxford case definition results in a high risk of including patients who may have an alternate 

fatiguing illness or whose illness resolves spontaneously with time. In light of this, we 

recommended in our report that future intervention studies use a single agreed upon case 

definition, other than the Oxford (Sharpe, 1991) case definition. If a single definition could not 

be agreed upon, future research should retire the use of the Oxford (Sharpe, 1991) case 

definition. The National Institute of Health (NIH) panel assembled to review evidence presented 

at the NIH Pathways to Prevention Workshop agreed with our recommendation, stating that 

the continued use of the Oxford (Sharpe, 1991) case definition “may impair progress and cause 

harm.”2 In light of this, we have received public comment requesting a separation of results 

based on case definition to appraise the impact of Oxford based trials on conclusions of the 

report. Additionally, the public has requested that we separate cognitive behavioral therapy 

(CBT) from other counseling and behavioral interventions given that CBT is a specific 

therapeutic approach. 

The purpose of this addendum to our original report is to assess the impact of studies using the 

Oxford (Sharpe, 1991) case definition on conclusions and to assess the impact of separating 

studies of cognitive behavioral therapy from other counseling and behavioral interventions. 

….. 

Graded Exercise Therapy 

Four trials evaluated the effectiveness of GET compared with a control group (n=656) (Table 

6, Figures 3 and 4). Of these, three used the Oxford (Sharpe, 1991) case definition 

(n=607)12, 30, 41 while one small trial used the CDC (Fukuda, 1994) case definition (n=49).42 The 

results are consistent across trials with improvement in function, fatigue, and global 

improvement and provided moderate strength of evidence for improved function (4 trials, n=607) 

and global improvement (3 trials, n=539), low strength of evidence for reduced fatigue (4 trials, 

n=607) and decreased work impairment (1 trial, n=480), and insufficient evidence for improved 

quality of life (no trials) (Table 7). By excluding the three trials using the Oxford (Sharpe, 1991) 

case definition for inclusion, there would be insufficient evidence of the effectiveness of GET on 

any outcome (1 trial, n=49). 

….. 

Conclusions 

Although future studies should refrain from using the Oxford (Sharpe, 1991) case definition as 

eligibility requirements, this early work provided a foundation on which future work can expand. 

This addendum has delineated differences in treatment effectiveness and harms according to 

case definitions, highlighting studies that used the Oxford (Sharpe, 1991) case definition and 

how these studies impacted our conclusions. Additionally, results of studies evaluating CBT 

have been considered independently from other counseling and behavioral therapies. Our 

sensitivity analysis would result in a downgrading of our strength of evidence on several 

https://www.ncbi.nlm.nih.gov/books/NBK379582/
https://www.ncbi.nlm.nih.gov/books/NBK379582/
https://www.ncbi.nlm.nih.gov/books/NBK379582/table/addendum.t6/?report=objectonly
https://www.ncbi.nlm.nih.gov/books/NBK379582/table/addendum.t6/?report=objectonly
https://www.ncbi.nlm.nih.gov/books/NBK379582/figure/addendum.f3/?report=objectonly
https://www.ncbi.nlm.nih.gov/books/NBK379582/figure/addendum.f4/?report=objectonly
https://www.ncbi.nlm.nih.gov/books/NBK379582/
https://www.ncbi.nlm.nih.gov/books/NBK379582/
https://www.ncbi.nlm.nih.gov/books/NBK379582/
https://www.ncbi.nlm.nih.gov/books/NBK379582/
https://www.ncbi.nlm.nih.gov/books/NBK379582/table/addendum.t7/?report=objectonly
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outcomes which can be attributed to the decrease in power, dominance of one large trial, or lack 

of trials using criteria other than the Oxford (Sharpe, 1991) case definition for inclusion. 

Blatantly missing from this body of literature are trials evaluating effectiveness of interventions 

in the treatment of individuals meeting case definitions for ME or ME/CFS. 

2) Beginning with the 2011 paper by Tom Kindlon, actual harms to patients from GET (and 

CBT) have been reported. This is backed up by many, many stories from patient about 

their own experience with these therapies. 

“Reporting of Harms Associated with Graded Exercise Therapy and Cognitive Behavioural 

Therapy in Myalgic Encephalomyelitis/Chronic Fatigue Syndrome.” 

