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Introduction 

This survey obtained the opinions of patients, advocates and other stakeholders 

about the idea of using the term systemic exertion intolerance disease (SEID) as a 

replacement for the name myalgic encephalomyelitis/chronic fatigue syndrome 

(ME/CFS), as was recently proposed by an Institute of Medicine (IOM) panel 

report. 

The survey also gathered opinions about the naming process and about 

participants’ preferred names for the disease.  

The survey was presented to the community by the organizations ME Advocacy 

and Paradigm Change. Data was collected from February 21 to March 1, 2015.  

Part 1 of this report summarizes the survey results in text form, and Part 2 

provides an analytical discussion of the implications of the results.   

Subsequent sections of the report present the findings in detail with graphics.  

Following is a brief summary of some of the most important findings. 

 

 

 

 

Main Results 

A total of 1004 people participated in the main survey. 
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It was promoted by sharing information on forums, blogs and email newsletters 

directed at people with ME, ME/CFS, CFS and CEBV. 

About 89% of the respondents to the main survey reported being patients with 

ME, ME/CFS, CFS, or a combination of these. About 17% described themselves as 

advocates. 

About 39% of the respondents to the main survey were from the U.S. The rest 

were from other countries, including the UK (18%), Belgium (14%), Canada (9%), 

Australia (6%), Netherlands (6%) and many others. 

About 62% of the participants in the main survey said the proposed name was 

pretty bad or very bad. About 18% said that the proposed name was pretty good 

or very good. 

About 70% of the participants agreed that the naming process had failed to result 

in a legitimate name.  About 15% of the participants disagreed that the naming 

process had failed to result in a legitimate name. 

About half of the respondents agreed that they were angry about the naming 

process. About 18% of the respondents disagreed that they were angry. 

About three-fourths of the respondents said that it would be somewhat 

unacceptable or totally unacceptable for the government to start using the name 

SEID without further public dialogue on the topic. About 20% of the respondents 

said that it would be somewhat acceptable or totally acceptable. 

About half of the respondents who were asked the question said that the 

proposed name was better than chronic fatigue syndrome (CFS).  

About 20% said the proposed name was better than myalgic encephalomyelitis/ 

chronic fatigue syndrome (ME/CFS). 

Additional questions were asked on specific positive and negative aspects of the 

name, on whether participants had had sufficient opportunities to provide input 

on what the name should be, and on other topics. 

See Part 4 of this report for an in-depth presentation of responses to all questions 

in the main survey, including graphic charts. 
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Name Preferences 

Participants were asked what they would like for the disease to be called and 

allowed to supply up to three choices. 

The question asked respondents to assume that an acceptable definition would 

be adopted to go along with the name. It also promised that the results would not 

be used to select a name, but rather just to get a sense of how people were 

thinking. 

At least when the question was asked this way, Myalgic Encephalomyelitis (ME) 

was by far the favorite name.  It received almost as many first-choice mentions as 

all the other names combined, and well over twice as many total mentions as any 

other name. 

Runner-up names were Neuro Endocrine Immune Disease (NEID) and Ramsay’s 

Disease.  

The name proposed by the IOM committee, Systemic Exertion Intolerance 

Disease (SEID), received about one-tenth as many first-choice mentions as did 

ME, and about one-fifth as many total mentions. 

The ME variant Myalgic Encephalopathy received about as many mentions as SEID 

did. 

ME/CFS was the sixth most popular name, and other name possibilities were 

mentioned as well. 
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The discussion of Implications in Part 2 of this report focuses largely on what the 

survey findings suggest about issues that likely would be relevant to the 

attempted adoption of each of these names. 

The full breakdown of name mentions is included in Part 4. 

 

 

 

 

ME, ME/CFS and CFS Patients 

An important finding of the research project was that patients who stated that 

they had ME tended to express particular attitudes relevant to the name. 

These individuals were more negative about the proposed name as well as about 

the naming process than were patients who said that they had just ME/CFS or 

CFS.  

People who said they had ME were especially likely to express specific concerns 

about the proposed name, including the belief that it would not meet the needs 

of severe patients. 

The differences between ME and non-ME patients were particularly substantial 

among those who said they are citizens of the U.S. 



Executive Summary 

9 
 

U.S. patients who said that they had ME but not ME/CFS or CFS expressed the 

most negative attitudes of all groups with regard to both the proposed name and 

the naming process. 

Complete survey results on this topic, including graphic charts, are in Parts 5 and 

6 of this report. 

 

 

 

 

Citizenship 

Participants from other countries and ones from the U.S. looked similar in their 

responses to all the questions.  

The main difference was that people from other countries tended to be less likely 

to express strongly negative or positive responses. 

They were more likely to be neutral or unsure.  
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Related Diseases 

A total of 154 additional respondents to the survey were recruited from sources 

focused on other chronic neuroimmune conditions, including fibromyalgia, Gulf 

War illness, chronic/post Lyme, toxic mold illness and multiple chemical 

sensitivity.  

Many of these individuals stated that they had ME, ME/CFS or CFS as well as 

related diagnoses. 

These people’s responses were calculated separately and then compared to those 

of the main respondents. 

Individuals recruited from these sources were a little more likely to be favorable 

about both the name and the naming process than were respondents recruited 

from ME, ME/CFS, CFS and CEBV sources.  

Still, more than half expressed negative opinions on almost all of the survey 

questions.  

An in-depth summary of the responses of these individuals (including graphic 

charts) is presented in Part 7 of this report. 

 

Clinicians 

A total of 32 people identifying themselves as clinicians participated in the survey. 
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These clinicians were more likely than the general survey population to say the 

name was bad.  

In addition, they were more likely to say that the naming process had failed to 

result in a legitimate name. 

These individuals also were more likely to say that the proposed name sounded 

like fatigue, laziness or deconditioning; were more likely to say that the proposed 

name sounded like it could refer to a psychological condition; and were more 

likely to say that the proposed name sounded bogus rather than scientific. 

An in-depth presentation of the responses of these clinicians is in Part 9 of this 

report. 

 

Survey Comments 

All open-ended comments from survey participants were organized by topic and 

subtopic. They are included in full in Parts 12 – 22 of this report. 

Parts 23 -25 of this report provide information on opinions about the proposed 

name from sources other than this survey. 

Background information on the researcher is in Part 26 of this report. 

 

 

 

 

 

 



 

 

 

 

Part 1 

 

Results Overview 
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Introduction 

A total of 1,147 people participated in the survey.  

About 88% of participants said that they had ME, ME/CFS, CFS or a combination. 

The rest of the participants were people with related chronic neuroimmune 

conditions, advocates, caregivers, clinicians, researchers and other interested 

parties. 

About 42% of participants were from the U.S. The rest of the participants were 

from other countries, including the UK (18%), Belgium (14%), Canada (9%), 

Australia (6%), Netherlands (6%) and many others. 

Data was collected from February 21 to March 1, 2015.   

The survey was provided to participants online through Survey Gizmo. It was 

estimated to take about four minutes for the average healthy person to complete.  

The survey was developed and analyzed by Lisa Petrison, Ph.D., with input from 

many other individuals. 

It was presented to the community by the organizations ME Advocacy and 

Paradigm Change. Basic information about the survey was provided on a page of 

those organizations’ websites. 

www.paradigmchange.me/wp/name-evaluation 

 

Versions 1 and 2 of the survey were promoted by sharing information about it on 

many Facebook forums and other online forums directed toward people with ME, 

ME/CFS, CFS and CEBV. Many people with an interest in these conditions also 

shared information about the survey on social media (such as Twitter and 

Facebook) and on blogs related to this type of illness. 

Version 3 of the survey was promoted by sharing information in Facebook groups 

focusing on related neuroimmune conditions, including fibromyalgia, Gulf War 

illness, Lyme disease, toxic mold illness and MCS. A mention of the survey also 

was made in a letter sent to the email list of Paradigm Change (an organization 

focusing on both ME and mold toxins). 

http://www.paradigmchange.me/wp/name-evaluation


Results Overview 

14 
 

One of the questions in Version 1 of the survey presented participants with a list 

of only negative attributes possibly characteristic of the name to evaluate. A 

similar question in Version 2 presented participants instead with a list of only 

positive attributes possibly characteristic of the name to evaluate. Because the 

sample sizes of Versions 1 and 2 differed, weighted averages are used in this 

report to describe the findings of these versions, with the goal of decreasing or 

eliminating survey bias. 

All data was collected anonymously.  

The questions asked on the survey are listed in Part 3 of this report. 

The results summarized here are presented in more depth (with lists of 

percentages and in some cases with charts) in subsequent sections of this report. 

 

Main Results 

The main results looked at participants from Versions 1 and 2 (obtained by 

promoting the survey to audiences of ME, ME/CFS, CFS and CEBV patients). 

Except where noted, these percentages are all weighted averages to control for 

survey bias. 

A total of 1004 people participated in these versions.  

About 89% of these individuals reported having ME, ME/CFS or CFS.  

About 17% said they had another chronic neuroimmune condition.  

About 17% described themselves as advocates.  

About 1% identified themselves as former patients. 

All participants were asked for their opinion about the proposed name SEID 

(systemic exertion intolerance disease) as well as about several aspects of the 

naming process. 

About 62% said the proposed name was pretty bad or very bad, with about 38% 

saying it was very bad. About 18% said that the proposed name was pretty good 

or very good. 
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About 70% of participants agreed or strongly agreed that the naming process had 

failed to result in a legitimate name, with about half strongly agreeing.  About 

15% of participants disagreed that the naming process had failed to result in a 

legitimate name. 

About half of respondents agreed or strongly agreed that they were angry about 

the naming process, with about a quarter strongly agreeing. About 18% of 

respondents disagreed that they were angry. 

Respondents were asked whether it would be acceptable or unacceptable for the 

government to start using the name SEID without further public dialogue on this 

topic. About three-fourths said that it would be somewhat or totally 

unacceptable, with about half saying that it would be totally unacceptable. About 

20% of respondents said that it would be acceptable. 

Some respondents were asked whether they agreed or disagreed that the 

government should listen to the IOM committee rather than to patients about 

what the name should be. About three-quarters of respondents disagreed, with 

about half disagreeing strongly. About 10% agreed that the government should 

listen to the IOM committee rather than to patients. (Note that these responses 

were biased due to the participants having seen only positive attributes of the 

name. Without this bias, the expressed opinions might have been even more 

negative.) 

About 70% of these same respondents disagreed that they had been given plenty 

of input ability already in the naming process, with about 40% strongly 

disagreeing. About 6% of respondents agreed. (Note that these responses were 

biased due to the participants having seen only positive attributes of the name. 

The responses might have been even more negative without that bias.) 

About 75% of a different subset of respondents agreed or strongly agreed that 

patients needed to have more input into the naming process, with about half 

strongly agreeing. A little less than 10% disagreed. (Note that these respondents 

were shown only negative characteristics of the name. These responses might 

have been more positive without that bias.) 
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In general, the responses to these questions suggest widespread unhappiness in 

this community with regard to the naming process, as well as substantial 

dissatisfaction with the proposed name itself.  

This data is presented in more detail in Part 4 of this report. 

 

Rating Positive Aspects of the Proposed Name 

Some of the participants (269 people) recruited from ME, ME/CFS, CFS and CEBV 

sources were asked to look at a list of positive statements that had been made 

about the proposed name and to state whether they agreed that each was true of 

the name.  

Most of these positive assertions were taken directly from the IOM report. The 

others were comments that people supporting the name had made in blogs or 

forums.  

No more than 35% of respondents agreed that any of these positive assertions 

were true of the proposed name 

About a third of respondents agreed that the name conveyed the idea that any 

kind of exertion could be harmful. 

About the same percentage agreed that that the name suggested that the 

negative effects of exertion could affect many aspects of patients’ lives. 

About 20% of respondents agreed that the name conveyed the idea that exertion 

could harm many organ systems in these patients. 

About the same percentage agreed that the name accurately conveyed the core 

symptom of the disease. 

About 10% agreed that the name would result in doctors and researchers 

understanding what the disease is like. 

Less than 10% agreed that the name would convey the full scope and complexity 

of the disease. 

Less than 10% agreed that the name would not have a stigma associated with it. 
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Less than 10% agreed that the name would be easy and inexpensive to put into 

use. 

About half of these respondents agreed that the proposed name would be better 

than CFS.  

About 20% agreed that the proposed name would be better than ME/CFS. 

About 25% said there was nothing good about the name. 

About 7% of respondents said there were other positive aspects of the name.  

This data is also presented in full in Part 4 of this report. 

 

Positive Comments About the Proposed Name 

Part 12 of this report summarizes a total of 66 positive comments about the 

proposed name that were made in open-ended questions in the survey. 

Seventeen of these comments pointed to the mention of “disease” and/or 

“systemic” in the proposed name as a positive factor. 

A total of 15 comments stated that the name would be better than “CFS,” with 

some of these providing reasons why. 

Fourteen comments suggested that the name would be a “good start” and that it 

could or should be changed to something else in a few years.  

Seven comments mentioned multiple aspects of the name as being positive or 

just stated without elaboration that it was a good name.   

Five comments suggested that the name was better than all alternative choices, 

with some elaborating on problems with the other choices. 

Three comments suggested that the proposed name was better than having two 

names (ME and CFS) for the disease. 

Five comments cited other positive aspects of the name. 
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Rating Negative Aspects of the Proposed Name 

The rest of the participants (714 people) recruited from ME, ME/CFS, CFS or CEBV 

sources were asked to look at a list of negative statements that had been made 

about the proposed name and to state whether they agreed that each was true of 

the name. 

These negative assertions were comments that people opposing the name had 

made in blogs or forums. 

About 70% of participants agreed that the proposed name sounded like there was 

just one symptom. 

Two-thirds of participants agreed that the name sounded like fatigue, laziness or 

deconditioning. 

A little more than half agreed that use of the proposed name would make it less 

likely that other abnormalities (such as those of the brain) would be studied. 

A little more than half agreed that the proposed name would not serve the needs 

of severe patients. 

A little more than half agreed that the disease already has a name – Myalgic 

Encephalomyelitis. 

About 44% of said that the proposed name sounded bogus rather than scientific. 

About 43% said that the proposed name would be misleading in general. 

About 42% said that the name sounded like it could refer to a psychological 

condition. 

About a third of respondents said that another name would be much better. 

About a quarter said that they didn’t like the acronym SEID. 

Slightly more than 20% said the proposed name would be too hard to remember.  

About 14% said they had other concerns. 

About 5% said that there was nothing wrong with the proposed name. 

These results are presented in full in Part 4 of this report. 
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Negative Comments About the Proposed Name 

Parts 13 - 16 of this report present a total of 448 negative comments about the 

name made in open-ended questions in the survey. 

Although many of these comments mentioned multiple negative aspects of the 

name, they were sorted into categories based on the apparent most important 

aspect mentioned. 

A total of 111 comments focused on the idea that the name of the disease is ME 

and that it would be a mistake to adopt a different name. Many of these 

comments mentioned that a better definition than the one proposed by the IOM 

committee is needed to go along with the name ME. 

A total of 84 comments stated that the illness has many aspects to it and SEID 

focuses too much on just one symptom.  

A total of 48 comments focused on the idea that the name of the disease would 

result in the perception that patients are lazy. 

A total of 27 comments focused on negatives of the term “exertion intolerance.” 

An additional 11 comments focused on negatives of the word “intolerance.” 

A total of 22 comments focused on the idea that symptoms in the disease can be 

present with or without any exertion at all. 

Twenty comments focused on the idea that the name would be inappropriate for 

severe patients. 

Eighteen comments suggested that the name does not sound very serious. 

Ten comments mentioned problems with the acronym SEID (with most pointing 

out that it spells “dies” backwards). 

Nine comments suggested that the name would be difficult or impossible to 

translate appropriately into other languages.  

Nine comments suggested that the name sounded like patients are deconditioned 

or dislike exercise. 

Nine comments suggested the name would end up being stigmatizing or 

otherwise damaging to patients. 
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Eight comments took the position that it was inappropriate to name a disease 

after any one symptom.  

Eight longer comments mentioned multiple negative aspects of the name. 

Seven comments suggested the name sounded like the same basic concept as 

“chronic fatigue syndrome.” 

Six comments suggested that no one hearing the name would understand what 

the disease was about. 

Five comments suggested that the name did not make the disease seem 

interesting. 

Five comments suggested that the name was too hard to pronounce. 

Four comments suggested that the name made the disease sound like a 

psychological condition. 

Four comments suggested that the proper term for a condition defined by 

symptoms was a syndrome rather than a disease. 

Three comments suggested the name would make it difficult for sufferers to get 

disability or other benefits. 

Three people said that they would not be using the name. 

Seventeen comments focused on additional negative aspects of the name or 

simply stated general opposition to it. 

 

The Term “ME” 

Patients who stated that they had ME expressed more negative opinions than 

patients who said that they had ME/CFS or CFS (but not ME) about both the 

proposed name and the naming process. 

The differences were particularly large when patients who said that they just had 

ME (but not ME/CFS or CFS) were compared with patients who said that they just 

had CFS (but not ME or ME/CFS). 
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While these disparities were present in the entire patient population, they were 

especially pronounced in the U.S. patients surveyed. (About half of U.S. patients 

said they had ME, and about a quarter said they had only ME.) 

The following examples are for U.S. patients who said they had ME, compared to 

U.S. patients who did not say they had ME.   

* Patients who said that they had ME were more likely to state that the name 

was bad (70% vs. 50%). They also were more likely to say that the name 

was very bad (48% vs. 25%). 

*  Patients who said they had only ME were even more negative about the 

proposed name. About 81% said that the name was bad, and 59% said it 

was very bad. 

*  Patients who said they had ME were more likely to state that they agreed 

that the naming process had failed to result in a legitimate name (78% vs. 

68%).  Those with ME were especially likely to say that they agreed strongly 

with this statement (63% vs. 41%).  

* About 71% of ME-only patients strongly agreed that the naming process 

had failed to result in a legitimate name.  

* Patients who said they had ME were more likely to agree that they were 

angry about the naming process (68% vs. 45%). They were much more likely 

to agree strongly that they felt angry (48% vs. 21%). 

* Patients who said they had ME were more likely to say it would be 

unacceptable for the government to start using the name SEID without 

further public dialogue (71% vs. 64%).  

* Of patients who said they had ME only, 83% said that it would be 

unacceptable for the government to start using the name without further 

public dialogue.  

Those who said that they had ME also were more likely to describe themselves as 

advocates (38% vs. 9%). 

Results by diagnosis for all patients are presented in Part 5.  

Results by diagnosis just for U.S. patients are presented in Part 6. 
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ME Concerns 

U.S. patients who stated that they had ME also were more likely than U.S. 

patients who did not say they had ME to hold particular opinions about the 

proposed name.  

The following results are for 113 U.S. patients who said they had ME, compared to 

114 U.S. patients who did not say they had ME 

* Patients who said they had ME were more likely to say that the name did 

not serve the needs of severe patients (67% vs. 40%). 

* Patients who said they had ME were more likely to say that the disease 

already has a name, myalgic encephalomyelitis (66% vs. 32%). 

* Patients who said they had ME were more likely to say that the use of the 

proposed name would result in less study of other abnormalities such as 

those of the brain (64% vs. 46%). 

* Patients who said they had ME were more likely to say the name sounded 

like the disease has just one symptom (79% vs. 61%). 

* Patients who said they had ME were more likely to say that the name 

sounded like fatigue, laziness or deconditioning (82% vs. 61%). 

* Patients who said they had ME were more likely to say that the name 

sounded like it could be a psychological illness (55% vs. 29%). 

* Patients who said they had ME were more likely to say that the name 

sounded bogus rather than scientific (59% vs. 45%). 

* Patients who said they had ME were more likely to say that it is problematic 

that the name does not point back to the history of the disease (44% vs. 

25%). 

* Patients who said they had ME were more likely to say that they didn’t like 

the acronym SEID (36% vs. 26%). 

* Patients who said they had ME were more likely to say another name 

would be much better (50% vs. 36%). 
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* Patients who said they had ME were less likely to say that there was 

nothing wrong with the name (3% vs. 9%). 

 

In addition, a smaller sample of U.S. patients (44 who said they had ME and 107 

who did not say they had ME) rated some positive statements about the name. 

* Patients who said they had ME were less likely to agree that the name 

made it clear that any exertion can be harmful to these patients (23% vs. 

38%). 

* Patients who said they had ME were less likely to say that the name would 

not be stigmatizing to patients (2% vs. 12%). 

These same basic differences were found in the entire population of patients 

(from the U.S. and other countries), but the effects tended to be smaller in 

magnitude than they were when looking just as U.S. patients. 

Again, the full comparative results for patients who did and did not describe 

themselves as having ME can be found in Parts 5 and 6 of this report. 