Kindlon, Bulletin of the IACFS/ME. 2011;19(2): 59-111. © 2011 IACFS/ME  

http://iacfsme.org/PDFS/Reporting-of-Harms-Associated-with-GET-and-CBT-in.aspx  

ABSTRACT Across different medical fields, authors have placed a greater emphasis on the 

reporting of efficacy measures than harms in randomised controlled trials (RCTs), particularly 

of nonpharmacologic interventions. To rectify this situation, the Consolidated Standards of 

Reporting Trials (CONSORT) group and other researchers have issued guidance to improve the 

reporting of harms. Graded Exercise Therapy (GET) and Cognitive Behavioural Therapy (CBT) 

based on increasing activity levels are often recommended for Myalgic 

Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS). However, exercise-related 

physiological abnormalities have been documented in recent studies and high rates of adverse 

reactions to exercise have been recorded in a number of patient surveys. Fifty-one percent of 

survey respondents (range 28-82%, n=4338, 8 surveys) reported that GET worsened their health 

while 20% of respondents (range 7-38%, n=1808, 5 surveys) reported similar results for CBT. 

Using the CONSORT guidelines as a starting point, this paper identifies problems with the 

reporting of harms in previous RCTs and suggests potential strategies for improvement in the 

future. Issues involving the heterogeneity of subjects and interventions, tracking of adverse 

events, trial participants’ compliance to therapies, and measurement of harms using 

patient-oriented and objective outcome measures are discussed. The recently published PACE 

(Pacing, graded activity, and cognitive behaviour therapy: a randomised evaluation) trial which 

explicitly aimed to assess “safety”, as well as effectiveness, is also analysed in detail. Healthcare 

professionals, researchers and patients need high quality data on harms to appropriately assess 

the risks versus benefits of CBT and GET. 

“Do graded activity therapies cause harm in chronic fatigue syndrome?” 

Tom Kindlon, Journal of Health Psychology, Volume: 22 issue: 9, page(s): 1146-1154 

http://journals.sagepub.com/doi/full/10.1177/1359105317697323  

Abstract 

Reporting of harms was much better in the PACE (Pacing, graded Activity, and Cognitive 

behavioural therapy: a randomised Evaluation) trial than earlier chronic fatigue syndrome 

http://iacfsme.org/PDFS/Reporting-of-Harms-Associated-with-GET-and-CBT-in.aspx
http://journals.sagepub.com/author/Kindlon%2C+Tom
http://journals.sagepub.com/doi/full/10.1177/1359105317697323
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trials of graded exercise therapy and cognitive behavioural therapy. However, some issues 

remain. The trial’s poor results on objective measures of fitness suggest a lack of adherence to 

the activity component of these therapies. Therefore, the safety findings may not apply in other 

clinical contexts. Outside of clinical trials, many patients report deterioration with cognitive 

behavioural therapy and particularly graded exercise therapy. Also, exercise physiology studies 

reveal abnormalities in chronic fatigue syndrome patients’ responses to exertion. Given these 

considerations, one cannot conclude that these interventions are safe and risk-free. 

3) In a significant shift, the Centers for Disease Control and Prevention (CDC) no longer 

recommends Graded Exercise Therapy as a treatment for ME/CFS. The National Health 

Services in the U.K. is also reassessing its guidelines for ME/CFS recommending 

exercise. 

 

“For People With Chronic Fatigue Syndrome, More Exercise Isn't Better” 

https://www.npr.org/sections/health-shots/2017/10/02/554369327/for-people-with-chronic-fatigue

-syndrome-more-exercise-isnt-better 

 

Health organizations are emphasizing that myalgic encephalomyelitis/chronic fatigue syndrome 

is a serious long-term illness, not a psychological disorder, and that standard forms of exercise 

do not help. Instead, they're acknowledging that exercise can make the disease much worse 

unless doctors and patients are very careful. 

The Centers for Disease Control and Prevention has already revised its patient guidelines 

on ME/CFS and is currently revising guidelines for physicians. 

The action by the federal agency is a significant shift in the years-long controversy over 

diagnosis and management of the disease, which is characterized by months of incapacitating 

fatigue, joint pain and cognitive problems. 

And last week, the National Health Services in the U.K. said it would reassess its guidelines for 

ME/CFS recommending exercise, after 20 members of Parliament signed a petition urging a 

review. 

 

Doctors and patient advocates say the update by the CDC is a major victory for people 

with ME/CFS, and that a revision of British guidelines is sorely needed. They are hoping other 

major medical sites will follow suit and revise their information on the disease, which is thought 

to affect at least a million Americans. 

Many websites have outdated information that perpetuates a key misperception about CFS: 

"That you can exercise your way out of this illness," says Dr. Nancy Klimas of Nova 

Southeastern University in Miami, who has served on the ME/CFS advisory committee for the 

Department of Health and Human Services and has treated people with ME/CFS for 30 years. 

"That's just not true. You can exercise, but you have to be extremely cautious. And it will not 

cure you." 

https://www.npr.org/sections/health-shots/2017/10/02/554369327/for-people-with-chronic-fatigue-syndrome-more-exercise-isnt-better
https://www.npr.org/sections/health-shots/2017/10/02/554369327/for-people-with-chronic-fatigue-syndrome-more-exercise-isnt-better
https://www.cdc.gov/me-cfs/index.html
https://www.thetimes.co.uk/edition/news/mutiny-by-me-sufferers-forces-a-climbdown-on-exercise-treatment-npj0spq0w
https://www.cdc.gov/me-cfs/index.html
https://www.nih.gov/mecfs/about-mecfs
http://www.nova.edu/nim/clinic/dr.-nancy-klimas-bio-page.html
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Even just a small amount of exercise or simple exertion can make some people much sicker, 

Klimas says….. 

“Trial By Error: The CDC Drops CBT/GET” 

10 JULY 2017 

By David Tuller, DrPH 

http://www.virology.ws/2017/07/10/trial-by-error-the-cdc-drops-cbtget/  

4) The “PACE trial,” which for years was used as the justification for recommendation of 

Graded Exercise Therapy as a treatment for ME/CFS, has had its results seriously 

questioned.  

http://www.meaction.net/wp-content/uploads/2015/05/ME2FCFS-RESEARCH-SUMMARY-J

amie-Seltzer.pdf  

PACE trial and refutations -- The PACE trial was a trial of graded exercise therapy for 

ME/CFS initially heralded as a success. Patients, researchers and clinicians were skeptical 

of these claims, as The Institute of Medicine describes exercise intolerance as the 

distinguishing feature of the disease. 

Numerous issues with the trial were identified. Most significantly, the original authors found 

no difference between activity levels on follow-up with the original participants ( Sharpe et 

al., 2015 ) : even the subjective improvements that were reported dissipated within a few1 

months. The same null result was found in their similar FINE trial on long-term follow-up 

( Wearden et al., 2010 ) . The Lancet has not yet retracted the study, but PLOS ONE has 

flagged it and issued an expression of concern . 

There have been a series of articles discussing the flaws of the PACE trial, notably David 

Tuller of Berkeley’s series, Trial By Error , posted on Racaniello of Columbia’s Virology Blog. 

Additionally, the Journal of Health Psychology just released a series of solicited opinions on 

PACE . 

 

This is the link to PLOS ONE “flag” 

http://retractionwatch.com/2017/05/02/plos-upgrades-flag-controversial-pace-chronic-fatigue-sy

ndrome-trial-authors-surprised/  

 

This is the link to PLOS ONE “expression of concern” 

http://journals.plos.org/plosone/article?id=10.1371/journal.pone.0177037  

This page has links to David Tuller’s analyses of the PACE trial, published from October 2015 to 

September 2016.http://www.virology.ws/mecfs/  

・・・・・・・・・・・・・・・・・・・・・・・・・・・・・・ 

 

Dr. Charles Lapp: (米国、ME/CFS専門医)からの意見   18.1.22 

 

http://www.virology.ws/2017/07/10/trial-by-error-the-cdc-drops-cbtget/
http://www.meaction.net/wp-content/uploads/2015/05/ME2FCFS-RESEARCH-SUMMARY-Jamie-Seltzer.pdf
http://www.meaction.net/wp-content/uploads/2015/05/ME2FCFS-RESEARCH-SUMMARY-Jamie-Seltzer.pdf
http://retractionwatch.com/2017/05/02/plos-upgrades-flag-controversial-pace-chronic-fatigue-syndrome-trial-authors-surprised/
http://retractionwatch.com/2017/05/02/plos-upgrades-flag-controversial-pace-chronic-fatigue-syndrome-trial-authors-surprised/
http://journals.plos.org/plosone/article?id=10.1371/journal.pone.0177037
http://www.virology.ws/mecfs/
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Thank you for passing on these horrible recommendations.    It is clear that these 

recommendations are based entirely on the PACE trials –which are now known to be terribly 

flawed and incorrect – and do not seem to take into account any of the literature from the USA 

or outside the UK, where it is clear that exercise (especially GET) can be irreversibly 

detrimental to a person with Chronic Fatigue Syndrome.  These doctors may be inadvertently 

condemning thousands of Japanese patients to a lifetime of misery!   