 

Other Chronic Neuroimmune Conditions 

Participants in Version 3 were obtained by sharing information about the survey 

on forums and mailing lists focused on people interested in other chronic 

neuroimmune conditions, including fibromyalgia, Gulf War illness, chronic/post 

Lyme, toxic mold illness and multiple chemical sensitivity (MCS).  

These people were less likely than those recruited from ME, ME/CFS and CFS 

sources to say that they had ME, ME/CFS or CFS (71% vs. 89%); were more likely 

to say that they were a former ME and/or CFS patient (5% vs. 1%); and were more 

likely to say that they had another chronic neuroimmune condition (50% vs. 30%). 

Because people who identify strongly with these other diagnoses often 

acknowledge that they also qualify for an ME, ME/CFS or CFS diagnosis, 

individuals participating in this section were not screened out by diagnosis.  
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People recruited through these other sources were less likely than those recruited 

through ME, ME/CFS or CFS sources to say that the proposed name was bad or 

very bad (54% vs. 62%). 

They were less likely to agree that the naming process had failed to result in a 

legitimate name (64% vs. 72%). 

They were less likely to feel angry about how the naming process had gone so far 

(35% vs. 51%), and more likely to feel neutral or unsure (49% vs. 32%). 

These people were a little less likely to say that it would be unacceptable if the 

government started using the name SEID without further public dialogue on the 

topic (65% vs. 73%). 

They were less likely to say that the proposed name sounded like it could be 

fatigue, laziness or deconditioning (57% vs. 66%) and less likely to say that 

sounded like it could be psychological (34% vs. 42%). 

Despite this group being a little more positive on most of the questions than the 

main survey respondents, more than half still expressed negative opinions on all 

the questions about the proposed name and the naming process.  

In addition, these respondents were less likely than the main respondents to say 

that the proposed name was better than ME/CFS (12% vs. 21%) and less likely to 

say that it was better than CFS (31% vs. 55%). 

The full results for people recruited from sources focusing on related diagnoses 

are summarized in Part 7 of this report. 

 

U.S. vs. Other Countries 

This analysis looked at whether there were differences in responses between 

participants from the U.S. (400 people) and from other countries (622 people).  

Only participants of Versions 1 and 2 were included in this comparison. 

In general, the responses from participants from other countries looked very 

similar to the responses from participants from the U.S.  
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The main difference was that people from other countries tended to be a little 

less likely to hold strongly negative or strongly positive opinions about the 

proposed name or about the naming process. They were more likely to say that 

they were neutral or unsure about how they felt. 

Participants from other countries were a little less likely than U.S. participants to 

say that the proposed name sounded like fatigue, laziness or deconditioning (64% 

vs. 71%). 

They were less likely to say that the proposed name sounded like it could be a 

psychological condition (42% vs. 52%), as well as less likely to say that it sounded 

bogus rather than scientific (51% vs. 40%). 

The full results comparing responses from the U.S. to responses from other 

countries are in Part 8 of this report. 

 

Clinicians 

Only 32 people who described themselves as clinicians participated in the survey 

(any version). All but six of these individuals also described themselves as 

patients. 

These individuals’ responses are presented for comparison purposes only against 

the data from the whole survey population. These are unweighted numbers. 

Clinicians were more likely to say the name was pretty bad or very bad (69% vs. 

63%).  About 47% of clinicians said the name was very bad, compared to 39% of 

all respondents. 

Clinicians were more likely to agree that the naming process had failed to result in 

a legitimate name (89% vs. 64%).  

Clinicians were more likely than respondents as a whole to state that the 

proposed name sounded like fatigue, laziness or deconditioning (89% vs. 65%). 

Clinicians were more likely to say that the name sounded bogus rather than 

scientific (67% vs. 45%). 

Clinicians were more likely to state the proposed name sounded like it could be 

referring to a psychological condition (56% vs. 41%). 
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Finally, clinicians were more likely to express concern that the name would 

prevent other abnormalities such as those of the brain from being found (63% vs. 

53%). 

The full results for clinicians are presented in Part 9 of this report. 

 

 

Name Preferences  

An open-ended question asked participants to state their top three preferred 

names for the disease.  

The question instructed participants to imagine that the name would be 

accompanied by an acceptable definition and promised that these results would 

not be used to actually select a final name for the disease. The results conceivably 

might have been very different if the question had been phrased in a different 

way. 

At least with the question phrased this way, Myalgic Encephalomyelitis (ME) was 

by far the favorite name. It received almost as many first-choice mentions as all 

other names combined. In addition, it received substantially more than twice as 

many total mentions as any other name. 

The next most popular names were Neuro Endocrine Immune Disease (NEID) and 

Ramsay’s Disease.  

The name proposed by the IOM committee, Systemic Exertion Intolerance 

Disease (SEID), received about 10% as many first-choice mentions as did Myalgic 

Encephalomyelitis (44 vs. 370).  SEID received less than 20% as many total 

mentions as did ME-itis (98 compared to 598). 

The mentions of SEID were about the same in number as the mentions of the ME 

variant Myalgic Encephalopathy.  

Mentions of SEID were about twice the number of the mentions of ME/CFS.   

Full results about the name choices of all respondents are presented in Part 4 of 

this report. 
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A discussion of the pros and cons of a number of name choices based on the 

results of the survey is in Part 2 of this report.  

Specific name choices made by U.S. participants who said they had ME are listed 

in Part 6 of this report. 

Name mentions by participating clinicians are listed in Part 9 of this report. 



 

 

 

 

 

 

Part 2 

 

Implications 
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Overall Survey 

A large majority of survey respondents expressed negative attitudes about the 

proposed name, about the naming process involving the IOM committee, and 

about the prospect of the government adopting the proposed name. 

More than 60% of participants expressed unfavorable attitudes about the 

proposed name itself. About 16% expressed favorable attitudes. 

Between 65% and 75% of respondents expressed negative attitudes in the 

questions related to the naming process, and more than 50% stated they were 

angry about the naming process. No more than 15% of participants expressed 

positive attitudes in the any of the questions about the naming process. 

More than 70% of participants said that it would be unacceptable for the 

government to start using the proposed name without first engaging in public 

dialogue on the topic. About 20% said that it would be acceptable. 

Objections to the proposed name were varied, with many centering on the idea 

that it makes the disease seem more one-dimensional and less problematic than 

it actually is. 

Concerns that the name would result in the disease being believed to be caused 

by something other than a physiological disease process (such as laziness, fatigue, 

deconditioning or psychological problems) also were very high. 

A majority of participants stated that the name is unsuitable with regard to the 

meeting the needs of severe patients. 

Negative feelings about the proposed name were particularly high among those 

participants who said they had ME (especially U.S. participants who said they had 

ME). 

The small number of clinicians participating in the survey also were especially 

negative about the proposed name. 

A minority of participants were supportive of the naming process as well as the 

proposed name. Many of these individuals expressed gratitude for the efforts of 

the IOM committee members as well as the hope that the adoption of the 
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recommendations in the report would lead to more widespread awareness and 

acceptance of the condition as a serious disease. 

However, even among those stating this position, relatively few people expressed 

much enthusiasm for the name. Many of their comments instead suggested that 

the proposed name was merely an improvement over CFS or that it would be an 

“acceptable placeholder” until a later point in time when it could be replaced with 

a different name. 

 

Clinicians 

One argument of individuals supporting the proposed name was that it would 

lead clinicians to have a better understanding of the disease and to take the 

disease more seriously. 

These supporters made the argument that even though some patients were 

unenthusiastic about the name, it would be well-received by clinicians. 

Although the sample size of self-identified clinicians participating in the survey 

was small, those individuals were more likely to say that the name was bad than 

were survey respondents in general. 

These clinicians also were more likely than respondents in general to say that the 

name sounded like fatigue, laziness or deconditioning; that it sounded like it could 

refer to a psychological condition; and that it sounded bogus rather than 

scientific.  

In order to gain more insight into this topic, the responses of clinicians treating 

patients (physicians, physician assistants, nurse practitioners and dentists) were 

pulled from the comments section of a Medscape article discussing the IOM 

report and the proposed name. (See Part 25 of this report.) 

Almost all of the 18 clinicians who mentioned the proposed name change in their 

responses to the article suggested that it was a marketing decision designed to 

make the condition seem more serious than it actually was. None gave any 

indication that the name change would prompt them to take the illness more 

seriously or to think any differently about it. 
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Of course, these very small clinician samples may not be representative of the 

entire population of clinicians. However, this initial analysis provides no evidence 

that clinicians would respond more positively to the proposed name than patients 

have, nor does it support the contention that the adoption of the name would 

result in clinicians taking the disease more seriously. 

 

Research 

Many participants mentioned the need for quality biomedical research into the 

disease as affecting their opinion about what name should be used.  

Some respondents referred to the need for research to justify their contention 

that the proposed name should be adopted. They expressed concern that if 

objections to the name are raised, this might make it more likely that the overall 

IOM report will not be accepted and therefore that research progress will be less 

likely to ensue.  

A second group of respondents argued that promoting research is much more 

important than changing the name and that a name change has the potential of 

distracting from research. They argued that it would be best to leave the name 

wholly alone for the time being, rather than changing it to SEID or anything else. 

A third group stated the position that the IOM definition is not specific enough to 

be used for research purposes and that, if adopted, it would lead to research that 

would fail to find important abnormalities. These people argued that a narrower 

definition needs to be adopted for research purposes – either instead of the 

IOM’s proposed definition, as a research definition to sit alongside IOM’s clinical 

definition, to point to a specific subgroup of patients with more severe illness, or 

as a new U.S. disease category totally separate from the established broader 

category. A narrower definition would appropriately have the name ME (or 

possibly Ramsay’s Disease) associated with it, many of these people suggested. 

 

ME  

Analysis of the quantitative survey data as well as of the open-ended comments 

suggests that a high percentage of survey respondents (possibly at least half of all 
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participants) consider ME to be not just an alternative name for what the 

government has historically called chronic fatigue syndrome, but rather an 

established disease category of its own. 

Many of these individuals pointed to the history and research literature of ME, to 

the recognition of ME as a neurological disease separate from CFS by the World 

Health Organization (WHO), and to ME consensus criteria definitions as support 

for the idea that ME should be considered to be a wholly established disease of its 

own. 

A number of comments referred to continued frustration or anger over the fact 

that the U.S. government created a new disease category (chronic fatigue 

syndrome) in 1988, rather than recognizing ME (which at the time had been the 

subject of more than a hundred papers in medical journals and already was 

recognized by WHO).  

This 1988 CDC committee decision is widely viewed among many patients and 

advocates as at best an imperialistic U.S. adventure in which knowledge 

generated in other countries was blithely discarded, and at worst a purposeful 

obfuscation in which the government intentionally hid an extremely serious 

disease by burying it under something trivial. These perspectives were evidenced 

in many of the survey comments, especially those mentioning ME or the Lake 

Tahoe epidemic. 

Many survey comments stated or implied that the IOM’s recommendation of a 

new name and a broader definition than has been previously used for ME was a 

continuation of U.S. government policy negligent in recognizing ME. 

Despite the fact that the U.S. government thus far has not officially recognized 

ME (only ME/CFS and CFS), nearly half of the U.S. patients participating in the 

survey stated that they had ME. Those people tended to be particularly negative 

about the name proposed by the IOM committee as well as about the naming 

process. 

A little less than a quarter of all U.S. patients surveyed rejected both the ME/CFS 

and CFS diagnoses, stating that they had only ME. These people were the most 

negative of all about both the proposed name and the naming process. 
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Unfortunately, this survey did not collect information from participants on level of 

illness.  

However, in general the term ME often is used to refer to more severely affected 

sufferers who have many serious symptoms in addition to post-exertional 

malaise. This is how the disease is described in the International Consensus 

Criteria (ICC), for example. 

Patients in this survey who identified themselves as having ME were more likely 

to express the opinions that the name did not serve the needs of severe patients, 

that the name sounded like the disease has just one symptom, and that the use of 

the name would result in other abnormalities such as those of the brain being less 

studied. 

In addition, patients who said they had ME were less likely to agree that the name 

makes it clear that any exertion can be damaging. This may be related to severity 

level as well, since severe patients can be harmed by even trivial levels of activity 

(such as venturing to the bathroom) that likely would not be inferred by most 

people first encountering the term “exertion intolerance.” 

Many of the comments by those supporting the official recognition of ME made 

reference to patients who are extremely ill and expressed anger that the broad 

government definitions had resulted in these individuals’ needs being overlooked.  

Participants supporting the recognition of the disease of ME by the U.S. 

government seem to be mostly in agreement that that disease should properly be 

called ME if and when that official recognition occurs. 

However, many of these individuals expressed the strong belief that the name ME 

should never be used to refer to any broader condition, such as the one identified 

by the Fukuda criteria.   

A number of individuals stated in their survey comments that it would be 

inappropriate to link the term ME to the proposed IOM definition. In addition, at 

least a dozen people approached the researcher personally to express this 

position during the development phase of the survey project. 



Implications 

34 
 

On the other hand, many participants objected vigorously to the IOM report’s 

contention that ME is an inappropriate name in general for this sort of disease, 

due to its mentions of pain and brain inflammation.  

Many comments pointed to recent research suggesting that brain inflammation 

actually does exist in this type of condition.  

Other participants stated in their comments that they were convinced that their 

own brains were inflamed.  

Some participants stated that pain is a critical and virtually universal characteristic 

of the illness, and criticized the IOM’s proposed definition for not mentioning 

pain.  

Other comments presented the argument that regardless of whether the term 

myalgic encephalomyelitis is accurate from a technical point of view, it is the 

established name of an established disease and thus can or should be used to 

refer to that condition. 

In general, the results of this survey do not suggest that the adoption of the 

recommendations in the IOM report will result in participants who consider 

themselves to have ME or who support the recognition of ME feeling in any way 

satisfied. 

Many or most of these individuals appear to feel strongly that neither the 

proposed definition nor the proposed name will serve the needs of severe 

patients with a wider variety of symptoms (e.g. those patients who qualify for an 

ICC ME diagnosis). 

In addition, the high level of negative emotion expressed by many of these 

individuals in their comments - as well as the strong level of agreement by ME 

patients on the survey question about feeling angry about the naming process - 

suggests that these people may be unlikely to let the matter drop any time soon. 

Two fairly new community advocacy groups – ME Action Network and ME 

Advocacy – have stepped up their activities supporting the ME concept since the 

IOM report was released, for instance. 

 



Implications 

35 
 

IOM Report Supporters 

Another group of individuals (including a number of prominent ME/CFS 

advocates) expressed the opinion both in the survey comments and elsewhere 

that government and societal acceptance of the IOM report’s recommendations 

has the potential of resulting in increased research, improved funding, better 

clinical care, and easier disability approval for those afflicted with this sort of 

disease.  

Many of these individuals expressed the opinion that the community thus should 

do what it can to support the report. 

Roughly 20% of survey participants seemed to be at least somewhat in agreement 

with this viewpoint. 

A current conflict in the patient and advocacy community thus seems to be 

between those individuals favoring the unqualified support of the IOM report and 

those who believe that the report does not go far enough to be of any substantial 

benefit to more severely affected patients (e.g. those who have ME). 

This conflict can be seen in survey comments as well as in other public comments 

by ME and ME/CFS advocates. (See Part 23 on Community Voices, for instance.) 

Feelings about the proposed name and about name alternatives need to be 

considered in light of that broader conflict.  

For instance, some people supporting the acceptance of the IOM report and 

proposed criteria favor the adoption of the proposed name to go along with that. 

Many of these people acknowledge openly that they do not think that the name is 

a particularly good one but argue that it should be adopted anyway, because they 

fear that if it is not accepted the rest of the report may be not be accepted either. 

Others who in general are positive about the report and the criteria openly 

oppose the adoption of the proposed name. 

Most people who are in opposition the adoption of the IOM criteria and who 

favor a more traditional ME definition seem generally to oppose the use of the 

name SEID regardless of what definition is used, because it does not in their 

opinion appropriately describe the condition experienced by severe patients.   
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Some of these individuals also oppose the idea of using ME to refer to the 

collection of patients defined by the IOM’s proposed criteria, since they believe 

that ME should only be associated with a traditional narrower definition. 

  

Considering SEID 

Some survey participants said that they liked the words “disease” and “systemic” 

in the proposed name. A few others said that the name summarized what their 

own illness experience has been like.  

As mentioned, some people expressed support of this name as part of their 

overall support of the IOM report. 

About half the respondents agreed that SEID would be a better name than CFS.  

Others argued that CFS actually was better due to widespread existing recognition 

of it, to its historical association with the Tahoe epidemic, to the established 

medical research literature on it, or to its simplicity. 

Despite the fact that some participants were favorable about the proposed name 

SEID, a large majority expressed the opinion that it was neither a good name nor a 

legitimate name for the disease. 

Therefore, if the government chooses to adopt the name SEID, it likely should 

anticipate a high level of dissatisfaction about that decision from the patient and 

advocacy community.  

The results of this survey as well as the results of other surveys (see Part 24 of this 

report) suggest that the name SEID likely would be no more accepted by the 

patient community than CFS has been, and that it likely would be much less 

accepted than ME/CFS has been. 

In addition, as of yet there is no evidence that the name SEID will be helpful in 

terms of getting clinicians to take the disease more seriously or to understand 

what the disease is like. The analysis in this report actually hints that the contrary 

may be true.  

If improving clinicians’ attitudes about the disease is a main goal of the proposed 

name change, then more research needs to be done to ensure that clinicians 
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indeed will respond positively to the name prior to going forward with the 

change. 

 

Considering ME  

The survey asked participants to choose their top three names for the disease, 

with the caveat that an acceptable definition would be adopted to go along with 

the name.   

In addition, the instructions for this question specifically said that the goal of this 

exercise was not to choose a final name for the disease, but rather just to get a 

preliminary idea of what people were thinking in terms of names. 

With those caveats in place, ME was the runaway favorite name in terms of both 

first-choice mentions and general mentions in this survey. 

The popularity of this name can be accounted for by several factors. 

Many people believe ME to be the “real” name of the core disease that is at the 

base of the government’s broad CFS category. These people point to WHO 

recognition as well as the more than a hundred papers published in the medical 

literature about ME prior to “CFS” being adopted in 1988 as evidence that ME is 

the real thing and that CFS is merely a simulacrum of that real thing. 

The fact that the name is in Latin and that it sounds like a serious condition also is 

liked by many people. 

On the other hand, at least some clinicians (such as some of those commenting 

on the Medscape article) strongly object to the term ME, saying that it is 

medically inaccurate and that it scares people who do not have anything 

noteworthy into thinking that they are truly sick. 

Since people who qualify for established ME definitions such as the ICC actually 

are truly sick (some desperately so), the fact that the name sounds serious and 

scary could be viewed as a strong reason to put it into use.  

However, it seems that the name would be much more effective at changing 

clinicians’ perceptions that this is not a very serious condition if stronger evidence 
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showing that brain inflammation actually is present in these patients already were 

established in the literature.  

Although there are some studies showing brain inflammation in the literature 

now, these are not perceived to be conclusive by many medical professionals. 

Another problem is that many people who believe that ME is the “real” name of 

the disease are strongly opposed to the idea of ME being used to refer to the 

condition identified by the proposed IOM criteria. The name ME should be 

reserved for a more specific condition, these people stated. 

Insofar as the IOM definition is adopted without changes, many ME advocates 

plan to continue to lobby for the adoption of ME (criteria and name) as a separate 

condition or as an official subgroup.  

Other people suggested that ME would be the right name for the condition 

described by the IOM definition if - and only if - brain inflammation can be 

conclusively demonstrated to be present in at least some cases. People taking this 

position expressed the belief that more research needs to be done before the 

decision about whether to adopt or discard the name can be made. 

All of this suggests that despite the very high level of popularity of the name ME 

in this community, changing the official name from ME/CFS to ME at this moment 

in time should not be automatically assumed to be the right decision. 

On the other hand, the general popularity of the name ME means that taking 

steps that seem to be associated with the permanent rejection of the name – 

such as discarding the term ME/CFS and adopting a totally different name – may 

not be considered acceptable either. 

 

Considering ME/CFS 

ME/CFS is a name that began being used by many advocates and professionals 

during the past decade. Some government agencies (HHS and NIH) have followed 

suit within the past 18 months.  

To at least some extent, ME/CFS has all the drawbacks of both ME and CFS. In 

addition, it is longer than either when spelled out. 
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An even bigger issue is the lack of clarity with regard to exactly what is meant by 

the government’s new use of the term. 

Some ME advocates have expressed objections or doubts about the term 

“ME/CFS” in general, stating concerns that the government’s use of it may 

suggest that ME is just another name for its broad CFS category. 

Nonetheless, many patients and advocates seem to perceive ME/CFS to be a 

more acceptable term than CFS, and it now is in fairly wide usage. 

The results of this survey suggest that most respondents (including those who say 

they have ME) prefer ME/CFS to either SEID or CFS. 