 

As their recommendations point out, we Americans are aware of the fallacy of the PACE report 

and have removed the exercise recommendation from our website.   

 

I am not an expert on this subject, but can tell you that the Anaerobic Threshold occurs very 

early in persons with CFS/ME, and exerting past that AT leads to cumulative fatigue, causing 

post-exertional malaise that can be detrimental. The scientific evidence is clear on this.   I will 

pass your email on to Staci Stevens (an exercise physiologist) and Mary Dimmock (patient 

advocate with knowledge of the PACE trial) with hopes that they can provide more in depth 

information for you.    

 

You must get an injunction to prevent publication of this misleading and potentially dangerous 

information!  

・・・・・・・・・・・・・・・・・・・・・・・・・・・・・・・・・ 

 

Dr. Leonard Jason（米国、デポール大学教授、前国際ME/CFS学会副会長）   18.1.22 

 

So sorry to hear what is occurring, and I do think that pacing is what should be recommended 

for patients, and there is good evidence for this approach, and two articles that I have written 

about the problems with the PACE trial and the usefulness of pacing is attached. I hope that 

both articles can be used by your group to further the important work you are doing.   

・・・・・・・・・・・・・・・・・・・・・・・・・・・・・・・・・・・・ 

 

Dr Charles Shepherdの意見     18.1.22 

 

Thanks for the interesting but disturbing update on the situation regarding 

management/treatment of ME/CFS in Japan 

 

I'm very sorry to read about all the problems you are now facing and I'm going to have to 

apologies for not replying with a more detailed critique of CBT, GET etc. 

 

This is simply because, as I hope you will appreciate, I have more requests for help and 

information arriving each day than I can cope with at times - and I am doing all this in a 

voluntary capacity in addition to my normal medical work 

 

So what I have done is prepare a short list of five useful sources of information which could be 

used to support your position: 

 

1  The MEA 'patient evidence' report on CBT, GET and Pacing: 

http://www.meassociation.org.uk/2015/05/23959/ 

2  The paper from Keith Geraghty that is based on this evidence: 

http://www.meassociation.org.uk/2015/05/23959/
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http://journals.sagepub.com/eprint/hWSxVIBTzDtqisvafkhE/full 

 

3  The report from Tom Kindlon on harms associated with the use of GET: 

http://www.ncf-net.org/library/Reporting%20of%20Harms.pdf 

 

4  The editorial I wrote for the Journal of Health Psychology on the PACE trial: 

http://journals.sagepub.com/doi/full/10.1177/1359105317703786 

 

5  The Wilshire et al paper on re-analysis of PACE trial data: 

http://www.meassociation.org.uk/2017/02/29928/ 

 

I would also point out (and you need to point this out to the Japanese health dept) that the 

current NICE guideline on ME/CFS (= official recommendations to doctors on the management 

of ME/CFS), which recommends the use of CBT and GET for everyone with mild or moderate 

ME/CFS, is going to be replaced by a completely new clinical guideline.  This is because NICE 

has now accepted that most patients do not find CBT to be of any value in relation to treating 

the actual illness and the majority of people with ME/CFs report that GET makes their 

condition worse.  More info on the new NICE guideline can be found in the news archive on the 

MEA website:www.meassociation.org.uk 

 

Good Luck and please keep me informed as to what happens. 

・・・・・・・・・・・・・・・・・・・・・・・・・・・・・ 

 

Staci Stevens（国際 CFS/ME 学会副会長、米国 Workwell Foundation)、研究グループ（パシフィック大

学の J. Mark VanNessと Todd Davenport、Workwell Foundationの Christopher Snell）  18.1.21 

 

As a group we are responding as we are able to the continued promotion of CBT and GET. The 

attached letter is in response to the recent GETSET trial and is posted on our website. Mark has 

sent another to the ME group in Ireland. I can send you our articles and have forwarded your 

email to the group. We will do our best to get a response to you. 

http://www.workwellfoundation.org/wp-content/uploads/2017/07/GETSET-Trial-in-MECFS-L1.

pdf 

・・・・・・・・・・・・・・・・・・・・・・・・・・・・・・ 

 

18.2.4 

I just met with our research group and we all agreed that we would like to help out with a letter 

of support related to our opposition of GET. I am in the process of taking a letter to the editor of 

the British J of Sports Medicine that was recently declined and providing a new introduction to 

address your situation in Japan. I am also trying to figure out how to maximize exposure to this 

problem when the literature keeps perpetuating this absurd course of therapy. The institutions 

that support CBT/GET continue to refuse to acknowledge another viewpoint. Until this changes 

we’ll be locked in this cycle of garbage in garbage out in the scientific literature for decades to 

come. 

  

Workwell’s goal is to develop resources on our website that patients can take to their health care 

providers to provide an alternative to CBT/GET. We’ll start with a letter and continue to add 

http://journals.sagepub.com/eprint/hWSxVIBTzDtqisvafkhE/full
http://www.ncf-net.org/library/Reporting%20of%20Harms.pdf
http://journals.sagepub.com/doi/full/10.1177/1359105317703786
http://www.meassociation.org.uk/2017/02/29928/
http://www.meassociation.org.uk/
http://www.workwellfoundation.org/wp-content/uploads/2017/07/GETSET-Trial-in-MECFS-L1.pdf
http://www.workwellfoundation.org/wp-content/uploads/2017/07/GETSET-Trial-in-MECFS-L1.pdf
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resources. I’m just waiting to see if I can draw attention to the issue by first getting the letter 

out to the community at large via a strategic blog or coordinated release to the community.  

What is your deadline for providing a letter? 

 

This is the letter I mentioned. I can change the intro and address it to you or you can just use it 

as is. Let me know your preference. 

 

http://www.virology.ws/2018/02/05/trial-by-error-letter-to-british-journal-of-sports-medicine-fro

m-cpet-experts/ 

 

Dear Editor, 

 

We are writing in response to the article, Exercise therapy is a beneficial intervention for 

chronic fatigue syndrome (PEDro synthesis), by Dannaway et al. and published on October 5, 

2017. We are opposed to graded exercise therapy as a treatment for ME/CFS as recommended in 

this article. Our experiences working with ME/CFS patients are that graded exercise – 

particularly aerobic exercise–not only fails to improve function, it is detrimental to the health of 

patients. 

 

The rationale behind using GET as treatment for ME/CFS is that it can reverse a cycle of 

inactivity and deconditioning, and subsequently reduce the fatigue and disability associated 

with this disease. However, it seems counterintuitive at best to employ exercise as treatment 

when the hallmark of ME/CFS is a distinctive post-exertional malaise or PEM, whereby even 

trivial mental or physical exertion can cause a worsening of symptoms and reduced function. As 

further noted in the 2015 National Academy of Medicine (NAM, previously called the Institute 

of Medicine) report, ME/CFS is a complex, multi-system disease accompanied by neurological, 

immunological, autonomic, and energy metabolism impairments. It is not deconditioning nor are 

its symptoms explained by inactivity. As noted by NAM chair Dr. Ellen Clayton, the debility in 

ME/CFS is much greater than would be seen with deconditioning. 

 

Scientific studies published by our group and other researchers have demonstrated that aerobic 

exercise exacerbates symptoms, a conclusion supported by the 2015 NAM report. This abnormal 

physiological response to exertion is so distinctive that many ME/CFS researchers, including the 

National Institute of Health’s Intramural Study and Cornell’s Collaborative ME/CFS Research 

Center, use exercise, not as a therapeutic intervention, but as a way to exacerbate the illness so 

that it can be studied. 

Studies evaluating the use of graded exercise therapy (GET) to treat ME/CFS have been 

criticized in part for including patients with other fatiguing conditions. This led the US Agency 

for HealthCare Research and Quality (AHRQ) to conclude in its evidence review that once these 

studies were excluded there was insufficient evidence of efficacy for GET. Beyond lack of efficacy 

there is also concern about the harm done by GET. AHRQ reported that GET was “associated 

with higher numbers of reported adverse events.” A 2017 review of patient surveys by Geraghty 

concurred, stating GET “brings about large negative responses in patients.” 