Survey comments as well as more general comments suggest that people who 

support the U.S. acceptance of the disease of ME seem to be of two minds about 

the use of the term “ME/CFS.”  

Insofar as this term is taken to suggest that ME is just another name for the 

condition that the government already recognizes (e.g. defined by the Fukuda 

criteria), many supporters of the ME concept state that they object strenuously to 

the use of ME/CFS. 

On the other hand, if the term is instead taken to point to something like “the 

government’s broad entity of CFS, which includes patients with ME even though 

the government thus far has declined to look at these unfortunate individuals 

specifically,” many (though not all) supporters of the ME concept seem to feel 

that the use of this term is at least somewhat acceptable. 

A number of respondents pointed out in their comments that the government has 

not officially adopted ME/CFS as the name of the disease and that it is unclear 

how the government is defining this term. 

Other people suggested in their survey comments that they perceive ME/CFS to 

be a hybrid term or a transition term that is good enough for the present but 

likely eventually should be changed. 
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An additional cited problem with ME/CFS is that because it is not the official name 

of the disease, it is not currently being used consistently either by the 

government or by the news media.  

For instance, just within the past month, one article about the IOM report in The 

New York Times used the term ME/CFS, while another article on the same topic in 

that same paper used the term CFS. HHS and NIH seem to mostly be using 

ME/CFS, but the CDC website still refers to CFS. 

Insofar as ME/CFS is selected as the temporary or permanent name of the 

disease, the formal adoption and consistent use of it by the government may be 

an important consideration.  

In addition, a statement by the government regarding exactly what it means by 

the term would be helpful in increasing clarity. 

For instance, if the government were to state that the broad category of ME/CFS 

includes both the narrower category of ME that is recognized by WHO as well as 

additional individuals at a less severe level of illness, that might be helpful in 

conveying to patients and advocates that the government is not trying to stamp 

the established disease of ME out of existence or working to hide the fact that 

some people are extremely severely ill with the disease. 

 

Considering Neuro Endocrine Immune Disease (NEID) 

This name alternative emerged as a contender during the past few weeks, in 

response to the IOM report’s mention that ME might not be an appropriate name 

due to the lack of solid proof in the medical literature about the presence of brain 

inflammation. 

NEID gained popularity subsequent to the suggestion by some people in the 

community that naming the disease after a person might not be considered 

acceptable by the U.S. government and/or by WHO. 

NEID was the second-most popular choice in both this survey and in the Health 

Rising survey.  
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This name mentions neurological as well as immune system problems, both of 

which are supported by the literature and are important to many patients. 

Hormonal abnormalities have been demonstrated in the literature as well. 

One concern about this name is that it may not be perceived as specific enough to 

refer just to the entity that is now called ME/CFS. Certain other recognized 

diseases (such as autism and GWI) also include abnormalities in all these 

categories, for instance. 

This name also does not cover all of the possibly most important abnormalities in 

this disease. It leaves out the circulatory abnormalities that are well-established in 

the literature, for instance. Mitochondrial abnormalities and cytokine 

abnormalities also are left out. 

In addition, insofar as a descriptive name with more than two words is adopted, it 

may be more successful if it has an acronym that can be easily remembered and 

preferably that obviously spells a pronounceable word (for example, AIDS). 

Although many survey participants listed NEID as one of their name choices, 

almost no one brought this name up in their other comments on the survey.  

Participants were much more likely in their comments to discuss their belief that 

Ramsay’s Disease would be a good name, or to explain why they thought that the 

name should remain ME/CFS for the time being, or to elaborate on the need to 

call the disease ME. 

In addition to NEID, survey participants suggested a wide variety of other names 

mentioning affected systems or abnormalities of the disease. 

Most of these names incorporated just a few core concepts: brain, cognition or 

neurological problems; immunological problems; mitochondrial or energy-

production problems; pain; inflammation; post-exertional malaise; and/or 

environmental toxicity. The words “systemic,” “multi-systemic” and “disease” 

often were used. 

Conceivably, some of these concepts could be combined into a new name that is 

both appropriately descriptive of the illness and that has a good acronym. 

On the other hand, many respondents suggested that it may simply be too early 

to decide on this kind of name and that waiting until research provides a more 
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definite understanding of the etiology could eventually yield a much better name 

of this type. 

 

Considering Ramsay’s Disease 

The possibility of using Ramsay’s Disease for this illness began being discussed a 

little more than a year ago, subsequent to it being proposed by Dr. Derek 

Enlander.  

Ramsay’s Disease was the third-most popular choice in this survey overall, and 

the second-most popular choice among U.S. patients describing themselves as 

having ME. 

Ramsay’s Disease also was frequently cited in the general survey comments as a 

good name alternative. 

Melvin Ramsay was the physician who was most involved in studying the Royal 

Free Hospital outbreak in London in the 1950’s. Although Dr. Ramsay did not coin 

the term ME, he brought it into general usage and then studied the illness 

intensively over the next few decades. 

Ramsay’s Disease therefore is a name that has the advantage of being specifically 

linked to ME, but that does not have the apparent problems that likely would be 

associated with adopting ME as the name at this moment in time. 

For instance, a number of ME advocates stated that it might be acceptable to use 

Ramsay’s Disease to refer to the people identified by the criteria proposed by the 

IOM, since this would suggest that these people had something closely related to 

ME without diluting the more specific existing definitions of the term ME itself. 

The use of Ramsay’s Disease also would skirt the issue of whether brain 

inflammation is present in the disease and would imply nothing about etiology. If 

this term were adopted as the name, it would be appropriate to continue using it 

regardless of what subsequent research revealed, many participants argued. 

Some people said they strongly preferred Ramsay’s Disease to Myalgic 

Encephalomyelitis in general, because it is easier to remember, spell and say.  
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The biggest potential downside of Ramsay’s Disease seems to be the possibility 

that it might not be considered an acceptable name by the U.S. government or by 

WHO.  

Diseases have usually been named after the first doctors who discovered them, 

rather than after the doctors who intensively studied them later on. In addition, 

the trend possibly seems to have moved away from naming diseases after people 

at all in recent years. 

In addition, there is an existing condition involving herpes zoster called Ramsay 

Hunt Syndrome. The use of Ramsay’s Disease for this disease therefore might be 

perceived as too confusing, though conceivably Melvin Ramsay’s Disease or some 

other variant could be used to distinguish this disease from the existing condition. 

One ME advocate commented privately that the term Ramsay’s Disease might 

only be acceptable if it were accompanied by the Ramsay criteria for the disease. 

This position was not expressed in the survey comments about this name, 

however. 

The first person to describe an ME outbreak was Dr. Alexander Gilliam of the LA 

County Hospital epidemic in the mid-1930’s, and Gilliam’s Disease did receive a 

few mentions in this survey.  

Other physicians and locations associated with ME outbreaks (including Bell 

Cheney Peterson Disease, Royal Free Disease and Tahoe Disease) also were 

suggested by a small percentage of participants as possible names for the disease. 

Although Nightingale’s Disease was mentioned a few times, some survey 

participants pointed out that there is no conclusive proof that Florence 

Nightingale actually had this disease.  

At least so far, no other names mentioning physicians or patients have generated 

anywhere near the level of community enthusiasm that Ramsay’s Disease has.  

Although further study would be needed to verify this, the results of this survey 

seem to suggest that the name Ramsay’s Disease might be widely accepted, used 

and liked by most members of this community if it were officially adopted. 

Therefore, investigating whether the U.S. government, other governments and 

WHO would be willing to adopt this term may be worth doing. 



Implications 

44 
 

Another suggestion was that Ramsay’s Disease conceivably could be adopted as 

the nickname of the disease by everyone in the community and then used 

consistently to refer to it, regardless of what the government chooses to call the 

disease.  

The widespread use of the term “Lou Gehrig’s Disease” as an alternative name to 

ALS provides some precedence for this possibility.  

Insofar as specialist doctors, researchers, organizations, advocates and patients all 

started using the term Ramsay’s Disease as a nickname for the disease on a 

regular basis, it seems reasonably likely that other clinicians, the media and the 

general public might follow suit.  

If that happened, conceivably the government eventually might make Ramsay’s 

Disease the official name as well.  

 

Considering Myalgic Encephalopathy 

The final name that received more than a few mentions in this survey is the ME 

variant Myalgic Encephalopathy.  

This name has the benefit of likely being less controversial than Myalgic 

Encephalomyelitis, since evidence that brain abnormalities are present in the 

disease is much more well-established than is evidence that brain inflammation in 

particular is present.  

Myalgic Encephalopathy was not a very popular name in this survey, however. It 

fared far less well than Myalgic Encephalomyelitis, NEID or Ramsay’s Disease, 

receiving only about as many mentions as SEID. 

Not many people elaborated on why they did not choose this name. Possibly it is 

perceived to have less historical resonance than either ME or Ramsay’s Disease; 

less simplicity than Ramsay’s Disease; and less accurate descriptiveness than 

NEID. 

It also may be that people who see brain inflammation as a core component of 

the illness believe that research eventually will validate this aspect and thus are 

disinclined to compromise on it at this time. 
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Whether Myalgic Encephalopathy would be an accepted name in this community 

was not examined in this survey. It does not seem to be a name that people are 

terribly enthusiastic about, however. 

 

Next Steps 

This survey was explicitly not designed to determine what name should be used 

for this disease. It only was designed to evaluate whether changing the name to 

SEID would be a good idea and to begin to explore other name possibilities. 

Although the survey results provide some insight into how people are thinking 

about various name choices, they do not definitively point to the conclusion that 

any of the names being considered would be the right one to adopt at this time. 

The results instead make it seem that all of the names being considered have at 

this time significant potential cons as well as pros. 

Based on the survey comments, it seems that many people believe that the 

definition needs to be finalized before a name can be chosen. 

Many people also suggested in their comments that it may be best to delay the 

adoption of a final name until an even later date (for instance, after more 

research is completed).  

While adopting a new interim name is a possibility, many survey participants 

suggested that this would be too confusing for all concerned. 

In general, a common theme in the comments was that the name was an 

important enough issue that jumping into a decision about it without thoroughly 

considering all the ramifications would be a mistake. 

Actively solicitation of community feedback on all proposals related to the 

selection of the name before those proposals are adopted by the government 

may be an essential component of the naming process, the results of this survey 

suggest. 

The development of additional surveys or other mechanisms to allow patients 

and advocates to have a voice in the process thus may be considered as the 

naming process continues. 
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Survey Limitations 

Whether this survey is representative of the population of individuals affected by 

this type of disease is wholly unclear. 

For instance, it has been estimated that 90% or more of people with this type of 

condition are currently undiagnosed. Virtually none of these undiagnosed people 

likely participated in the survey, and there is no way to know how they would 

have responded to the survey questions if they had participated. 

This was an online survey and participants were recruited solely through online 

sources focusing on the illness (including Facebook, Twitter, blogs, forums and 

email lists). Patients responding to this online survey thus may be different than 

the general diagnosed patient population – for instance, they may be on average 

more affluent, more educated, more technically savvy, and more involved in the 

illness community than patients who did not participate. 

In addition, some individuals specifically mentioned in their comments how 

difficult it was for them to participate in the survey due to their illness. It seems 

very likely that patients who are particularly ill might have been less likely to 

participate in this survey than were patients who are less ill. 

Whether patients who are relatively poor, uneducated, technically 

unsophisticated, detached from the illness community and/or very sick would 

have responded differently to the survey questions than did those people who 

participated is unknown. 

A known total of six patients or advocates stated either in public forums or 

privately to the lead researcher that they had decided not to participate in the 

survey. Reasons given were:  1) fear that the survey results would be used to 

increase acceptance of the IOM report among patients, 2) fear that the survey 

results would make it less likely that the IOM report’s findings would be adopted 

by the government, 3) negative opinions about the survey sponsors, 4) concern 

about survey bias, 5) general disapproval of using survey findings to influence 

public policy because “most people are idiots,” and 6) poor health.  
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Although there is no evidence that any of these reasons except poor health 

caused significant numbers of certain types of people to not participate in the 

survey, if widespread any of these reasons for not participating could have 

resulted in respondents not being representative of community members as a 

whole. 
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Survey Questions 
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QUESTION 1 

This question was asked of all participants and read as follows:  

Please click the box below that best describes your opinion about the use of 

SEID (systemic exertion intolerance disease) as the new name for this 

disease. 

 

Response options were: 

 * The name is very good 

 * The name is pretty good 

 * The name is so-so 

 * The name is pretty bad 

 * The name is very bad 
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QUESTION 2A 

Question 2A was designed to allow participants to state whether they agreed with 

negative statements that previously had been made by individuals opposing the 

name.  

Negative statements about the name were obtained from online comments made 

about the name in blogs and forums. 

Question 2A was seen only by those participating in Version 1 of the survey. They 

received the following instructions: 

 

This question is optional. Answer if you feel like it. 

 

Some people have expressed mixed or negative opinions about the 

proposed name. We want to know the reasons why.  

Since even people who like the name may have specific concerns about it, 

this question is being asked of all survey participants. 

 

Following is a list that includes a variety of comments that people have used 

to support their position that the proposed name should not be adopted. 

Check the box next to each statement if you agree that it is true with regard 

to the proposed name SEID (systemic exertion intolerance disease). 

There also are boxes toward the end of the list to be checked by those who 

do not feel there is anything wrong with the name or who are not sure. 

You can check as many boxes as you like. 
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These are the items that were listed in Version 1: 

 

*  It is too hard to remember 

*  I don’t like the acronym SEID 

* It sounds like fatigue, laziness or deconditioning 

*  It sounds like it could be a psychological illness. 

* It sounds like there’s just one symptom. 

* It will make it less likely that other abnormalities (such as those 

of the brain) will be studied. 

* It sounds bogus instead of scientific. 

* It does not serve the needs of severe patients. 

* The disease already has a name – Myalgic Encephalomyelitis. 

* It’s misleading in general 

* Another name would be better. 

* I have other concerns – specify below. 

* There’s nothing wrong with the proposed name. 

* I’m not sure. 
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QUESTION 2B 

Question 2B was designed to allow participants to state whether they agreed with 

positive statements that previously had been made by individuals supporting the 

name.  

Positive statements about the name were obtained from the IOM report and 

from online comments made about the name in blogs and forums. 

Question 2B was seen only by those participating in Version 2 of the survey. They 

received the following instructions: 

 

This question is optional. Answer if you feel like it. 

 

Some people have expressed positive opinions about the proposed name. 

We want to know the reasons why.  

Since even people who don’t like the name may feel positive about certain 

aspects of it, this question is being asked even of people who said the 

proposed name is not a good one. 

 

Following is a list that includes a variety of comments that people have used 

to support their position that the proposed name should be adopted. 

Check the box next to each statement if you agree that it is true with regard 

to the proposed name SEID (systemic exertion intolerance disease). 

There also are boxes toward the end of the list to be checked by those who 

do not feel there is anything good about the name or who are not sure. 

You can check as many boxes as you like. 
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Here are the items that were listed in Question 2B: 

 

* It conveys the full scope and complexity of the disease. 

* It conveys the severity of the disease. 

* It conveys the idea that any kind of exertion (physical, 

cognitive, emotional) can be harmful. 

* It conveys the idea that exertion can harm many organ systems 

in these patients. 

* It conveys the idea that exertion can negatively affect many 

aspects of these patients’ lives. 

* It accurately describes the core symptom of the disease. 

* It will result in doctors and researchers understanding what the 

disease is like. 

*  It will not have a stigma associated with it. 

* It is better than chronic fatigue syndrome (CFS). 

* It is better than myalgic encephalomyelitis/chronic fatigue 

syndrome (ME/CFS). 

*  It will be easy and inexpensive to put into use. 

* The fact that it was chosen by professionals makes it credible. 

*  It has other positive attributes – specify below. 

* There’s nothing good about the proposed name. 

*  I’m not sure 

 

  



Survey Questions 

54 
 

QUESTION 2C 

Question 2C asked respondents to state whether they agreed with a mix of 

positive and negative statements about the proposed name. It was asked only in 

Version 3 of the survey, which was launched late in the data-gathering process. 

The statements used were the ones receiving the highest levels of agreement by 

participants in Versions 1 and 2. 

The question read:  

 

This question is optional. Answer if you feel like it. 

 

Following is a list of statements that some people have made about the idea 

of the name SEID (systemic exertion intolerance disease) being used for this 

disease. 

For each item, check the box next to it if you believe it is true of the name. 
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Following is the list of items presented in Question 2C: 

 

* It conveys the idea that any kind of exertion (physical, cognitive, 

emotional) can be harmful. 

* It conveys the idea that exertion can harm many organ systems in 

these patients. 

*  It accurately describes the core symptom of the disease. 

*  It will encourage doctors and researchers to take the disease more 

seriously. 

*  It sounds like fatigue, laziness or deconditioning. 

*  It sounds like it could be a psychological illness. 

*  It does not serve the needs of severe patients. 

* It sounds like there’s just one symptom. 

*  It makes it less likely that other abnormalities (such as those of the 

brain) will be studied. 

*  It sounds bogus instead of scientific. 

* It is better than myalgic encephalomyelitis/chronic fatigue syndrome 

(ME/CFS). 

* It is better than chronic fatigue syndrome (CFS). 

* None of these statements are true of this name. 

*  Not sure. 
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QUESTION 3 

Question 3 was an open-ended question allowing individuals who had rated only 

negative or only positive aspects in Question 2 to volunteer additional positive or 

negative aspects. 

 

The wording for Version 1 read: 

If you have other concerns about the proposed name, please list them here.  

You can write as much as you like in this box.  

 

The wording for Version 2 read: 

If you believe there are other positive things about the proposed name, 

please list them here. 

You can write as much as you like in this box. 

 

Version 3 did not include an open-ended question here.  
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QUESTION 4 

Questions 4A, 4B, 4C and 4D were asked as a group.  

Participants in Version 1 were asked Question 4F instead of Question 4A. 

Also, participants in Version 1 were asked Question 4E instead of Question 4B. 

 

The instructions for Question 4 read: 

Please state whether you agree or disagree with these statements about 

how the naming process involving the IOM committee has been handled so 

far, resulting in the proposal of the name SEID (systemic exertion 

intolerance disease).  

You can skip to the next page if you feel you don’t know very much about 

the naming process. 
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Question 4A 

This multiple-choice question (asked in Versions 2 and 3) read as follows: 

It is appropriate for the government to listen to the IOM committee and not 

to patients about what the name should be.  

 

The possible responses were: 

 * Strongly agree 

 * Agree 

 * Neutral 

 * Disagree 

 * Strongly disagree 

 * Not sure 

 

Question 4B 

This question (asked in Versions 2 and 3) read as follows: 

Patients have been provided with plenty of input ability already during the 

naming process. 

 

The possible responses were: 

 * Strongly agree 

 * Agree 

 * Neutral 

 * Disagree 

 * Strongly disagree 

 * Not sure 



Survey Questions 

59 
 

QUESTION 4C 

This question (asked of all participants) read as follows: 

The naming process has failed to result in a legitimate name. 

 

The possible responses were: 

 * Strongly agree 

 * Agree 

 * Neutral 

 * Disagree 

 * Strongly disagree 

 * Not sure 

 

Question 4D 

This question (asked of all participants) read as follows: 

I feel angry about how the naming process has been handled so far. 

 

The possible responses were: 

 * Strongly agree 

 * Agree 

 * Neutral 

 * Disagree 

 * Strongly disagree 

 * Not sure 
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Question 4E 

This question (asked only of respondents in Version 1) read as follows: 

Patients need to have more input ability in the naming process. 

 

The possible responses were: 

 * Strongly agree 

 * Agree 

 * Neutral 

 * Disagree 

 * Strongly disagree 

 * Not sure 

 

Question 4F 

This question (asked only of respondents in Version 1) read as follows: 

It is inappropriate for the IOM committee to have the power to choose the 

name. 

 

The possible responses were: 

 * Strongly agree 

 * Agree 

 * Neutral 

 * Disagree 

 * Strongly disagree 

 * Not sure 
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QUESTION 5 

Question 5 was asked of all participants and read as follows: 

Imagine that the U.S. went ahead and started using SEID (systemic exertion 

intolerance disease) to refer to this disease without further public dialogue 

on the topic. 

Would you see that as acceptable or unacceptable? 

 

The possible responses were: 

 * Totally acceptable 

 * Somewhat acceptable 

 * Neither acceptable nor unacceptable 

 * Somewhat unacceptable 

 * Totally unacceptable 

 * Not sure 

  



Survey Questions 

62 
 

QUESTION 6 

This question was asked of all participants and read: 

 

What would you like for this disease to be called? Imagine that for the 

moment that a case definition that you find acceptable is adopted to go 

along with the name.  

This is just to get a sense of what people are thinking and to generate ideas, 

not to try to determine what the final name should be.  

You can provide up to three names. 

 

Just as a start, some name ideas recently being discussed by patients and 

advocates are below. 

Background on these names is at this link (please cut and paste into another 

window): 

 

www.paradigmchange.me/wp/proposed-names/ 

 

* Bell Cheney Peterson Disease (BCP) 

* Florence Nightingale’s Disease 

* Gilliam’s Disease 

* Myalgic Encephalomyelitis (ME) 

* Myalgic Encephalopathy (ME) 

* NeuroEndocrineImmune Disease (NEID) 

* Ramsay’s Disease (or Melvin Ramsay’s Disease) 

* Royal Free Disease 

* Sophie Mirza’s Disease 

http://www.paradigmchange.me/wp/proposed-names/
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* Systemic Exertion Intolerance Disease (SEID) 

* Tahoe Disease 

 

 

Respondents could volunteer up to three names (labeled “First Choice,” “Second 

Choice” and “Third Choice”). 
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QUESTION 7 

Question 7 requested information from all participants about occupational and 

patient status. Individuals could check more than one item. 

The included items were as follows: 

* ME Patient 

* ME/CFS Patient  

* CFS Patient 

* Former ME and/or CFS Patient 

* Patient with another chronic neuroimmune condition (such as fibro, 

GWI, Lyme, mold illness, MCS or ASD) 

* Clinician 

* Researcher 

*  Advocate 

* None of the above 

*  Not Sure 

 

 

QUESTION 8 

Question 8 requested citizenship information from all respondents. 

 

* U.S. 

* Another Country – please write the name in this box 

 

Country information also was collected for most respondents based on the 

location of the computer used to respond to the survey.  
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Introduction  

This section reports the main survey results (N = 1004), from Versions 1 and 2. 

These versions of the survey were promoted almost exclusively through forums 

and blogs directed toward ME, ME/CFS, CFS and CEBV patients.  

A number of people with these illnesses or advocating for them also shared these 

versions of the survey on social media.  

In order to compensate for bias, weighted averages were used to calculate 

response summaries in this section. 

Version 1 of the survey asked only about negative aspects about the name, while 

Version 2 of the survey asked only about positive aspects of the survey. This had 

an effect on the responses that participants gave. (See Part 10 for specifics.) 

Since a higher number of participants took Version 1 of the survey than Version 2, 

this biased the overall results. 

The weighted averages were designed to compensate for this bias by artificially 

adjusting the data so that the total numbers of participants in Version 1 and 

Version 2 were equal. 

In order to accomplish this, the number of cases in Version 2 was adjusted to 

match the number of cases in Version 1, and then the overall percentages were 

recalculated. 

For instance, in Question 1, Version 1 had 714 participants, while Version 2 had 

only 290 participants. 

The number of people stating each answer in Version 2 of this question thus was 

multiplied by 2.462 (714 divided by 290), and then the total percentages were 

recalculated.  

The numbers stated in the text (e.g. N = 1004) are the actual numbers of real 

people participating. 

 

Responses from Version 3 are not included in this section. 
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QUESTION 1 

A total of 1004 respondents from Versions 1 and 2 answered this question.  

Please click the box below that best describes your opinion about the use of 

SEID (systemic exertion intolerance disease) as the new name for this 

disease. 

 

The weighted average results were as follows: 

 

  4% The name is very good. 

12% The name is pretty good. 

20% The name is so-so. 

24% The name is pretty bad. 

38% The name is very bad. 

  3% I’m not sure. 
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In summary: 

* About 62% of participants stated that the name was pretty bad or very bad. 

About 38% of participants said that it was very bad. 

* About 16% of participants stated that the name was pretty good or very 

good. 
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QUESTION 2A 

Participants in Version 1 of the survey (N = 714) evaluated the following group of 

negative statements about the proposed name. 

Following are the percentages of people agreeing that each items was true of the 

name.  

These are actual percentages, not weighted averages. 

 

70% It sounds like there’s just one symptom. 

66% It sounds like fatigue, laziness or deconditioning 

54% It will make it less likely that other abnormalities (such as those of the 

brain) will be studied. 

54% It does not serve the needs of severe patients. 

54% The disease already has a name – Myalgic Encephalomyelitis. 

44% It sounds bogus instead of scientific. 



Main Results 

70 
 

 

 

43% It’s misleading in general 

42% It sounds like it could be a psychological illness. 

34% Another name would be better. 

26% I don’t like the acronym SEID 

21% It is too hard to remember 

14% I have other concerns – specify below. 

  5% There’s nothing wrong with the proposed name. 

  1% I’m not sure. 
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In summary: 

 

*  The highest levels of agreement (about 70%) were on the items that 1) the 

name sounded like fatigue, laziness or deconditioning and  2) the name 

sounds like there is just one symptom. 

*  About half the survey takers agreed with the following items: 1) the name 

makes it less likely that other abnormalities will be studied,  2) the name 

does not serve the needs of severe patients,  3) the disease already has a 

name – ME. 

*  About 40% of the survey takers agreed with the following items  1) the 

name sounds like it could be a psychological illness,  2) the name sounds 

bogus instead of scientific,  3) the name is misleading. 

*  About a quarter of survey takers agreed with the following items  1) the 

name was too difficult to remember,  2) I don’t like the acronym. 

*  About a third of survey takers said that another name would be much 

better. 

*  About 5% of survey takers said that there was nothing wrong with the 

proposed name. 
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QUESTION 2B 

In Version 2 (N = 269), participants were asked to rate positive comments about 

the proposed name. Here are the percentages of these respondents who stated 

that each of the statements was true.  

These are actual percentages, not weighted averages. 

 

55% It is better than chronic fatigue syndrome (CFS). 

35% It conveys the idea that any kind of exertion (physical, cognitive, 

emotional) can be harmful. 

35% It conveys the idea that exertion can negatively affect many aspects of 

these patients’ lives. 

27% There’s nothing good about the proposed name. 

22% It conveys the idea that exertion can harm many organ systems in these 

patients. 
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21% It is better than myalgic encephalomyelitis/chronic fatigue syndrome 

(ME/CFS). 

17% It accurately describes the core symptom of the disease. 

13% The fact that it was chosen by professionals makes it credible. 

11% It conveys the severity of the disease. 

11% It will result in doctors and researchers understanding what the disease is 

like. 

  9% It will not have a stigma associated with it. 

  6% It conveys the full scope and complexity of the disease. 

  4% It will be easy and inexpensive to put into use. 

  7% It has other positive attributes – specify below. 

  4% I’m not sure 
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In summary: 

 

*  About a third of survey takers agreed with the following items:  1) the name 

suggests that any kind of exertion can be harmful,  2) the name suggests 

that exertion can affect many aspects of patients’ lives. 

*  About 20% of survey takers agreed with the following items:  1) the name 

suggests that exertion can harm many organ systems in these patients,  2) 

the name accurately conveys the core symptom of the disease. 

*  About 10% of survey takers agreed with the following items: 1) the name 

conveys the severity of the disease,   2) the name will result in researchers 

understanding what the disease is like. 

*  Less than 10% of survey takers agreed with the following items: 1) it 

conveys the full scope and complexity of the disease, 2) it will not have a 

stigma associated with it,   3) it will be easy and inexpensive to put into use. 

*  About 7% of respondents stated that the name had other positive 

characteristics. 

*  A little more than 25% of respondents said there was nothing good about 

the name. 
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QUESTION 3 

This question gave individuals answering the previous question a chance to list 

other positive or negative attributes of the proposed name. 

The results of all open-ended questions on this survey are listed in Parts 12 

through 22 of this report. 
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QUESTION 4A 

Those completing Version 2 (N = 301) but not Version 1 answered the following 

question: 

It is appropriate for the government to listen to the IOM and not to patients 

about what the name should be. 

 

These are actual percentages, not weighted averages. The results may be biased 

since those answering this question had seen only positive aspects of the name 

rather than negative ones. 

 

  2% Strongly agree 

  8% Agree 

10% Neutral 

27% Disagree 

49% Strongly disagree 

  4% Not sure 
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In summary: 

 

*  About three-quarters of respondents stated that they disagreed with the 

idea that the government should listen to the IOM and not to patients 

about what the name of the disease should be. About half strongly 

disagreed. 

*  About 10% of respondents agreed that the government should listen to the 

IOM and not to patients about what the name should be. 

*  The answers to this question may be biased since these respondents saw 

only positive attributes of the name.  
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QUESTION 4B 

Question 4B was asked of participants in Version 2 (N = 295) but not participants 

in Version 1. The question read: 

Patients have been provided with plenty of input ability already during the 

naming process. 

 

These are actual percentages, not weighted averages. The results may be biased 

since those answering this question had seen only positive aspects of the name 

rather than negative ones. 

 

2% Strongly agree 

4% Agree 

12% Neutral 

29% Disagree 

40% Strongly disagree 

15% Not sure 
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In summary: 

*  About 70% of respondents disagreed that patients have been given plenty 

of ability to participate in the naming process. About 40% strongly 

disagreed. 

*  About 6% of respondents agreed that patients have been given plenty of 

ability to participate. 

*  The answer to this question may be biased since these respondents were 

shown only positive attributes of the name. 
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QUESTION 4F 

Question 4F is similar to the previous question in that it asks about whether 

patients have had enough input ability in the naming process.  

It was asked of those completing Version 1 (N = 645) but not Version 2. It read: 

 Patients need to have more input ability in the naming process. 

 

These are actual percentages, not weighted averages. The results may be biased 

since those answering this question had seen only negative aspects of the name 

rather than positive ones. 

 

52% Strongly agree 

24% Agree 

13% Neutral 

4% Disagree 

4% Strongly disagree 

4% Not sure 
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In summary: 

 

*  About three-quarters of participants agreed that patients need more input 

ability in the naming process. About half strongly agreed. 

*  A little less than 10% disagreed that patients need more input. 

*  These numbers may be biased since participants were shown only negative 

characteristics of the name.  
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QUESTION 4C 

This question was answered by 924 people in Version 1 and 2. These are weighted 

average results. 

The naming process has failed to result in a legitimate name. 

 

46%   Strongly Agree 

24%   Agree 

10%   Neutral 

8%  Disagree 

7%  Strongly Disagree 

5%  Not Sure 
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In summary: 

 

* About 70% of participants agreed that the naming process had failed to 

result in a legitimate name. Slightly less than half strongly agreed. 

* About 15% of respondents disagreed that the naming process had failed to 

result in a legitimate name. About 7% strongly disagreed. 
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QUESTION 4D 

This question was answered by 924 people in Versions 1 and 2. These are 

weighted averages. 

I feel angry about how the naming process has been handled so far. 

 

28% Strongly agree 

23% Agree 

24% Neutral 

10% Disagree 

  8% Strongly disagree 

  8% Not sure 
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In summary: 

 

* About half of respondents agreed that they were angry about the naming 

process so far. About a quarter strongly agreed. 

*  About 18% disagreed that they were angry about the naming process. 

About 8% strongly disagreed. 
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QUESTION 4E 

Question 4E was asked only of individuals in Version 1 (N = 545). It read as 

follows: 

It is inappropriate for the IOM committee to have the power to select the 

name. 

 

Since the government rather than the IOM committee actually has the power to 

select the name, this question will not be discussed further in this report. 

Reporting of this item elsewhere is discouraged. 

These are actual percentages, not weighted averages.  

 

31% Strongly agree 

23% Agree 

20% Neutral 

9% Disagree 

7% Strongly disagree 

9% Not sure 

 

  



Main Results 

87 
 

 

 

QUESTION 5 

Question 5 was answered by 1002 people in Versions 1 and 2. These are weighted 

averages. 

Imagine that the U.S. government went ahead and started using the name 

SEID (systemic exertion intolerance disease) without public dialogue on this 

topic. Would you see that as acceptable or unacceptable? 

 

55% Totally unacceptable 

17% Somewhat unacceptable 

  5% Neither acceptable nor unacceptable 

10% Somewhat acceptable 

  9% Totally acceptable 

  3% Not sure 
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In summary: 

 

*  Almost three-fourths of respondents said that it would be unaccetable for 

the government to start using the name SEID without further public 

dialogue. More than half said that it would be totally unacceptable. 

*  A little less than 20% of respondents said that it would be acceptable for 

the government to start using SEID without further public dialogue. A little 

less than 10% said that it would be totally acceptable. 
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QUESTION 6 

Please note that this section includes overall responses from Versions 1, 2 and 3 

of the survey (N = 1147). Not all participants supplied name choices. 

 

This question was asked of all participants and read: 

What would you like for this disease to be called? Imagine that for the 

moment that a case definition that you find acceptable is adopted to go 

along with the name.  

This is just to get a sense of what people are thinking and to generate ideas, 

not to try to determine what the final name should be.  

You can provide up to three names. 

 

Respondents could volunteer up to three names (labeled “First Choice,” “Second 

Choice” and “Third Choice”). 

The following name possibilities were mentioned most frequently.  

All other names received a maximum of five total mentions each.  

 

Note: The counts below incorporate variants of the names, including Melvin 

Ramsay’s Disease, Florence Nightingale’s Disease, Lake Tahoe Disease, Royal Free 

London Hospital Disease, names with the word “syndrome” instead of “disease,” 

and misspellings. All mentions of “ME” without elaboration were counted toward 

Myalgic Encephalomyelitis. 
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FIRST CHOICE MENTIONS 

Myalgic Encephalomyelitis (ME)       370 

Neuro Endocrine Immune Disease (NEID)     116 

Ramsay’s Disease           70 

Systemic Exertion Intolerance Disease (SEID)      44 

Myalgic Encephalopathy          42 

Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS)   19 

Nightingale’s Disease            7 

Gilliam’s Disease             6 

Bell Cheney Peterson Disease (BCP)          3 

Royal Free Disease            2 

Tahoe Disease             2 
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TOTAL MENTIONS 

Myalgic Encephalomyelitis (ME)       598 

Neuro Endocrine Immune Disease (NEID)     240 

Ramsey’s Disease          221 

Myalgic Encephalopathy        103 

Systemic Exertion Intolerance Disease (SEID)      98 

Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS)   45 

Nightingale’s Disease          35 

Bell Cheney Peterson Disease (BCP)        29 

Gilliam’s Disease           20 

Royal Free Disease          14  

Tahoe Disease            11 
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ADDITIONAL NAME MENTIONS 

 

Discomfort Names 

Always Pain & Tired (APAT) 

Chronic Myalgia Disease 

Chronic Pain and Fatigue Syndrome 

Chronic Pain Fatigue Disease 

Chronic Physical and Cognitive Impairment 

Chronic Undefined Pain Syndrome with Fatigue 

Chronic Widespread Pain & System Fatigue Disease 

Living Death Disease 

Pain and Tired Always (PATA) 

Painful Exhausting Stressful Trauma (PEST) 

Painful Neuro Endocrine Immune Dysfunction Syndrome 

Syndrome of Profound Weakness, Cognitive Impairment and Intractable Pain 

Systemic Chronic Pain 

 

Energy-Related Names 

Systemic Endurance Deficit Syndrome 

Systemic Energy Depletion Disease 

 

Fatigue-Related Names 

Chronic Fatigue Disease 

Chronic Fatigue and Immune Deficiency Disease 

Chronic Fatigue Syndrome (CFS) 
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Chronic Systemic Fatigue Disease 

Degenerative Fatigue Disease 

Disability and Fatigue Disorder 

Disabling Fatigue Syndrome 

Fatigabk 

Idiopathic Chronic Fatigue Disease 

Idiopathic Severe System Exhaustion Disease 

Systemic Chronic Fatigue Syndrome 

 

Immune-Related Names 

Acquired Immune Deficiency 

AIDS 

AIDS without Dying 

Chronic Fatigue and Immunodeficiency Syndrome (CFIDS) 

Chronic Endocrine Immune Dysfunction 

Chronic Immune Deficiency Disease (CIDD) 

Chronic Immune Dysfunction Disease (CIDD) 

Chronic Immune Dysregulation and Dysautonomic Dysfunction Disease 

Chronic Immune Dysfunction Syndrome (CIDS) 

Chronic Immune Reactivation Disease 

Complex Systemic Immune Disease (CSID) 

Immune Dysfunction Disease 

Immune System Broken/Haywire 

Immune Systemic Disease 
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Non-HIV AIDS 

Total Immune Dysfunction Disease 

 

Inflammation-Related Names 

Autonomic Inflammatory Disease 

Chronic Entire Body Inflammation and Exhaustion Syndrome (CEBIES) 

Chronic Inflammatory Response 

Chronic Inflammatory Response Syndrome (CIRS) 

Chronic Inflammatory Systemic Disease (CISD) 

Chronic Systemic Inflammatory Disease 

Inflammation, Fatigue, Pain Disorder 

Inflammatory Disease of the Cells 

Inflammatory Limbic Encephalopathy 

Multi System Chronic Inflammatory Disease Syndrome (MCIDS) 

Multi System Chronic Inflammatory Response Syndrome 

Neurological Inflammation Disease 

Systemic Inflammatory and Exhaustion Disease (SIED) 

Systemic Inflammatory Response Syndrome 

 

ME-Related Names 

Chronic Encephalomyelitis 

Complex ME 

Myalgic Encephalitis (ME) 
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Mitochondria-Related Names 

Acquired Mitochondrial Dysfunction 

Inflammatory Autoimmune Mitochondrial Disorder with Autonomic Dysfunction 

Mitochondrial Exhaustion (ME or MES) 

Mitochondrial Inadequacy Disease 

Multi Systemic Mitochondrial Dysfunction Syndrome 

Systemic Mitochondrial Diseases 

 

Multi-System Related Names 

Multiple Body Dysfunction 

Multiple Decreasing Functions Disorder 

Multiple Systemic Degenerative Disease 

Multi-Systemic Collapse Disorder 

Multi Systemic Infectious Disease 

Multiple Malfunction Disease 

Multiple Systemic Dysfunction Disease 

Multiple Systemic Infectious Diseases Syndrome 

Total Collapse of Mind and Body Functions (TCMB) 

 

Multi-Term Names 

ME/CFIDS 

ME/SEID 
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NEID-Related Names 

Acquired Chronic Systemic Inflammatory, Immune and Neuroendocrine 

Deficiency Disease 

Acquired Enervating Neuro Endocrine Immune Disorder 

Acquired Immune Neuro Endocrine and Mitochondrial Deficiency 

Chronic Neuroendocrine and Mitochondrial Insufficiency Disease 

Chronic Neuroimmune Dysfunction Disease 

Mitochondrial Neuro Endocrine Immune Disease 

Multisystemic Exertion Neuro Endocrine Immune Disease 

Neuroimmune Endocrine Dysfunction Disease 

Systemic Neuro Endocrine Immune Dysfunction Disease 

 

Neuro-Immune Related Names 

Chronic Multi Systemic Neuro Immune Disease 

Chronic Multisystemic Neuro Immune Dysfunction  

Chronic Neural, Immune and Muscular Disorder 

Chronic Neuro Immune Disease 

Chronic Neuro Immune Exertional Disease 

Chronic Neuro Immune System Disease 

Chronic Postural Neuro Immune Dysfunction Disease 

Immune and Neural Impairment Disease 

Intense Neurological Fatigue Syndrome 

ME Chronic Fatigue Neuro Immune Disease 

Metabolic Neuro Immune Deficiency 

Multi System Neuro Immune Disease (MSNID) 
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Nervous and/or Immune System Overreaction 

Neuro Immune Disease 

Neuro Immune Dysfunction Disease (NIDD) 

Neuro Immune Dysfunction Syndrome (NIDS) 

Neuro Inflammation Brain Disease 

Systemic Neuro-Immune Disease 

 

Neurological-Related Names 

Central Nervous System Sensitization (CNSS) 

 

Pathogen-Related Names 

Bacterial Infection 

Chronic HHV-4 

Chronic Lyme 

 

PEM-Related Names 

Chronic Systemic Exertion Disease 

Exercise Induced Chronic Fatigue Syndrome 

Multisystem Activity Intolerance Disorder (MAID) 

Post-Exertional Neuro-Immune Syndrome (PENIS) 

Neuro Endocrine Post-Exertional Intolerance 

Post-Exertional Malaise Disorder 

Post-Exertional Malaise Disease 

Systemic Activity and Stressor Intolerance Disease (SAID) 
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Systemic Chronic Relapsing Exhaustion with Exertion Disease (SCREWED) 

Systemic Post-Exertion Disease 

 

People-Related Names 

Acheson-Ramsay Disease 

Cheney Disease 

Cheney-Peterson Disease 

Dowsett’s Disease 

Gilliam-Ramsay Disease 

Hillenbrand’s Disease 

Klimas’s Syndrome 

Mirza’s Disease 

Montoya’s Disease 

Moore’s Disease 

Peterson’s Disease 

Ramsay-Gilliam Disease 

Stevens-Snell Disease 

 

Relapsing-Related Names 

Commeo Multisystem Disease 

Commeo Systemic Dysfunction Disease 

 

SEID-Related Names 

Chronic Exertion Intolerance 
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Disabling Systemic Exertional Intolerance Disease (DSEID) 

Exertion Intolerance Disease 

Neuro Immune Exertional Intolerance Disease 

Systemic Exertion Neuroimmune Disease 

Systemic Exertion Dysfunction Disease (SEDD) 

Systemic Exertion Induced Disease (SEID) 

Systemic Exertion Intolerance Syndrome 

 

Systemic-Related Names 

Chronic Systemic Disease 

Systemic and Myalgic Chronic Disease 

Systemic Autoimmune and Muscular Dysfunction Disease 

Systemic Dysfunction Disease 

Systemic Exertion Neuro Cognitive Exhaustion Disorder 

Systemic Exhaustion Disease 

Systemic Exhaustion Syndrome 

Systemic Fatigue Immune Dysfunction 

Systemic Fatigue Disorder 

Systemic Malfunction Disease 

Systemic Myalgic Encephalopathy 

Systemic Neurological Myopathic and Immune Failure Disease 

Total Systems Dysfunction 

Total System Failure 
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Toxicity-Related Names 

Bio Environmental Illness 

Biological Neurotoxic Disease 

Biotoxin Illness 

Chronic Radiation Illness 

Chronic Toxic Brain Inflammatory Response Disease 

Chronic Toxic Mold Exposure Disease 

Environmentally Induced Illness 

Environmental Illness 

Global Radiation Pollution 

Multisystemic Environmental Disease 

Multisystemic Toxicity Disease 

Mycotoxic Poisoning 

Radiation AIDS 

Toxic Mold Illness 

 

Viral-Related Names 

Post Viral Autoimmune Disease 

Postviral Neuropathy 

Viral Metabolic Syndrome 

Viral Physical Pain and Exhaustion Disorder 

 

Other Names 

Adult Onset Autism 



Main Results 

101 
 

IBS of the Body 

HPA Axis Dysregulation Disease 

Poikilimmune Opisthomyasthenia 
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Name Choice Question Summary 

 

*  This question included a caveat that the name would be accompanied by an 

acceptable definition and that these results would not be used to actually 

select a name. The results conceivably might have been very different if the 

question had been phrased in a different way. 