 

In addition to research, our team has also worked for years with therapeutic exercise strategies 

in an attempt to help ME/CFS patients. We have tried to incorporate aerobic exercise training 

http://www.virology.ws/2018/02/05/trial-by-error-letter-to-british-journal-of-sports-medicine-from-cpet-experts/
http://www.virology.ws/2018/02/05/trial-by-error-letter-to-british-journal-of-sports-medicine-from-cpet-experts/


12 

 

as a re-conditioning strategy for ME/CFS patients but it simply does not work. To the contrary, 

in nearly all cases, patient symptoms heighten after exercise. 

 

Our research and clinical experiences engender a certain skepticism toward findings from the 

recent GETSET study, as expressed by experienced physical therapist Dr. Todd Davenport [17]. 

Further, the Centers for Disease Control and Prevention have recently removed 

recommendations for GET from their ME/CFS website. 

 

Given what is known about the biology of ME/CFS, avoiding aerobic exercise and limiting 

aerobic activity whenever possible seems a more reasonable approach. This minimizes risk of 

relapse, the detrimental effects of which can persist for prolonged periods. Our position is that 

patients’ first-hand experiences can provide better evidence-based support to develop 

therapeutic interventions that help rather than harm. The goal of therapeutic exercise for 

ME/CFS patients should be to increase activity levels while reducing fatigue. We believe this is 

best achieved by training the anaerobic energy system, i.e., improving the body’s tolerance for 

and ability to clear lactate while increasing ATP in resting muscle. 

 

This letter is motivated by concern about the potential harm to ME/CFS patients from aerobic 

exercise recommended by otherwise well-intentioned health care professionals. The views 

expressed here echo real-life experiences of many ME/CFS patients, which we feel, are 

well-supported by the scientific literature. 

・・・・・・・・・・・・・・・・ 

 

Mary Dimmock(米国、ME/CFSのアドボカシー）からの意見    18.1.22 

 

My name is Mary Dimmock and I am an ME advocate in the United States. Dr. Lapp forwarded 

me a message about what is happening in Japan and asked if I had anything that might help. 

 

I am attaching a document that summarizes the problems with the CBT and GET 

recommendations. You will know all the points in this document but it may be useful as a 

compiled, referenced summary. I have not published this online yet but you are free to use it if it 

helps.   

 

I am also including this link to a letter from the New York State Health Commissioner of Health 

letter to 85,000 medical providers in the state of New York.  This letter is brief but paints a more 

accurate picture of the disease than the Japanese guidelines and also makes the following great 

point that might help you.  

 

"In the past, cognitive behavior therapy (CBT) and a graded exercise therapy (GET) were 

recommended as treatments. However, these recommendations were based on studies that 

included patients with other fatiguing conditions. Because of the hallmark intolerance to 

exertion of ME/CFS, exercise may actually worsen the health of those living with this 

disease."    

 https://drive.google.com/file/d/0B37JHmPXER6JZkZRd0hIalA2bUE/view 

 

I am waiting for an article to be published by one of the state medical associations that might 

also be helpful. Hoping it comes out in a week or so. I will forward if it does.  

https://drive.google.com/file/d/0B37JHmPXER6JZkZRd0hIalA2bUE/view
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・・・・・・・・・・・・・・・・・・・・・・・・・・・・・・・・ 

Sonya Chowdhury（イギリス、Action for M.E.患者団体代表）からの意見   18.1.22  

 

Thank you for your emails and for letting me know how things are progressing in Japan. I can 

understand your concerns and will be very happy to assist in any way I can. 

  

I will come back to you in the next couple of days once I have had a chance to review the 

information and put together an email. 

・・・・・・・・・・・・ 

 

Thank you for your email asking for our views on the proposed Guidelines in Japan. I have 

provided a summary of our concerns below and I am happy for you to share these with 

whomever you feel appropriate in Japan and would be happy to engage further on this if you 

would find it helpful. 

 

Action for M.E. feedback: 

Action for M.E. is extremely concerned about the proposed “Treatment Guidelines for ME/CFS 

for Japan,” issued by the Research Committee for the Development of Treatments and 

Treatment Guidelines for ME/CFS, and their potentially harmful impact on patients. These 

guidelines recommend graded exercise therapy (GET) as a blanket clinical treatment for 

ME/CFS, including the severely affected, based on a literature review that failed to take into 

account the complexity of the condition. 