*  At least with the question phrased this way, Myalgic Encephalomyelitis 

(ME) was the runaway favorite name. It garnered almost as many first-

choice mentions as all other names combined. In addition, it garnered 

substantially more than twice as many total mentions as any other name. 

*  The next most popular names were Neuro Endocrine Immune Disease 

(NEID) and Ramsay’s Disease.  

*  The proposed name, Systemic Exertion Intolerance Disease (SEID), garnered 

about 10% as many first-choice mentions as did Myalgic Encephalomyelitis 

(44 vs. 370).  SEID garnered less than 20% as many total mentions as did 

ME-itis (98 compared to 598). 

*  The mentions of SEID were about the same in number as the mentions of 

the ME variant Myalgic Encephalopathy.  

* Mentions of SEID were about twice the number of the mentions of ME/CFS.   

* Most other name ideas centered around a few basic themes: names of 

doctors and patients; neurological or cognitive problems; immune system 

problems; inflammation; pain; post-exertional malaise; multi-systems 

breakdown; and environmental toxicity. The words “systemic,” “multi-

systemic” and “disease” were often used. 
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QUESTION 7 

This question (N = 1034) asked about respondents’ patient status, as well as 

whether they were a researcher, clinician or advocate.  

Participants could select more than one answer. 

These are actual percentages, not weighted averages.  

 

49% ME Patient 

46% ME/CFS Patient 

22% CFS Patient 

  1% Former ME and/or CFS Patient 

29% Patient with another chronic neuroimmune condition (such as fibro, GWI, 

Lyme, mold illness, MCS or ASD) 

  2% Clinician 

  3% Researcher 

17% Advocate 

  3% None of the above 

  1% Not sure 

 



Main Results 

104 
 

 

 

 

89% of respondents to Versions 1 and 2 stated that they had ME, ME/CFS, CFS 

or a combination. 

 

Following is the breakdown of what these patients (N = 900) said they had.  

 

36%  ME 

31%  ME/CFS 

11%  ME, ME/CFS and CFS 

10%  CFS 

  8%  ME and ME/CFS 

  3%  ME/CFS and CFS 

  0%  ME and CFS 
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Following is a summary of what U.S. patients in Versions 1 and 2 (N = 350) said 

they had.  

 

33%  ME/CFS 

25%  ME 

15%  ME, ME/CFS and CFS 

12%  CFS 

  8%  ME and ME/CFS 

  6%  ME/CFS and CFS 

  0%  ME and CFS 
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QUESTION 8 

Following is the breakdown of U.S. citizens vs. citizens of other countries (N = 

1014) for Version 1 and Version 2. These are actual percentages, not weighted 

averages. 

 

39% U.S. 

61% Other countries 
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Following is the list of source countries obtained through the computer data (N = 

982). 

 

<1% Argentina 

  6%  Australia 

14% Belgium 

  9% Canada 

<1% Czech Republic 

<1% Denmark 

<1% Dominican Republic 

<1% Finland 
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<1% France 

  2% Germany 

  1% Ireland 

<1% Italy 

<1% Japan 

<1% Mexico 

  6% Netherlands 

  1% New Zealand 

  1% Norway 

<1% Poland 

<1% Senegal 

<1% Slovakia 

  1% Spain 

  1% Sweden 

<1%  Taiwan 

<1% Turkey 

18% UK 

39% US 
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Introduction 

The goal of this section is to see whether self-reported diagnoses with regard to 

ME, ME/CFS or CFS was related to the answers that patients with these conditions 

gave. 

This section lists results for four categories of patients: 

*  ME patients (N = 503). These patients said that they had ME. Patients in this 

category also could say they had ME/CFS, CFS or both.  (Abbreviation:  

ME+) 

*  ME-only patients (N = 327). These patients said that they had ME. They did 

not say they had ME/CFS or CFS. Thus, this is a subset of the “ME patients” 

category.  (Abbreviation: ME) 

*  Non-ME patients (N = 397). These patients did not state that they had ME. 

They did state that they had ME/CFS, CFS or both. (Abbreviation: Non-ME) 

*  CFS-only patients (N = 92). These individuals stated that they had CFS, but 

did not state that they had either ME or ME/CFS. Thus, this is a subset of 

the “Non-ME patients” category.  (Abbreviation: CFS) 

 

Responses of non-patients and of patients who said that they only had other 

diagnoses than ME, ME/CFS or CFS are excluded from this section. 

This section includes weighted average data from Versions 1 and 2.  

Version 3 data is not included in this section. 
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QUESTION 1 

The results for this question look at four groups of patients: CFS-only (N = 91), 

Non-ME (N = 395), ME (N = 503) and ME-only (N = 323). These are weighted 

averages. 

Please click the box below that best describes your opinion about the use of 

SEID (systemic exertion intolerance disease) as the new name for this 

disease. 

 

      CFS  Non ME ME+  ME  

The name is very good.     7%     7%    2%   1% 

The name is pretty good.  25%  12%    9%    9% 

The name is so-so.    20%  24%  18%  19% 

The name is pretty bad.   18%  23%  25%  24% 

The name is very bad.   32%  30%  42%  44% 

I’m not sure.      4%    4%    3%    2% 

 

In summary: 

* Patients who said they had ME were more likely than patients who did not 

say they had ME to state that the proposed name was bad (67% vs. 53%). 

They also were more likely to say that the name was very bad (42% vs. 

30%). 

*  Patients who said that they had ME were a little less likely than patients 

who did not say they had ME to say that the proposed name was good 

(18% vs. 11%).   

*  Patients who did not say they had ME were more than three times as likely 

to state that the name was very good as were patients who said they had 

ME (7% vs. 2%).   
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QUESTION 2A 

Question 2A provided respondents in Version 1 the ability to state whether they 

agreed or disagreed with a series of negative statements about the proposed 

name. Here are the items that were asked: 

*  It is too hard to remember 

*  I don’t like the acronym SEID 

* It sounds like fatigue, laziness or deconditioning 

*  It sounds like it could be a psychological illness. 

* It sounds like there’s just one symptom. 

* It will make it less likely that other abnormalities (such as those of the 

brain) will be studied. 

* It sounds bogus instead of scientific. 

* It does not serve the needs of severe patients. 

* The disease already has a name – Myalgic Encephalomyelitis. 

* It’s misleading in general 

* Another name would be better. 

* I have other concerns – specify below. 

* There’s nothing wrong with the proposed name. 

* I’m not sure. 
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Question 2A was asked only of those in Version 1, and so these are actual 

percentages rather than weighted ones. 

The groups are ME only (N = 217), ME (N = 351), Non-ME (N = 263) and CFS only 

(N = 56). 

 

     CFS  Not ME ME+  ME  

Hard to remember  27%  21%  22%  23% 

Don’t like acronym  20%  22%  23%  36% 

Fatigue, laziness   52%  58%  75%  73% 

Could be psychological  29%  34%  47%  50% 

Just one symptom   55%  62%  77%  73% 

Less diverse research  39%  44%  63%  64% 

Sounds bogus   38%  41%  48%  45% 

Severe not served   41%  45%  62%  63% 

Doesn’t point back  20%  24%  41%  43% 

Name is ME    30%  37%  68%  75% 

Misleading    39%  41%  43%  43% 

Another name   32%  31%  40%  37% 

Other concerns    13%  13%  15%  13% 

Nothing wrong     9%    8%    2%    1% 

Not sure      2%    1%    1%    1% 

  



ME vs. Non-ME Results 

114 
 

In summary: 

 

*  Patients who said they had ME were more likely than patients who did not 

say they had ME to agree on the following items:  1) the name sounds like 

fatigue, laziness or deconditioning (75% vs. 55%),  2) the name sounds like 

it could be a psychological condition (47% vs. 34%),  3) the name sounds 

like there’s just one symptom (77% vs. 62%),  4) the name will result in 

other abnormalities being less studied (63% vs. 44%),  5) the name does not 

serve the needs of severe patients (62% vs. 45%),  6) the name does not 

point back to the history (41% vs. 24%), and  7) the disease already has a 

name – ME (68% vs. 37%). 

*  Patients who said they had ME were less likely than patients who did not 

say they had ME to say that there was nothing wrong with the name (2% vs. 

8%). 
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QUESTION 2B 

This question asked respondents in Version 2 to look at a list of positive 

statements about the proposed name and to mark the ones that they agreed 

were true. Here are the full items that were mentioned: 

 

* It conveys the full scope and complexity of the disease. 

* It conveys the severity of the disease. 

* It conveys the idea that any kind of exertion (physical, cognitive, 

emotional) can be harmful. 

* It conveys the idea that exertion can harm many organ systems in 

these patients. 

* It conveys the idea that exertion can negatively affect many aspects 

of these patients’ lives. 

* It accurately describes the core symptom of the disease. 

* It will result in doctors and researchers understanding what the 

disease is like. 

*  It will not have a stigma associated with it. 

* It is better than chronic fatigue syndrome (CFS). 

* It is better than myalgic encephalomyelitis/chronic fatigue syndrome 

(ME/CFS). 

*  It will be easy and inexpensive to put into use. 

* The fact that it was chosen by professionals makes it credible. 

*  It has other positive attributes – specify below. 

* There’s nothing good about the proposed name. 

*  I’m not sure 
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Question 2B was asked only of those in Version 2, and so these are actual 

percentages rather than weighted ones. 

The groups are ME only (N = 94), ME (N = 133), Non-ME (N = 110) and CFS only (N 

= 30). 

 

   CFS  Not ME ME  ME- 

Full scope     3%    4%    5%    5% 

Severity     3%    9%  10%    5% 

Any exertion  43%  36%  30%  25% 

Many aspects  27%  34%  35%  24% 

Accurate   30%  19%  14%  12% 

Pros know   23%  10%  10%    6% 

No stigma     7%  12%    5%    6% 

Better CFS   43%  55%  58%  60% 

Better ME/CFS  27%  22%  18%  10% 

Easy      3%    3%    4%    5% 

Credible   17%  15%  14%  13% 

Other positives    3%    8%    7%    7% 

Nothing good  37%  24%  30%  33% 

Not sure     7%    4%    5%    7% 
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QUESTION 4A 

This question was asked only of those in Version 2, and so these are actual 

percentages rather than weighted ones. Bias may be present since these 

respondents were asked only about positive qualities of the name. 

The groups are ME only (N = 90), ME (N = 136), Non-ME (N = 114) and CFS (N = 

33).  

It is appropriate for the government to listen to the IOM committee and not 

to patients about what the name should be.  

 

     CFS  Not ME ME  ME- 

Strongly agree     3%    4%    1%    0% 

Agree       6%    7%    9%    7% 

Neutral    15%  12%    8%    2% 

Disagree    33%  32%  22%  26% 

Strongly disagree   33%  40%  58%  64% 

Not sure    9%    5%    2%    1% 

 

In summary: 

* Patients who said they had ME were more likely than patients who did not 

say they had ME to strongly disagree that the government should listen to 

the IOM committee rather than to patients (58% vs. 40%). 

*  The difference in terms of strong disagreement on this item was even 

greater when ME-only and CFS-only patients were compared (64% vs. 33%).  
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QUESTION 4B 

This question was asked only of those in Version 2, and so these are actual 

percentages rather than weighted ones. Bias may be present since these 

respondents were asked only about positive qualities of the name. 

The groups are ME only (N = 87), ME (N = 134), Non-ME (N = 109) and CFS (N = 

33).  

Patients have been provided with plenty of input ability already during the 

naming process.  

 

    CFS  Not ME ME+  ME- 

Strongly agree    0%    1%    1%    2% 

Agree    12%    7%    3%    1% 

Neutral   15%  10%  10%  11% 

Disagree   39%  32%  27%  30% 

Strongly disagree  24%  34%  45%  44% 

Not sure     9%  16%  13%  12% 

 

In summary: 

*  Patients who said they had ME were somewhat more likely than patients 

who did not say they had ME to strongly disagree that patients had been 

provided with plenty of input ability already in the naming process (45% vs. 

34%).  

*  People who said they had ME were less likely than patients who did not say 

they had ME to agree that patients had been provided with plenty of input 

ability already in the naming process (4% vs. 8%). 
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QUESTION 4E 

This question was asked only of those in Version 1, and so these are actual 

percentages rather than weighted ones. Bias may be present since these 

respondents were asked only about negative qualities of the name. 

The groups are ME only (N = 215), ME (N = 335), Non-ME (N = 243) and CFS (N = 

51).  

Patients need more input into the naming process. 

 

     CFS  Not ME ME+  ME 

Strongly agree   34%  45%  59%  62% 

Agree     38%  28%  20%  21% 

Neutral      6%  12%  13%  10% 

Disagree    13%    8%    1%    1% 

Strongly disagree     6%    6%    3%    4% 

Not sure      2%    3%    3%    3% 

 

*  Patients who said they had ME were slightly more likely than patients who 

did not say they had ME to strongly agree or agree that patients needed 

more input into the naming process (79% vs. 73%).   

* They also were more likely to strongly agree (59% vs. 45%). 
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QUESTION 4C 

This question was asked only of respondents in Version 1 and Version 2. These are 

weighted averages. 

The groups are ME only (N = 305), ME (N = 470), Non-ME (N = 360) and CFS (N = 

88).  

The naming process has failed to result in a legitimate name. 

 

     CFS  Not ME ME  ME- 

Strongly agree   35%  41%  53%  55% 

Agree     29%  26%  21%  21% 

Neutral    19%  10%  9%    8% 

Disagree    12%  10%  7%    5% 

Strongly disagree     9%    7%  6%    5% 

Not sure      4%      6%  3%    7% 

 

In summary: 

* Patients who said they had ME were more likely than patients who did not 

say they had ME to be in strong agreement that the naming process has 

failed to result in a legitimate name (53% vs. 41%). 

*  The difference between ME-only and CFS-only patients was even greater 

(55% vs. 35%). 
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QUESTION 4D 

This question was asked of all participants in Versions 1 and 2. These are 

weighted averages.  

The groups are ME only (N = 306), ME (N = 469), Non-ME (N = 354) and CFS (N = 

89).  

I feel angry about how the naming process has been handled so far. 

 

     CFS  Not ME ME  ME- 

Strongly agree   12%  21%  34%  35% 

Agree     25%  25%  22%  25% 

Neutral    32%  26%  23%  21% 

Disagree    12%  12%    8%    5% 

Strongly disagree     7%    8%    6%    8% 

Not sure      11%    9%    8%    5% 

 

In summary: 

*  Patient who said they had ME were more likely than patients who did not 

say they had ME to state that they were strongly angry about the naming 

process (34% vs. 21%). 

*  The difference between ME-only and CFS-only patients was even higher 

(35% vs. 12%). 
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QUESTION 5 

This question was asked only of those in Version 2, and so these are actual 

percentages rather than weighted ones. Bias may be present since these 

respondents were asked only about positive qualities of the name. 

The groups are ME only (N = 326), ME (N = 502), Non-ME (N = 393) and CFS (N = 

92).  

Imagine that the U.S. government went ahead and started using the name 

SEID (systemic exertion intolerance disease) without further public dialogue 

on the topic. Would you see that as acceptable or unacceptable? 

 

     CFS  Not ME ME+  ME 

Totally acceptable   12%  10%  10%    9% 

Somewhat acceptable  11%  13%    8%    6% 

Neither     14%    6%    5%    4% 

Somewhat unacceptable  13%  17%  17%  17% 

Totally unacceptable  47%  50%  58%  62% 

Not sure    2%    3%    2%    2% 

 

In summary: 

*  Patients who said they had ME were a little more likely than patients who 

did not say they had ME to state that it would be totally unacceptable for 

the government to go ahead and start using SEID without further public 

dialogue. 
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QUESTION 7 

This question was asked of all respondents. These are actual percentages. 

The groups are ME only (N = 328), ME (N = 503), Non-ME (N = 397) and CFS (N = 

92).  

 Which of the following describes you? Please check all that apply.  

 

Following are the results. These are actual percentages, not weighted averages. 

 

       CFS  Non-ME ME+  ME 

ME Patient        0%    0%  100%  100% 

ME/CFS Patient       0%  79%  34%      0% 

CFS Patient    100%  28%  22%      0% 

Former Patient*     21%    1%    0%      0% 

Another Condition**    28%  35%  25%    20% 

Clinician        0%    2%    2%      2% 

Researcher        3%    2%    3%      2% 

Advocate        4%    6%  21%    19% 

 

 

* The full version of this option read “Former ME and/or CFS Patient” 

**The full version of this option read: “Patient with another chronic condition 

(such as fibro, GWI, Lyme, mold illness, MCS or ASD)” 
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In summary: 

*  Patients who said they had ME were more likely than patients who did not 

say they had ME to describe themselves as advocates (21% vs. 6%). 

*  Patients who said that they had ME were somewhat less likely than 

patients who said that they had only ME/CFS or CFS to say that they had 

another chronic neuroimmune condition (25% vs. 35%). 

*  More than 20% of individuals who said they had “CFS” checked that they 

were a former patient. 

  



ME vs. Non-ME Results 

125 
 

QUESTION 8 

Here is the citizenship breakdown for these four categories. 

 

    CFS  Not ME ME+  ME 

U.S.    55%  47%  32%  26% 

Another Country  45%  52%  68%  74% 
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Introduction 

The goal of this section is to see whether self-reported diagnosis with regard to 

ME, ME/CFS or CFS is related to the answers that U.S. patients gave. 

This section lists results for four categories of patients: 

*  ME patients (N = 164). These patients said that they had ME. Patients in this 

category could also say they had ME/CFS, CFS or both.  (Abbreviation:  

ME+) 

*  ME-only patients (N = 84). These patients said that they had ME. They did 

not say they had ME/CFS or CFS. Thus, this is a subset of the “ME patients” 

category.  (Abbreviation: ME) 

*  Non-ME patients (N = 239). These patients did not state that they had ME. 

They did state that they had ME/CFS, CFS or both. (Abbreviation: Non-ME) 

*  CFS-only patients (N = 34). These individuals stated that they had CFS, but 

did not state that they had either ME or ME/CFS. Thus, this is a subset of 

the “Non-ME patients” category.  (Abbreviation: CFS) 

 

Responses of non-patients and of patients who said that they only had other 

diagnoses than ME, ME/CFS and CFS are excluded from this section. 

This section includes weighted average data from Versions 1 and 2.  

Version 3 data is not included in this section. 

 

Here are the U.S. percentages for each group (N = 403 total U.S. patients): 

20% ME (ME only, not ME/CFS or CFS) 

47% ME+ (ME, other diagnoses allowed) 

53%  Non-ME (includes ME/CFS and CFS) 

  8% CFS (CFS only, not ME or ME/CFS) 
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QUESTION 1 

This question compares four groups of U.S. patients: CFS-only (N = 34), Non-ME 

(N = 239), ME (N = 163) and ME-only (N = 83). These are weighted averages. 