  

There is no conclusive evidence base at this time for treatments for ME/CFS, including GET. In 

the past decade, a considerable body of research has been published in the UK, US, Australia 

and elsewhere that shows mixed evidence, highlighted by a meta-analysis Cochrane review on 

GET (Larun et al 2017, Cochrane Database of Systematic Reviews). This review recognises the 

“considerable heterogeneity” in results across all trials, highlighting clearly that sub-groups of 

patients are either not benefitting from, or are reacting adversely to, GET.  

  

The Cochrane review concludes that there is a significant effect on fatigue and physical 

functioning only when data from the PACE trial (White et al, 2011, The Lancet) is included - but 

repeated questions continue to be raised by researchers, clinicians and people with M.E. who 

have concerns about the methodology and conduct of the trial, its clinical value, and the impact 

on patients who feel that their concerns have been dismissed. Even if the critique of the PACE 

trial is not taken into account and the figures are taken as they stand, at face value the trial 

only moderate clinical benefit for patients from GET for a minority of patients. 

  

Most worryingly of all, the “Treatment Guidelines for ME/CFS for Japan” make no effort to 

differentiate between mild, moderate and severe ME/CFS when it comes to treatment, including 

GET. There have been no research studies into the efficacy of GET for those who are severely 

affected, and there is no evidence for any effective treatments for this extremely vulnerable 

patient group.  

  

For those mild and moderately affected patients who choose to try GET, it is imperative that it 

be delivered by a suitably trained GET therapist with experience in ME/CFS, under appropriate 

clinical supervision. A collaborative approach to working with the patient and mutually 
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negotiated goal-setting is essential. We echo the concerns of the Japan ME Association 

regarding the lack of detailed, expert know ME/CFS can be harmful (Twisk, 2017, Physical 

Medicine and Rehabilitation Research; see also several publications from Mark Van Ness). 

  

In 2014, Action for M.E. surveyed more than 2,000 people with M.E. Our resulting M.E. Time to 

deliver report shows that 23% of respondents had tried GET. Of these, 35% said they found it 

helpful or very helpful, 18% said it resulted in no change, and 47% said it made them a bit or 

much worse. In consulting on its current clinical guideline for ME/CFS, the National Institute of 

Health and Care Excellence in the UK determined that these findings met criteria to be 

included in its surveillance review and may potentially impact on the guideline’s current 

recommendations. 

  

Any guideline for health professionals, for any health condition, must inherently upload 

the  universally recognised right to health, reiterated by Dr Tedros Adhanom Ghebreyesus, 

WHO Director General, on Human Rights Day in December 2017, who said: “The enjoyment of 

the highest attainable standard of health is one of the fundamental rights of every human being 

without distinction of race, religion, political belief, economic or social condition.”  

  

Related to this is the ethical principle that access to biomedical care must not be restricted for 

anyone who has a significant possibility of needing it, including children and adults with 

ME/CFS. Given the lack of consensus about the efficacy of GET as a treatment for those with 

mild/moderate ME/CFS, and its complete lack of evidence in relation to severe ME/CFS, any 

organisation issuing clinical guidelines for the condition, in any country, has an ethical 

obligation to inform patients of the full range of views on biological care and management 

strategies for ME/CFS.  

  

For these reasons, it is unethical and potentially harmful to patients to recommend GET as a 

blanket clinical treatment for ME/CFS. 

  

Like the Japan ME Association, we share concerns about the use of antidepressants for treating 

ME/CFS patients. The National Health System (NHS) in the UK and clinical recommendations 

in other countries such as the US, clearly state that antidepressants do not cure ME/CFS but 

may be helpful for specific symptoms such as pain or depression caused by the illness. Not every 

person with ME/CFS has these symptoms and therefore it is not something that is routinely 

prescribed or recommended. As this is not made clear in the document, our concern is that the 

guidance is misleading. 

 

This article may also be of help 

https://www.nature.com/articles/d41586-017-08965-0 

https://www.actionforme.org.uk/resources/our-publications/campaign-and-survey-reports/me-time-to-deliver/
https://www.actionforme.org.uk/resources/our-publications/campaign-and-survey-reports/me-time-to-deliver/
http://www.who.int/mediacentre/news/statements/fundamental-human-right/en/
https://www.nature.com/articles/d41586-017-08965-0