Please click the box below that best describes your opinion about the use of 

SEID (systemic exertion intolerance disease) as the new name for this 

disease. 

 

      CFS  Non ME ME+  ME  

The name is very good.   13%    8%    4%    0% 

The name is pretty good.    7%  12%    9%    5% 

The name is so-so.    38%  26%  17%  14% 

The name is pretty bad.   18%  25%  21%  22% 

The name is very bad.   24%  25%  48%  59%  

I’m not sure.       0%    5%    1%    0% 
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In summary: 

*  Whether U.S. patients stated that they had ME was an important predictive 

variable with regard to their expressed opinion of the proposed name. 

Almost 70% of those who said they had ME said the name was pretty bad 

or very bad, compared to 50% of those who did not say that they had ME 

About half of those who said they had ME said the name was very bad, 

compared to about a quarter of those who did not say they had ME. 

*  The disparities between those who said they only had CFS and those who 

said they only had ME were even greater. About 25% of those who said 

they had CFS only said the name was very bad, compared to 59% with ME 

only. About 13% of those with CFS only said the name was very good, 

compared to 0% with ME only. 
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QUESTION 2A 

Question 2A provided respondents in Version 1 the ability to state whether they 

agreed or disagreed with a series of negative statements about the proposed 

name. Here are the items that were asked: 

 

*  It is too hard to remember 

*  I don’t like the acronym SEID 

* It sounds like fatigue, laziness or deconditioning 

*  It sounds like it could be a psychological illness. 

* It sounds like there’s just one symptom. 

* It will make it less likely that other abnormalities (such as those of the 

brain) will be studied. 

* It sounds bogus instead of scientific. 

* It does not serve the needs of severe patients. 

* The disease already has a name – Myalgic Encephalomyelitis. 

* It’s misleading in general 

* Another name would be better. 

* I have other concerns – specify below. 

* There’s nothing wrong with the proposed name. 

* I’m not sure. 
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Question 2A was asked only of those in Version 1, and so these are actual 

percentages rather than weighted ones. 

The groups are ME only (N = 59), ME (N = 113), Non-ME (N = 114) and CFS only (N 

= 27). The total is  

 

     CFS  Not ME ME+  ME  

Hard to remember  37%  28%  22%  20%  

Don’t like acronym  26%  26%  36%  41% 

Fatigue, laziness   63%  61%  82%  86% 

Could be psychological  19%  29%  55%  64% 

Just one symptom   56%  61%  79%  73% 

Less diverse research  37%  46%  64%  71% 

Sounds bogus   37%  45%  59%  66% 

Severe not served   30%  40%  67%  75% 

Doesn’t point back  19%  25%  44%  54% 
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Name is ME    26%  32%  66%  75% 

Misleading    46%  43%  45%  51% 

Another name   37%  36%  50%  51% 

Other concerns   19%  15%  24%  24% 

Nothing wrong   11%    9%    3%    2% 

Not sure      0%    1%     2%    0% 
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In summary: 

*  Those who said they had ME tended to agree more with almost all of these 

negative attributes than did those who did not say they had ME In almost 

all cases, the differences between CFS-only and ME-only patients were 

even more dramatic. 

*  The differences were especially large on some of the items, however.  

These included concerns that  1) the name did not serve the nees of severe 

patients (range: 30 to 79%);  2) research on other abnormalities was less 

likely to take place (range: 37 vs. 74%);  3) the name makes the disease 

sound like it could be psychological (range: 19 to 64%);  4) the name sounds 

bogus rather than scientific (range: 37 to 66%);   5) the name doesn’t point 

back to the history (range: 19 to 64%).  

* Those who said they had ME also were much more likely to say that the 

disease already had the name of ME (range: 25 to 75%). 

*  Patients who said they had ME also were somewhat more likely to say that  

1) they don’t like the acronym (range: 26% to 41%);  2) the name sounds 

like fatigue, laziness or deconditioning (range: 63 to 86%);  3) the name 

sounds like there is just one symptom (range: 56 to 73%); and  4) another 

name would be better (range: 37 to 51%). 
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*  Patients who said they had ME were less likely to state as an objection that 

the name was hard to remember (range: 20 to 37%). 

*  Patients with ME were less likely to say that the name had nothing wrong 

with it (range: 2 to 11%). 
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QUESTION 2B 

Question 2B provided respondents in Version 2 the ability to state whether they 

agreed or disagreed with a series of positive statements about the proposed 

name. Here are the items that were included: 

 

* It conveys the full scope and complexity of the disease. 

* It conveys the severity of the disease. 

* It conveys the idea that any kind of exertion (physical, cognitive, 

emotional) can be harmful. 

* It conveys the idea that exertion can harm many organ systems in 

these patients. 

* It conveys the idea that exertion can negatively affect many aspects 

of these patients’ lives. 

* It accurately describes the core symptom of the disease. 

* It will result in doctors and researchers understanding what the 

disease is like. 

*  It will not have a stigma associated with it. 

* It is better than chronic fatigue syndrome (CFS). 

* It is better than myalgic encephalomyelitis/chronic fatigue syndrome 

(ME/CFS). 

*  It will be easy and inexpensive to put into use. 

* The fact that it was chosen by professionals makes it credible. 

*  It has other positive attributes – specify below. 

* There’s nothing good about the proposed name. 

*  I’m not sure  
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Question 2B was asked only of those in Version 2, and so these are actual 

percentages rather than weighted ones. 

The groups are ME (N = 44) and Non-ME (N = 107). The sample sizes for the CFS-

only and ME-only groups were too small for them to be included in this analysis. 
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    Non-ME  ME  

Full scope      4%     5%    

Severity      8%   16%    

Any exertion   38%   23% 

Harm organ systems  21%   23%  

Many aspects    34%   39%  

Accurate    19%   11%   

Pros know      8%     7%   

No stigma    12%     2% 

Better CFS    55%   57% 

Better ME/CFS   22%   21% 

Easy     3%   2% 

Credible    15%   11%  

Other positives   8%   9%  

Nothing good   24%   32% 

Not sure    4%   5% 

 

In summary: 

*  Patients who said they had ME were less likely to agree that the name 

makes it clear that any amount of exertion can cause harm to these 

individuals (23% vs. 38%). 

*  Patients with ME were less likely to agree that there would be no stigma 

associated with the name (2% vs. 12%). 

  



US ME vs. Non-ME Results 

139 
 

 

 

QUESTION 4A 

This question was asked only of those in Version 2, and so these are actual 

percentages rather than weighted ones. Bias may be present since these 

respondents were asked only about positive qualities of the name. 

The groups are ME only (N = 23), ME (N = 45) and Non-ME (N = 114). The sample 

size for CFS-only patients was too small to be included in this analysis. 

It is appropriate for the government to listen to the IOM committee and not 

to patients about what the name should be.  

 

     Not ME ME+  ME 

Strongly agree     4%    4%    0% 

Agree       7%    7%    0% 

Neutral    12%    9%    4% 

Disagree    32%    4%    4% 

Strongly disagree   40%  73%  91% 

Not sure      5%    2%    0% 
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In summary: 

*  Patients who said that they had ME were more likely than patients who did 

not say they had ME to strongly disagree that it was appropriate for the 

government to listen to the IOM and not to patients about what the name 

should be (73% vs. 40%). 

*  Patients who said that they only had ME were even more likely to strongly 

disagree (91%). 

*  Many of the patients in the non-ME group marked that they disagreed with 

this statement rather than that they strongly disagreed. 
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QUESTION 4B 

This question was asked only of those in Version 2, and so these are actual 

percentages rather than weighted ones. Bias may be present since these 

respondents were asked only about positive qualities of the name. 

The groups are ME only (N = 23), ME (N = 47) and Non-ME (N = 109). The sample 

size for CFS-only patients was too small to be included in this analysis. 

Patients have been provided with plenty of input ability already during the 

naming process.  

 

     Not ME ME+  ME 

Strongly agree     9%    4%    8% 

Agree       7%    6%  17% 

Neutral    10%    13%    4% 

Disagree    32%    6%    8% 

Strongly disagree   33%  60%  61% 

Not sure     16%  11%    4% 
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* Patients who said they had ME were much more likely than patients who 

did not have ME to strongly disagree that that they had had plenty of input 

ability about the name already (60% vs. 33%). 

*  Those who did not have ME were more likely to state that they disagreed 

rather than strongly disagreed. 
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QUESTION 4E 

This question was asked only of those in Version 1, and so these are actual 

percentages rather than weighted ones. Bias may be present since these 

respondents were asked only about negative qualities of the name. 

The groups are ME only (N = 60), ME (N = 113), Non-ME (N = 104) and CFS (N = 

23).  

Patients need more input into the naming process. 

 

     CFS  Not ME ME  ME 

Strongly agree   30%  40%  64%  68% 

Agree     39%  31%  13%  15% 

Neutral      9%  14%  17%  12% 

Disagree    13%    7%    1%    1% 

Strongly disagree     4%    5%    3%    2% 

Not sure      4%    3%    3%    2% 
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In summary: 

*  Patients who said they had ME were more likely than those who did not say 

they had M.E to say that they strongly agree that more input ability with 

regard to the name was needed (64% vs. 50%).  The differences were even 

greater between those who said they only had ME and those who said they 

only had CFS. 

*  Many of those who did not say they had ME said that they agreed rather 

than strongly agreed that patients needed to have more input. 
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QUESTION 4C 

This question was asked of those in Versions 1 and Version 2. These are weighted 

averages. 

The groups are ME only (N = 71), ME (N = 155), Non-ME (N = 221) and CFS only (N 

= 25).  

The naming process has failed to result in a legitimate name. 

 

     CFS  Not ME ME+  ME 

Strongly agree   16%  41%  63%  71% 

Agree     38%  27%  15%  12% 

Neutral    18%  10%    8%    7% 

Disagree      0%  10%    5%    3% 

Strongly disagree   16%    7%    8%    7% 

Not sure    12%    4%    2%    0% 
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In summary: 

*  Patients who said they had ME were more likely than patients who did not 

say they had ME to agree strongly that the naming process had failed to 

result in a legitimate name (41% vs. 63%). 

*  The disparity between ME-only patients and CFS-only patients was even 

greater on this question (71% vs. 16%). 

*  Many of those who did not say they had ME agreed rather than strongly 

agreed that the naming process had failed to result in a legitimate name.  
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QUESTION 4D 

This question was asked of those in Versions 1 and Version 2. These are weighted 

averages. 

The groups are ME only (N = 82), ME (N = 156) Non-ME (N = 221) and CFS only (N 

= 31).  

I feel angry about how the naming process has been handled so far. 

 

     CFS  Not ME ME  ME 

Strongly agree   20%  21%  48%  53% 

Agree     23%  24%  20%  21% 

Neutral    20%  25%  18%  12% 

Disagree    18%  15%    7%    3% 

Strongly disagree   14%    8%    6%    8% 

Not sure    6%    7%    7%    3% 
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In summary: 

*  U.S. patients who said they had ME were much more likely than patients 

who did not say they had ME to strongly agree that they felt angry about 

the naming process (48% vs. 21%). The difference was even greater 

between ME-only and CFS-only patients (53% vs. 20%). 

*    US patients who said they had ME also were more likely to say that they 

either agreed or agreed strongly that they felt angry (68% vs. 45%).  



US ME vs. Non-ME Results 

149 
 

 

 

QUESTION 5 

This question was asked of those in Versions 1 and Version 2. These are weighted 

averages. 

The groups are ME only (N = 81), ME (N = 163), Non-ME (N = 238) and CFS only (N 

= 34).  

Imagine that the U.S. government went ahead and started using the name 

SEID (systemic exertion intolerance disease) without further public dialogue 

on the topic. Would you see that as acceptable or unacceptable? 

 

     CFS  Not ME ME+  ME 

Totally acceptable   13%  11%  12%  6% 

Somewhat acceptable  15%  15%    8%  5% 

Neither       6%    6%    7%  5% 

Somewhat unacceptable  22%  17%  14%  11% 

Totally unacceptable  38%  47%  57%  72% 

Not sure      7%    4%    1%  1% 
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In summary: 

*  Patients who said they had ME were more likely than patients who did not 

say they had ME to say that it would be totally unacceptable for the 

government to start using the name SEID without further public dialogue 

(57% vs. 47%).  The differences between the ME-only group and the CFS-

only group were more stark (72% vs. 38%). 
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QUESTION 6 

This question was asked of all participants and read: 

What would you like for this disease to be called? Imagine that for the 

moment that a case definition that you find acceptable is adopted to go 

along with the name.  

This is just to get a sense of what people are thinking and to generate ideas, 

not to try to determine what the final name should be.  

You can provide up to three names. 

 

Respondents could volunteer up to three names (labeled “First Choice,” “Second 

Choice” and “Third Choice”). 

Following are the responses just from U.S. participants who said that they had ME 

(N = 164). 

 

  



US ME vs. Non-ME Results 

152 
 

 

 

FIRST CHOICE RESPONSES: 

Myalgic Encephalomyelitis (ME) – 73 

Ramsay’s Disease – 15 

Neuro Endocrine Immune Disease (NEID) – 14 

Systemic Exertion Intolerance Disease (SEID) – 4 

Myalgic Encephalopathy – 3 

Neuro Immune Dysfunction Disease - 2 

Acquired Enervating Neuro Endocrine Immune Disorder (AENEID) 

Chronic Fatigue and Immune Dysfunction Disease 

Chronic System Inflammatory Disease 

Global Radiation Pollution 

Klimas’s Disease 

Multi Systemic Neuro Endocrine Immune Disease 

Painful Neuro Endocrine Immune Dysfunction Syndrome 
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Polkiimune opisthomyasthenia 

Postviral neuropathy 

Systemic Autoimmune and Muscular Dysfunction Disease 

Systemic Inflammatory Disease 
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TOTAL RESPONSES: 

Myalgic Encephalomyelitis (ME) – 122 

Ramsay’s Disease – 50 

Neuro Endocrine Immune Disease (NEID) – 33 

Myalgic Encephalopathy – 17 

Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS) – 9 

Systemic Exertion Intolerance Disease (SEID) - 11 

Bell Cheney Peterson Disease (BCP) – 5 

Gilliam’s Disease – 5 

Neuro Immune Dysfunction Disease - 3 

Nightingale’s Disease - 3 

Chronic Fatigue and Immune Dysfunction Syndrome (CFIDS) – 2 

ME/CFIDS – 2 

ME/SEID – 2 
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Mirza’s Disease - 2 

Non-HIV AIDS -2 

Sytemic Neuroimmune Disease - 2 

Acheson Ramsay Disease 

Acquired Enervating Neuro Endocrine Immune Disorder (AENEID) 

AIDS 

AIDS Without Dying 

Cheney Disease 

Cheney Peterson 

Chonic Fatigue and Immune Dysfunction Disease 

Chronic Immune Deficiency Syndrome (CIDS) 

Chronic Immune Dysfunction Disease 

Chronic Epstein Barr 

Chronic Inflammation and Immune Dysfunction 

Chronic Neurological Encephalitis 

Chronic System Inflammatory Disease 

Classic Encephalomyelitis 

Common Variable Acquired Immune Dysfunction Disorder 

Complex ME 

Death Would Be Better 

Dysautonomic Neuro Immune Collapse Disease 

End of Life Disease 

Gilliam-Ramsay Disease 

Global Radiation Pollution 
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Hillenbrand’s Disease 

ICC 

Incline Village Disease 

HIV Negative AIDS 

HPA Axis Dysregulation Disease 

Idiopathic Neuro Endocrine Immune Dysfunction 

Inflammatory Limbic Encephalopathy 

Inflammatory Limbic Encepahlopathy 

Klimas’s Disease 

Lerner’s Disease 

Living Death 

ME Immune  

Mitochondrial Collapse Disease 

Mitochondrial and Aerobic Energy Dysfunction Disease 

Montoya’s  

Multi Systemic Neuro Endocrine Immune Disease 

Neuro Immune Deficiency Syndrome (NIDS) 

Neuro Endocrine Immune Dysfunction Disease 

Painful Neuro Endocrine Immune Dysfunction Syndrome 

Pain in the Ass Disease 

Polkiimune opisthomyasthenia 

Postviral neuropathy 

Radiation AIDS 

Ramsay Bell Cheney Peterson Disease 
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Ramsay’s Royal Free Disease 

Ramsay-Gilliam Disease 

Regan’s Syndrome 

Royal Free Disease 

Stevens-Snell Disease 

Syndrome of Profound Weakness, Cognitive Impairment and Intractable Pain 

Systemic Autoimmune and Muscular Dysfunction Disease 

Systemic Homeostasis Disruption Disease 

Systemic Inflammatory Disease 

Systemic Neuroendocrine Immune Disease 

Systemic Neuro Virology 

Tahoe Disease 

Volatile Triggering of Total Systems Failure 
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QUESTION 7 

This question was asked of those in Versions 1 and Version 2. These are actual 

percentages, not weighted averages. 

The groups are ME only (N = 84), ME (N = 164), Non-ME (N = 239) and CFS only (N 

= 34).  

 Which of the following describes you? Please check all that apply.  

 

Following are the results. These are actual percentages, not weighted averages. 

 

       CFS   Non-ME   ME+    ME 

ME Patient        0%      0%  100%  100% 

ME/CFS Patient      0%    75%    50%      0% 

CFS Patient    100%    35%    37%      0% 

Former Patient     21%      8%      2%      0% 

Another Condition**    29%    37%     34%    31% 

Clinician        0%      2%      4%      2% 

Researcher        6%      2%      4%      2% 

Advocate      12%      9%    38%    38% 

 

 

* The full version of this option read: “Former ME and/or CFS Patient”  

** The full version of this option read: “Patient with another chronic condition 

(such as fibro, GWI, Lyme, mold illness, MCS or ASD)” 
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In summary: 

*  Patients who said they had ME were more likely than patients who did not 

say they had ME to state they were advocates (38% vs. 9%). 

*  Patients who said they had ME were less likely to state that they were 

former patients than those who didn’t say they had ME (2% vs. 8%). The 

difference was stronger between ME-only and CFS-only patients (0% vs. 

21%). 

 

  



    

 

 

 

Part 8 

 

Related Illnesses Results 
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Introduction 

Version 3 of the survey was especially designed to be distributed to people with 

other diagnoses related to “ME/CFS” (including chronic/post Lyme, toxic mold 

illness, MCS, Gulf War illness and fibromyalgia).  

It was shared on a large number of online forums devoted to these illnesses. It 

also was mentioned in an email to the subscriber list of Paradigm Change (which 

provides information on mold toxins as well as ME).  

 

Version 3 included a mix of positive and negative attributes of the name (six of 

each). 

The six negative attributes were some of the ones included in Version 1. 

Five of the positive attributes were some of the ones included in Version 2.  

The sixth positive item was similar to one mentioned in Version 2, but with 

slightly altered wording. 

This section looks at whether and how responses in Version 3 differed from 

responses in the survey overall. 

  



Related Illnesses Results 

162 
 

 

 

QUESTION 1 

This question read as follows:  

Please click the box below that best describes your opinion about the use of 

SEID (systemic exertion intolerance disease) as the new name for this 

disease. 

 

Here is a comparison of Version 3 (N = 154) with the weighted average for 

Versions 1 and 2 (N = 1004): 

     V1+V2  V3 

The name is very good.     4%    5% 

The name is pretty good.  12%   14% 

The name is so-so.    20%   23% 

The name is pretty bad.   24%   23% 

The name is very bad.   38%   31% 

I’m not sure.      3%     5% 
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In summary: 

*  Participants who were recruited from sources focusing on related illnesses 

were less likely to say the name is very bad (31% vs. 38%). They were more 

likely to say the name is very good, pretty good or so-so. 

*  More than 50% of participants recruited from sources focusing on related 

illnesses said the name is bad. Almost a third said that it is very bad. 

*  About 19% of participants recruited from sources focusing on related 

illnesses said the name is pretty good or very good. 
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QUESTION 2A 

This table compares the percentage of people in Version 1 (N = 694) to the 

percentage of people in Version 3 (N = 123) agreeing that some negative 

attributes are true of the proposed name.  

The full versions of the items are as follows: 

*  It sounds like there’s just one symptom.   

*  It sounds like fatigue, laziness or deconditioning. 

*  It will make it less likely that other abnormalities (such as those of the 

brain) will be studied. 

*  It does not serve the needs of severe patients. 

*  It sounds bogus instead of scientific. 

* It sounds like it could be a psychological illness.     
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       V1  V3 

Sounds like just one symptom   70%  67% 

Fatigue, laziness or deconditioning  66%  57% 

Severe not served     54%  52% 

Less diverse research    54%  50% 

Bogus not scientific    44%  47% 

Could be psych     42%  34% 
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QUESTION 2B 

The table on the next page compares the percentage of people in Version 2 (N = 

269) and the percentage of people in Version 3 (N = 123) agreeing that some 

positive attributes are true of the proposed name.  

The full version of the items are as follows: 

* It conveys the idea that any kind of exertion (physical, cognitive, 

emotional) can be harmful. 

* It conveys the idea that exertion can harm many organ systems in 

these patients. 

* It accurately describes the core symptom of the disease. 

* It is better than myalgic encephalomyelitis/chronic fatigue syndrome 

(ME/CFS). 

*  It is better than chronic fatigue syndrome (CFS). 

 

One of the items in Version 3 was changed slightly from Version 2.  

In Version 2, the item read: 

* It will result in doctors and researchers understanding what the 

disease is like. 

 

In Version 3, the item read: 

* It will encourage doctors and researchers to take the disease more 

seriously. 

 

 

 

  



Related Illnesses Results 

167 
 

 

 

 

      V2  V3 

Any exertion harmful   35%  31% 

Harm organ systems   22%  22% 

Accurate core symptom   17%  18% 

Better than ME/CFS   21%  12% 

Better than CFS    55%  31% 

Pros understand    11% 

Pros take seriously     17% 
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In summary: 

*  People recruited from sources focusing on related diagnoses looked very 

similar to other participants on their assessments of most of these negative 

and positive attributes. 

*  People recruited from these sources were more negative about the name 

SEID compared to both ME/CFS and to CFS than were the rest of the survey 

participants. 

* People recruited from these sources were a little less likely than other 

participants to say that the proposed name sounded like “fatigue, laziness 

or deconditioning” and that it sounded like it could be a psychological 

condition. 
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QUESTION 4A 

This comparison is between the Version 3 (N = 136) and Version 2 (N = 268). 

(Version 1 did not include this question.) 

It is appropriate for the government to listen to the IOM committee and not 

to patients about what the name should be.  

 

     V2   V3 

Strongly Agree     3%     2% 

Agree       7%     4% 

Neutral    10%   15% 

Disagree    27%   26% 

Strongly Disagree   49%   44% 

Not Sure      4%     8% 
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In summary: 

*  Participants who were recruited from sources focusing on related illnesses 

were a little less likely to hold strong positive or strong negative opinions 

about whether it was appropriate for the government to listen to the IOM 

and not patients about the name than respondents to Version 2. They were 

more likely to be neutral or unsure on this issue. 

*  About 70% of participants recruited from these sources disagreed that the 

government should listen to the IOM instead of patients on the topic of the 

name. About 44% strongly disagreed.  

*  About 6% of participants from these sources agreed or strongly agreed that 

the government should listen to the IOM instead of patients on the topic of 

the name. 
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Question 4B 

This comparison is between Version 3 (N = 136) and Version 2 (N = 262). Version 1 

did not include this question.  

Patients have been provided with plenty of input ability already during the 

naming process. 

 

    V2  V3 

Strongly Agree  2%  3% 

Agree    5%  4% 

Neutral   12%  13% 

Disagree   27%  27% 

Strongly Disagree  40%  37% 

Not Sure   15%  18% 

  



Related Illnesses Results 

172 
 

In summary: 

 

*  Participants who were recruited from sources focusing on related illnesses 

were about the same as the participants looking at Version 2 in terms of 

their responses on this question. 

*  About 64% of participants recruited from these sources stated that they 

disagreed that patients had been given plenty of input opportunity already, 

and 37% strongly disagreed. 

*  About 7% of participants recruited from these sources stated they agreed 

that patients had been given plenty of input opportunity already. 
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QUESTION 4C 

This question compares Version 3 (N = 136) with the weighted average of 

Versions 1 and 2 (N = 924). 

 

The naming process has failed to result in a legitimate name. 

 

     V1+V2  V3 

Strongly Agree   46%   41% 

Agree     24%   23% 

Neutral    10%   12% 

Disagree      8%     4% 

Strongly Disagree     7%     3% 

Not Sure      5%   18% 
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In summary: 

*  Participants who were recruited from sources focusing on related illnesses 

were less likely to strongly agree or strongly disagree that the naming 

process had failed to result in a legitimate name. They were more than 

three times as likely as the average respondent to answer “not sure” on this 

question. 

*  About 64% of participants recruited from these sources agreed that the 

naming process had failed to result in a legitimate name. More than 4 in 10 

strongly agreed. 

*  About 7% of participants recruited from these sources disagreed that the 

naming process had failed to result in a legitimate name. 
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QUESTION 4D 

This question compares Version 3 (N = 137) with the weighted average of 

Versions 1 and 2 (N = 913). 

I feel angry about how the naming process has been handled so far. 

 

     V1 + V2  V3 

Strongly Agree   28%   20% 

Agree     23%   15% 

Neutral    24%   34% 

Disagree    10%     8% 

Strongly Disagree     8%     9% 

Not Sure      8%   15% 
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In summary: 

 

*  Participants who were recruited from sources focusing on related illnesses 

were much less likely to agree that they were angry about what had 

happened with the naming process so far. They were much more likely to 

answer “neutral” or “not sure” to this question. 

*  About one-third of these participants stated that they agreed that they 

were angry about how the naming process has gone so far. About 20% 

strongly agreed. 

*  About 17% of these participants disagreed that they were angry about how 

the naming process has gone. 
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QUESTION 5 

Question 5 compared Version 3 (N = 136) with the weighted average of Versions 1 

and 2 (N = 1002). 

Imagine that the U.S. went ahead and started using SEID (systemic exertion 

intolerance disease) to refer to this disease without further public dialogue 

on the topic. Would you see that as acceptable or unacceptable? 

 

        V1 + V2 V3 

Totally unacceptable     55%  50%  

Somewhat unacceptable     17%  15% 

Neither acceptable nor unacceptable     5%  10% 

Somewhat acceptable     10%    8% 

Totally acceptable        9%  13% 

Not sure         3%    5% 
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In summary: 

 

*  Participants who had been recruited from related sources were less likely 

to say that it would be totally unacceptable for the government to start 

using “SEID.”  They were more likely to answer that it would be totally 

acceptable, that it would be neither acceptable nor unacceptable, or that 

they were not sure. 

*  About 65% of participants recruited from these sources said that it would 

be somewhat or totally unacceptable for the government to start using the 

name. About half said that it would be totally unacceptable. 

*  About 21% of participants recruited from these sources stated that it would 

be somewhat or totally acceptable. 
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Question 7 

 

Individuals resonding to Version 3 were more likely to say that they had a 

chronic neuroimmune illness diagnosis other than ME or CFS than were those 

resonding to Version 1 and Version 2 (50% vs. 30%). 

Those in Version 3 were less likely to say that they had a diagnosis of either ME, 

ME/CFS or CFS than respondents in Version 1 and Version 2 (71% vs. 89%).  

Those in Version 3 were less likely than people in Version 1 or 2 to say that they 

have ME (37% vs. 50%), ME/CFS (42% vs. 48%) or CFS (29% vs. 21%). 

They also were more likely to report being a former ME and/or CFS patient (5% 

vs. 1%). 
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Introduction 

This section is designed to compare the responses of citizens of the U.S. with the 

responses of citizens of other countries, to see if there are any differences. 

This section looks just at participants in Versions 1 and 2, using weighted 

averages. 

In general, respondents from other countries were a little less likely to hold 

strongly negative or strongly positive attitudes about the proposed name or 

about the naming process.  

They were more likely to hold moderately negative or moderately positive 

attitudes, to be neutral, or to say that they were not sure what they think. 
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QUESTION 1 

This question read as follows:  

“Please click the box below that best describes your opinion about the use 

of SEID (systemic exertion intolerance disease) as the new name for this 

disease.” 

 

The response breakdown for the U.S. (N = 400) and other countries (N = 622) was 

as follows. These are weighted averages. 

 

     U.S.   Other 

The name is very good.     6%     3% 

The name is pretty good.  12%   15% 

The name is so-so.    21%   20% 

The name is pretty bad.   23%   25% 

The name is very bad.   37%   32% 

I’m not sure.      1%     7% 
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QUESTION 2A 

This question had participants note whether they agreed with statements citing 

possible negative attributes of the name.  

 

Here is the breakdown for U.S. citizens (N = 248) and citizens of other countries (N 

= 443). This question was asked only in Version 1, so these are actual numbers 

rather than weighted averages. 

 

      U.S. Respondents   Other Countries 

Too hard to remember    25%    19% 

Don’t like acronym    29%    25% 

Fatigue, laziness or deconditioning  71%    64% 

Could be psychological    52%    42% 

Sounds like just one symptom   68%    70% 

Other abnormalities less studied  53%    54% 

Bogus not scientific    51%    40% 

Does not serve needs of severe  53%    55% 

Does not point to history   34%    32% 

Already has a name – ME   50%    58% 

Misleading      43%    42% 

Another name much better   41%    31%  

Other concerns     18%    11% 

Nothing wrong       6%      4% 

I’m not sure        1%      2% 
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QUESTION 2B 

Participants in Versions 2 and 3 noted whether they agreed with some statements 

citing possible positive attributes of the name.  

The breakdown for U.S. citizens (N = 123) and citizens of other countries (N =146): 

 

       U.S.   Other Countries 

Full scope and complexity     7%    6% 

Severity      14%    9% 

Any exertion harmful    31%    39% 

Harm organ systems    23%    21% 

Affect many aspects    39%    32% 

Accurate core symptom    17%    16% 

Pros understand what like   11%    11% 

No stigma      10%      8% 

Better than CFS     58%    53% 

Better than ME/CFS    21%    17% 

Easy and inexpensive      4%      3% 

Chosen by pros makes credible   15%    12% 

Other positive aspects    10%      6% 

Nothing good     28%    26% 

Not sure        2%      6% 
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QUESTION 4A 

Breakdowns for those from the U.S. (N = 123) and other countries (N = 205). This 

question not asked of Version 1, so these are actual numbers rather than 

weighted averages. 

It is appropriate for the government to listen to the IOM committee and not 

to patients about what the name should be.  

  

     U.S.  Other 

Strongly Agree     5%    1% 

Agree       4%   11% 

Neutral      8%  11% 

Disagree    26%  28% 

Strongly Disagree   53%  46% 

Not Sure      4%    4% 
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QUESTION 4B 

Following are the percentage breakdowns of people from the U.S. (N = 123) and 

from other countries (N = 197). This question was asked only of Version 2, so 

these numbers are not weighted to eliminate bias. 

Patients have been provided with plenty of input ability already during the 

naming process. 

 

      U.S.   Other 

Strongly Agree     3%     1% 

Agree       6%     5% 

Neutral    12%   12% 

Disagree    23%   30% 

Strongly Disagree   45%   35% 

Not Sure    11%   18% 
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QUESTION 4C 

Following are the percentage breakdowns from people in the U.S. (N = 365) and in 

other countries (N = 565) who answered this question. These are weighted 

averages. 

The naming process has failed to result in a legitimate name. 

 

     U.S.  Other 

Strongly Agree   50%  44% 

Agree     22%  25% 

Neutral    8%  11% 

Disagree    7%    9% 

Strongly Disagree   8%    6% 

Not Sure    5%    5% 
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QUESTION 4D 

Following are the percentage breakdowns from people in the U.S. (N = 363) and in 

other countries (N = 558). These are weighted averages. 

I feel angry about how the naming process has been handled so far. 

 

     U.S.   Other 

Strongly Agree   29%                          26% 

Agree     21%   24% 

Neutral    21%   26% 

Disagree    11%     9% 

Strongly Disagree     9%     6% 

Not Sure      8%     8% 
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Question 4E 

Following are the percentage breakdowns from people in the U.S. (N = 235) and in 

other countries (N = 407). This question was asked only of Version 1, so these are 

actual numbers, not weighted averages. 

Patients need to have more input ability in the naming process. 

 

     U.S.   Other 

Strongly Agree   51%   54%   

Agree     23%   24%   

Neutral    15%   20%   

Disagree      4%   10%   

Strongly Disagree     4%     7%   

Not Sure      3%     3%   
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QUESTION 5 

Here are the breakdowns for people in the U.S. (N = 347) and in other countries 

(N = 622). These are weighted averages. 

Imagine that the U.S. went ahead and started using SEID (systemic exertion 

intolerance disease) to refer to this disease without further public dialogue 

on the topic. 

Would you see that as acceptable or unacceptable? 

 

        U.S.   Other 

Totally acceptable        9%     8% 

Somewhat acceptable       8%   10% 

Neither acceptable nor unacceptable     7%     5% 

Somewhat unacceptable     17%   17% 

Totally unacceptable     57%   58% 

Not sure         2%     3% 

 

  



US vs. Non-US Results 

191 
 

QUESTION 7 

Following is how participants from the U.S. (N = 389) and participants from other 

countries (N = 623) responded to the question about patient and occupational 

status. These numbers are not weighted. 

 

        U.S.  Other Countries 

ME Patient       42%   55% 

ME/CFS Patient      55%   42% 

CFS Patient       33%   16% 

Former ME and/or CFS Patient      2%     1% 

Patient with another condition*   38%   26% 

Clinician         3%     2% 

Researcher         3%     2% 

Advocate       26%   11% 

None of the above        2%     4% 

Not sure         1%     1% 
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Introduction 

This section compares the small number of survey-takers who identified 

themselves a clinicians (N = 32) with the survey population as a whole (N = 1147). 

Only six of these clinicians did not identify themselves as patients or former 

patients of ME, ME/CFS, CFS or a similar illness. 

The breakdown by version was: Version 1 – 19 clinicians; Version 2 – 4 clinicians; 

Version 3 – 9 clinicians. 

Since a relatively high percentage of clinicians participated in Version 3, clinicians’ 

ratings are compared against the entire survey population. 

Note that all numbers here are used for comparison purposes and are not 

weighted to eliminate survey version bias. 

They are reported here just to look at whether the clinicians participating felt 

more positive or negative on any of the items – not with the goal of providing any 

sort of conclusive information on how clinicians in general or patients who are 

clinicians feel about these issues. 
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QUESTION 1 

This question read as follows:  

Please click the box below that best describes your opinion about the use of 

SEID (systemic exertion intolerance disease) as the new name for this 

disease.” 

 

Breakdown for clinicians (N = 32) and the whole survey population (N = 1147): 

 

     All Responses Clinicians 

The name is very good.      4%     0% 

The name is pretty good.   11%     6% 

The name is so-so.     20%   25% 

The name is pretty bad.    24%   22% 

The name is very bad.    39%   47% 

I’m not sure.       3%     0% 

 

 

In summary: 

*  These clinicians seem to have been a little less positive about the proposed 

name than the survey population as a whole.  

*  About 69% of the clinicians said that the name is bad or very bad, 

compared to 63% of all participants.  

*  About 47% of clinicians said that the name was very bad, compared to 39% 

of all participants. 

*  About 6% of clinicians said that the name was very good or pretty good, 

compared to 15% of all participants.  
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QUESTION 2B 

This question had participants state whether they agreed with statements citing 

possible negative attributes of the name, worded as follows. 

* It sounds like there’s just one symptom. 

* It sounds like fatigue, laziness or deconditioning. 

* It will make it less likely that other abnormalities (such as those of the 

brain) will be studied. 

* It does not serve the needs of severe patients. 

* It sounds bogus instead of scientific. 

* It sounds like it could be a psychological illness. 

 

Following is the breakdown of responses for clinicians (N = 27) and for all survey 

respondents answering this question. 

 

      All Respondents  Clinicians 

Just one symptom     69%   63% 

Fatigue, laziness or deconditioning  65%   89% 

Other abnormalities not found   53%   63% 

Does not serve needs of severe  54%   48% 

Bogus not scientific    45%   67% 

Could be psychological    41%   56% 
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Following is the breakdown of responses for clinicians (N = 19) for some 

additional questions asked about these issues. (These items were asked only in 

Version 1.) 

      All Respondents   Clinicians 

Too hard to remember.    21%    16% 

Don’t like acronym    26%    37% 

Does not point to history   32%    26% 

Already has a name – ME   54%    58% 

Misleading      43%    42% 

Another name much better   34%    42% 

Other concerns     14%    11% 

Nothing wrong       5%      0% 

 

 

In summary: 

*  Although this is a small sample size, clinicians were more likely to state that 

the proposed name sounds like fatigue, laziness or deconditioning than 

were participants as a whole (89% vs. 65%). 

*  Clinicians much more likely than participants as a whole to say that the 

name sounded bogus rather than scientific (67% vs. 45%). 

*  Clinicians were more likely to say that the name sounded like it could be 

referring to a psychological condition (56% vs. 41%). 

*   Clinicians were more likely to express concern that the use of the proposed 

name would make it less likely that other types of abnormalities (such as 

those of the brain) would be studied (63% vs. 53%). 
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QUESTION 4C 

This multiple-choice question read as follows: 

The naming process has failed to result in a legitimate name. 

 

Following are the percentage breakdowns from clinicians (N = 28) and from all the 

survey respondents. 

    All Respondents  Clinicians 

Strongly Agree   40%    75% 

Agree     24%    14%  

Neutral    12%      7% 

Disagree    10%      4% 

Strongly Disagree   8%      0% 

Not Sure    6%      4% 

 

In summary: 

*  Although this is a small sample size, the clinicians who took part in this 

survey were more likely than participants as a whole to state that the 

naming process had failed to result in a legitimate name. 

*  About 89% of participating clinicians agreed with that statement, compared 

to 64% of all respondents. 

*  About 75% of participating clinicians strongly agreed, compared to 40% of 

participants overall. 

*  Only 4% of clinicians disagreed, compared to 18% overall.  
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QUESTION 4D 

This question read: 

I feel angry about how the naming process has been handled so far. 

 

Percentage breakdowns from clinicians (N = 29) compared to all respondents. 

 

    All Participants Clinicians 

Strongly Agree   29%   35% 

Agree     22%   14% 

Neutral    24%   24% 

Disagree    10%   14% 

Strongly Disagree     7%     3% 

Not Sure      8%   10% 

 

In summary: 

 

*  Clinicians looked similar to the general population on this item. 

*  49% of clinicians said that they felt angry, compared to 51% of participants 

as a whole.  

*  35% of clinicians strongly agreed that they felt angry, compared to 29% of 

participants overall. 

*  About 17% of both clinicians and overall participants disagreed that they 

felt angry. 
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QUESTION 5 

Question 5 was a multiple-choice question and read as follows: 

Imagine that the U.S. went ahead and started using SEID (systemic exertion 

intolerance disease) to refer to this disease without further public dialogue 

on the topic. 

Would you see that as acceptable or unacceptable? 

 

Following are the percentage breakdowns from the clinicians (N = 32) and all 

survey respondents: 

 

     All Respondents Clinicians 

Totally unacceptable   57%   59%  

Somewhat acceptable   16%   13% 

Neither        5%   13% 

Somewhat acceptable     9%   13% 

Totally acceptable    10%     9% 

Not sure       3%     0% 

 

In summary: 

 

*  Clinicians and participants as a whole looked similar on this item.  

*  72% of clinicians and 73% of participants said that it would be unacceptable 

for the government to start using SEID without further public dialogue. 

*  21% of clinicians and 19% of all respondents said that it would be 

acceptable. 
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QUESTION 6 

This question read: 

What would you like for this disease to be called? Imagine that for the 

moment that a case definition that you find acceptable is adopted to go 

along with the name.  

This is just to get a sense of what people are thinking and to generate ideas, 

not to try to determine what the final name should be.  

You can provide up to three names. 

 

Respondents could volunteer up to three names (labeled “First Choice,” “Second 

Choice” and “Third Choice”). 

Following are the responses from those participants who identified themselves as 

clinicians (N = 32). 

 

First Choice Mentions: 

Myalgic Encephalomyelitis (ME) –13 

Ramsay’s Disease – 2 

Biological Neurotoxic Disease 

Chronic Fatigue Syndrome (CFS) 

Chronic Immune Reactivation Disease 

Chronic Fatigue Immuno Deficiency Disease (CFIDS) 

Hypothalamitis 

Idiopathic Severe Systemic Exhuastion Disease 

ME/CFS  

Multi System Chronic Inflammatory Disease Syndrome (MCIDS) 

Multisystemic Toxicity Disease 
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Neuro Endocrine Immune Disease (NEID) 

Neuro Immune Dysfunction Disease (NIDD) 

Systemic Autoimmune and Muscular Dysfunction Disease 

 

Total Mentions: 

Myalgic Encephalomyelitis (ME) –19 

Neuro Endocrine Immune Disease (NEID) - 5 

Ramsay’s Disease – 5 

ME/CFS - 2 

Myalgic Encephalopathy - 2 

Royal Free Disease - 2 

Actual Neurosis 

Alexithymia 

Bell Cheney Peterson Disease 

Biological Neurotoxic Disease 

Chronic Disseminated Encephalopathy 

Chronic Fatigue Syndrome (CFS) 

Chronic Immune Reactivation Disease 

Chronic Fatigue Immuno Deficiency Disease (CFIDS) 

Gilliam’s Disease 

Hypothalamitis 

Idiopathic Chronic Fatigue Disease 

Idiopathic Myalgic Encephalomyelitis 

Idiopathic Severe Systemic Exhuastion Disease 
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Multi System Chronic Inflammatory Disease Syndrome (MCIDS) 

Multisystemic Encephalopathy 

Multisystemic Toxicity Disease 

Myalgic Encephalomyopathic Disease 

Neuroimmune Disease 

Neuro Immune Dysfunction Disease (NIDD) 

Nightingale’s Disease 

Ramsay’s Royal Free  

Systemic Autoimmune and Muscular Dysfunction Disease 

Systemic Exhaustive Immune Dysfunction Disease 

Systemic Exertion Intolerance Disease (SEID) 

Systemic Homeostasis Disruption Disease 

Systemic Inflammatory Response Syndrome 
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Introduction 

Version 1 and Version 2 differed in a few respects.  

Individuals participating in Version 1 were asked only about negative 

characteristics of the name (Question 2A). 

Individuals participating in Version 2 were asked only about positive 

characteristics of the name (Question 2B). 

Versions 1 and 2 also differed on the items that respondents considered  in the 

multi-part Question 4, focusing on the naming process. Here is what participants 

in each of the versions saw as the first two items. 

Version 1: 

* It is inappropriate for the IOM to have the power to select the name. 

* Patients need to have more input ability in the naming process. 

 

Version 2: 

* It is appropriate for the government to listen to the IOM committee and 

not to patients about what the name should be.  

* Patients have been provided with plenty of input ability already during the 

naming process. 

 

The purpose of this section is to look at whether and how much these differences 

in the exact questions that were included affected participants’ answers to the 

other questions on the survey. 
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QUESTION 1 

Version 1 (N = 714) and Version 2 (N = 301) answered this question. 

“Please click the box below that best describes your opinion about the use 

of SEID (systemic exertion intolerance disease) as the new name for this 

disease.” 

 

      V1   V2 

The name is very good.      3%     5% 

The name is pretty good.  10%   13% 

The name is so-so.    19%   22% 

The name is pretty bad.   24%   23% 

The name is very bad.   43%   33% 

I’m not sure.      2%     4% 

 

In summary:  

*  Priming respondents with only negative aspects of the name rather than 

only positive ones made about 10% difference in the number of people 

stating that they believed the name was very bad. The increased number of 

responses on this choice were drawn evenly from the the other choices. 
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QUESTION 4C 

Version 1 (N = 659) and Version 2 (N = 273) included the following question. 

The naming process has failed to result in a legitimate name. 

 

     V1   V2 

Strongly agree   52%   41% 

Agree     23%   24% 

Neutral      9%   11% 

Disagree      7%   10% 

Strongly disagree     6%     8% 

Not sure      4%     6% 

 

In summary: 

*  Respondents prompted with only negative aspects of the name were about 

11% more likely to say that they strongly agreed that the naming process 

had resulted in a legitimate name. The numbers were pulled fairly evenly 

from the other answer choices.  
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QUESTION 4D 

This question was asked in Version 1 (N = 649) and Version 2 (N = 274). 

I feel angry about how the naming process has been handled so far. 

 

     Version 1  Version 2 

Strongly agree   35%   20% 

Agree     22%   24% 

Neutral    19%   29% 

Disagree    11%     9% 

Strongly disagree       5%     9% 

 Not sure      6%     9% 

 

In summary: 

*  Listing only negative aspects rather than only positive aspects of the name 

was associated with an increase of 15% in the strongly agree category and 

an increase of 2% in the agree category. The numbers were pulled from all 

of the other categories, especially the “Neutral” category. 
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QUESTION 5 

This question was in Version 1 (N = 710) and Version 2 (N = 302): 

Imagine that the U.S. government went ahead and started using the name 

SEID (systemic exertion intolerance disease) without public dialogue on this 

topic. 

Would you see that as acceptable or unacceptable? 

 

       Version 1  Version 2 

Totally acceptable        9%   10% 

Somewhat acceptable       9%   11% 

Neither acceptable nor unacceptable     4%     6% 

Somewhat unacceptable     13%   21%  

Totally unacceptable     62%   49% 

Not sure         3%     2% 

 

In summary: 

*  Respondents who were exposed to only bad aspects of the name were 13% 

more likely to respond that it would be totally unacceptable for the 

government to start using SEID than respondents who were exposed to 

only good aspects of the name. These increased numbers were drawn from 

the other answer choices, especially the “somewhat acceptable” one. 
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INTRODUCTION 

This section includes data from all three versions of the survey. It is wholly 

unweighted and presented here only for the sake of completeness. 

 

QUESTION 1 

This question was asked of all participants (N = 1147) and read as follows:  

Please click the box below that best describes your opinion about the use of 

SEID (systemic exertion intolerance disease) as the new name for this 

disease. 

 

The response breakdown was as follows: 

4% The name is very good. 

11% The name is pretty good. 

20% The name is so-so. 

24% The name is pretty bad. 

39% The name is very bad. 

3% I’m not sure. 

 

 

  



Whole Survey Results 

211 
 

QUESTION 2A 

Individuals responding to Version 1 and Version 3 of the survey (N = 846) were 

asked whether they agreed that the following characteristics were true of the 

proposed name. The totals for agreement are listed below.   

Participants in Version 1 also rated additional negative items. Participants in 

Version 3 also rated additional positive items. 

 

69% It sounds like there’s just one symptom. 

65% It sounds like fatigue, laziness or deconditioning. 

53% It will make it less likely that other abnormalities (such as those of the 

brain) will be studied. 

54% It does not serve the needs of severe patients. 

45% It sounds bogus instead of scientific. 

41%  It sounds like it could be a psychological illness. 
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The question in Version 1 (N = 694) included an additional six negative statements 

about the proposed name. These participants also could mark that they had other 

concerns or did not feel that there was anything wrong with the name.  

Here is the percentage stating that each of the negative statements was true. 

 

54% The disease already has a name – Myalgic Encephalomyelitis (ME) 

43% It’s misleading in general. 

34% Another name would be much better. 

32% It does not point back to the history. 

26% I don’t like the acronym SEID. 

21% It is too hard to remember. 

14% I have other concerns – specify below. 

5% There’s nothing wrong with the proposed name. 
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QUESTION 2B 

Individuals responding to Version 2 and Version 3 of the survey (N = 421) were 

asked whether they agreed that the following characteristics were true of the 

proposed name. The percentage marking each item is listed.   

 

46% It is better than chronic fatigue syndrome (CFS). 

34% It conveys the idea that any kind of exertion (physical, cognitive, 

emotional) can be harmful. 

22% It conveys the idea that exertion can harm many organ systems in these 

patients. 

17% It accurately describes the core symptom. 

17% It is better than myalgic encephalomyelitis/chronic fatigue syndrome 

(ME/CFS). 
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The question in Version 2 (N = 269) included additional positive statements about 

the proposed name. Here are the results. 

 

35%  It conveys the idea that exertion can negatively affect many aspects of 

patients’ lives.  

13%  The fact that it was chosen by professionals makes it credible. 

11%   It conveys the severity of the disease. 

11%   It will result in doctors and researchers understanding what the disease is 

like. 

9%  It will not have a stigma associated with it. 

6%   It conveys the full scope and complexity of the disease.  

4%   It will be easy and inexpensive to put into use. 

8%  It has other positive aspects – specify below. 

27% There’s nothing good about the proposed name. 
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QUESTION 4A 

The question was asked in Versions 2 and 3 (N = 398).  

It is appropriate for the government to listen to the IOM committee and not 

to patients about what the name should be.  

 

3%   Strongly Agree 

7%   Agree 

12%   Neutral 

27%  Disagree 

47%  Strongly Disagree 

5%  Not Sure 

 

QUESTION 4B 

This question was asked in Versions 2 and 3 (N = 389). 

Patients have been provided with plenty of input ability already during the 

naming process. 

 

  2%   Strongly Agree 

  4%   Agree 

12%   Neutral 

27%  Disagree 

39%  Strongly Disagree 

16%  Not Sure 
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QUESTION 4C 

This question was asked of all participants (N = 1050). 

The naming process has failed to result in a legitimate name. 

 

40%   Strongly Agree 

24%   Agree 

12%   Neutral 

10%  Disagree 

8%  Strongly Disagree 

6%  Not Sure 

 

QUESTION 4D 

This question was asked of all participants (N = 1042). 

I feel angry about how the naming process has been handled so far. 

 

29%   Strongly Agree 

22%   Agree 

24%   Neutral 

10%  Disagree 

7%  Strongly Disagree 

8%  Not Sure 
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QUESTION 4E 

This question was asked only of respondents to Version 1 (N = 645). 

Patients need to have more input ability in the naming process. 

 

52%   Strongly Agree 

24%   Agree 

13%   Neutral 

4%  Disagree 

4%  Strongly Disagree 

3%  Not Sure 

 

QUESTION 5 

Question 5 was asked of all participants (N = 1145). 

Imagine that the U.S. went ahead and started using SEID (systemic exertion 

intolerance disease) to refer to this disease without further public dialogue 

on the topic. 

Would you see that as acceptable or unacceptable? 

 

57%  Totally acceptable 

16%  Somewhat acceptable 

5%  Neither acceptable nor unacceptable 

9%  Somewhat unacceptable 

10%  Totally unacceptable 

3%  Not sure 
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QUESTION 7 

Question 7 collected information about the participants’ occupational and patient 

status. Individuals could check more than one item. 

All respondents were asked this question (N = 1188). 

 

47% ME Patient 

45% ME/CFS Patient  

22% CFS Patient 

2% Former ME and/or CFS Patient 

32% Patient with another chronic neuroimmune condition (such as fibro, GWI, 

Lyme, mold illness, MCS or ASD) 

3% Clinician 

3% Researcher 

18% Advocate 

3% None of the above 

1% Not Sure 

 

88% of total respondents stated that they were patients with ME, ME/CFS, CFS 

or a combination of those. 
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QUESTION 8 

Question 8 collected citizenship information for all respondents (N = 1170).  

 

U.S.    42% 

Another Country  58% 
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Overall Good 

SEID is a very good name:  

Systemic: the whole body system is involved  

Exertion Intolerance: core characteristic of the disease  

Disease: 'upgrade' from syndrome to a real disease 

* 

I think the new name is better as it is no longer a syndrome (CFS) but a disease.  

As for my situation it is about some systems (metabolic, muscular, nerves, 

immune) not working the way they should.  

I think the name SEID quite nails it. 

* 

For the most part I like it. My only concern is that it doesn't immediately sound 

serious.  

I totally agree with IOM that ME is invalid, since the science doesn't really support 

that name at this point, but I liked that ME really sounds serious.  

SEID lacks that gravitas. 

* 

SEID ensures that post-exertional malaise/similar have to be part of any criteria 

for them. We have seen the problems that can happen with other names e.g. 

chronic fatigue syndrome, that allow other definitions to be used that don't 

require post-exertional malaise/similar.  

"Systemic" means it affects lots of systems: another name might only pick out one 

or a few systems and omit others.  

"Disease" is a stronger word than "syndrome". The biopsychosocialists and others 

who engage in psychological speculation don't call it a disease: they use other 

words like "syndrome,” "condition" and "illness". 

* 
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It puts the key symptom into the frame.  

Fatigue is too vague and woolly. Systemic disease accurately describes the illness. 

1: With the name CFS people could (and would) say: "Fatigue? Everybody has that 
sometimes." Exertion Intolerance is something that clearly distinguishes people 
with the disease form healthy people.  

2: The name clearly states that the harm that is caused by exertion is not just in 
our 'belief system' as many (misinformed) psychologists have claimed throughout 
the years.  

3: The word Disease gives more recognition than Syndrome. 

* 

It sounds up to date with recent scientific research.  

When it is difficult to mention all symptoms in a name, it manages to encapsulate 

the main problem, PEM, which is probably the catalyst for all other symptoms. 

* 

SEID is a good choice for naming and describing the illness. 

 

Good Start 

I feel that the research at this time shows this name to be the best name 

describing the most common denominator of the disease.  

ME does _not_ have the research to back to it. Many patients do not have pain 

and there is not enough research to state that brain and spinal cord inflammation 

is evident as a common component.  

I think the name should be made up of components of the illness, not someone's 

name, to give medical personnel who do not know the disease at least a basic 

understanding by the use of medical terminology.  
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Until the pathophysiology is better understood, this name does describe what we 

are going through. Any exertion, be it brushing our teeth or going shopping, 

causes us a severe, whole body reaction. 

* 

There is nothing wrong with the new name _given that_ the IOM committee 
proposes this as an interim name until more science is available, and that the 
name be reviewed in at least five years. 

*  

It is a good start. When research demonstrates, then immune factors can be 
added. 

*  

It's a good start, but surely it's not a disease but a syndrome. 

*  

The name might not be right yet but at least it may be a stepping stone to 
something better. 

As long as the recommendation that the disease must be studied thoroughly with 
much more funding, that subgroups should get recognised and that more 
symptoms should be cataloged, I don't have objections to this name. 

*  

I marked "There is nothing wrong with the proposed name".  

I would add, for now.  

As was also proposed, it should be updated as more research on larger numbers 
of patients is completed. 

*  

I believe we should accept this name.  
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I am concerned that the illness is much more than this name.  

I do not see the ME/CFS community as a mentally stable community at large. Even 
the advocates can at times show liking to full of rage and paranoia. I have this 
illness and it is bad.  

What the CDC and HIH has done is bad but the emotionally unstable lashing out 
of ME/CFS patients often leads this medical community to believe that mental 
illness it involved.  

There for there could be a better name with better criteria, but if you allow the 
patients to drive this boat, it will only be worse. I am an advocate since 2011. 

* 

The committee has recommended that, if adopted, the new name should be 

reviewed when more science is available about underlying causes.  

We now need international consultation - rather than for the USA government 

unilaterally making a decision - but at the end of the day, if an interim name 

shows this is a _disease_ (not a disorder or syndrome), that it is _systemic_ 

(multi-system/multi-organ) and it has a unique measurable feature (PEM) which 

sets it apart from all other fatiguing illnesses, then that is accurate so enough that 

we should pick it up and run with it! It has got to be better than CFS (which is such 

a demeaning name). 

 And it is also better than ME/CFS, which bunches two possibly quite separate 

illnesses together.  

(People with gradual onset CFS do not necessarily have the same illness as acute 

onset post-viral ME - unless it can be demonstrated they actually have brain 

inflammation, myalgia and other neurological symptoms to warrant that name).  

I doubt there will ever be any single name that can ever sum up the devastation 

caused by this complex disease - so let's be grateful this proposal is a start.  

It's a step in the right direction - so let's support it! 

* 
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I think it is good for a placeholder until we do more research.  

This is under the assumption that the name and full IOM report will now be 
adopted quickly by all Federal agencies. That NIH now won't have an excuse to 
not appropriately fund this illness especially given the P2P report in tandem.  

The IOM report is an incredible advocacy gift to us and I believe that we can make 
great strides in the next few years. The government won't have any valid reasons 
now to not go forth and produce.  

I fully expect after good research is done and the IOM criteria is reviewed within 
five years that the SEID placeholder name will be replaced with a much more 
accurate, scientific name. 

* 

1). I support the new name based on the description of what the panel said about 
arriving at the title. They say the name is based on the current state of science 
and may (and perhaps should) change as science evolves.  

2) The draft P2P also addressed the name and criteria, saying we need one and it 
doesn't have to be perfect.  

3) HHS language currently refer to ME as "CFS also known as ME," as if they were 
the same. I believe ME will carry CFS with it and change nothing.  

4) SEID makes it a disease, multi-systemic and mandate PEM. That's a great step 
forward. 

* 

The name and criteria are not what I think they should be, but I think that SEID is 

an important step in the right direction. Let’s give it the benefit of the doubt. 

* 

I am full of respect and gratitude for the panelists who have done their very best 

to get an outcome which will start the ball rolling.  

There is no name which will please everyone.  
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The simplicity of the diagnostic tool may allow people to be given a diagnoses 

now. With this becoming a disease perhaps there will be more research done. 

* 

I think SEID is a first good step but the road for total acceptation in the medical 

community still is very long. 

* 

The IOM said it should be reassessed within five years; it isn't final. 

 

“SEID” IS ESSENTIAL 

The name is integral to the core of the IOM report, which achieves the vital task 

of shifting diagnostic practice from exclusionary to differential.  

This is essential if the treatment of what we now call ME/CFS is to move forward.  

My concern is that rejection of SEID will inadvertently translate into rejection of 

the move from exclusionary to differential diagnosis. 

 

MEDICAL LANGUAGE 

I love the name change and I'm so grateful for all the work that the docs and 

researchers put into it.  

I think it's important to realize that the average person/patient has no medical 

training what so ever and had no idea how medical language is different than 

layman's language. 

 

BETTER THAN OTHER CHOICES 

I think it's far preferable to ME which, while it sounds more medical, isn't backed 

up by medical findings and also CFS which seems to downplay the numerous 

symptoms sufferers experience and trivialise the illness. 

*  
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[This is what I think of the proposed names:] 

Bell Cheney Peterson Disease (BCP): No one but members of the CFS community 

knows who Doctors Bell, Cheney and Peterson are. There is precedent; other 

diseases have been named after doctors who researched them, but the name is 

not particularly informative.  

Florence Nightingale's Disease: We have no proof whatsoever that Florence 

Nightingale had CFS/ME.  

Gilliam's Disease: I don't know the history behind this one, so I won't comment.  

Myalgic Encephalomyelitis (ME) and Myalgic Encephalopathy (ME): These two are 

utter nonsense. They weren't always utter nonsense; there was a time when it 

wasn't unreasonable to speculate that CFS/ME might be due to encephalopathy. 

That time was back around 1990. Science has moved on. I've sometimes used the 

term, but I've always felt impelled to add that as far as we now know my 

condition is not, in fact, the result of an encephalopathy, and it's embarrassing to 

have to keep doing that.  

NeuroEndocrineImmune Disease: That's as vague as CFS and while it may impress 

laymen it sounds like mumbo-jumbo to a doctor. Not the way to gain respect.  

Ramsay's Disease (or Melvin Ramsay's Disease): There's a Ramsey's Syndrome 

already. Much too confusing. Besides, who the heck is Melvin Ramsey?  

Royal Free Disease: Along the lines of "Legionnaires' Disease"? Not that bad, 

really. But mystifying outside Australia, unless you know the disease's history.  

Sophie Mirza's Disease: As I said about Ramsay, who the heck is Sophie Mirza?  

Systemic Exertion Intolerance Disease: I have already said that I think this name is 

great. It's sensible; it's straightforward; it clearly describes the current state of 

knowledge about my illness. I am, frankly, somewhat surprised that the IOM came 

up with it, but perhaps we needed someone who was out of the loop to see 

clearly what sort of name was needed.  

Tahoe Disease: Like "Royal Free Disease," this one only makes sense if you know 

the history of CFS outbreaks. It's also hard to pronounce for anyone who lives east 

of the Mississippi, and it's not really fair to Dr. Bell's kids in Pennsylvania or to the 
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NIH, both of which had outbreak clusters at about the same time Incline Village 

did. 

*  

I think the name is great, and I am shocked and dismayed to find that my opinion 
is not shared by other PWC's ("People with CFS").  

I've had CFS since Labor Day, 1987 and I've seen my illness called a lot of different 
things, many of them derogatory.  

SEID is the first term that's actually made sense in light of existing knowledge and 
described my symptoms well.  

I am very concerned that the patient community is being so undeservedly hostile 
to this name change, and that they apparently want to keep a well-nigh 
unpronouncable name that was never accurate anyway (Myalgic 
Encephalomyelitis) just because it sounds "scientific."  

That's ridiculous, and it will make people think that we deserve everything that's 
been said about us. 

*  

I regret that this proposal causes so much discord.  

While I get that people hang on to ME, it's simply not an option for an 
organisation like IOM to go with something only demonstrated in nine Japanese 
ME/CFS patients.  

This is an opportunity to get rid of CFS, let's take it. 

* 

I have always disliked the term CFS, and I feel that the proposed new name of 
SEID is much more appropriate and I prefer it to any of the other names listed in 
the survey.  
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More than that, I feel the name change--whatever it may be in the end--and its 
accompanying diagnostic criteria signal a change in how seriously this disease is 
taken in the medical community, which is of far greater import. 

 

BETTER THAN CFS 

SEID is far from great. It is, however, a lot better than CFS. 

*  

I hope the name SEID will be adopted because it's much better than CFS and I 

don't see stubborn doctors using the name ME in the coming years. 

*  

Exertion and intolerance are not only medical terms but also used in general and 

henceforth misleading. For normal people they do not express any profound 

physical concept nor the profound seriousness of the illness.  

Nevertheless, ALL is better than CFS! 

*  

All is better than CFS, I think - and SEID is not the worst choice.  

Unfortunately, "intolerance" is not only a medical term, but used in general 

speech for minor discomfort. 

*  

I think we just need to move on. The name needs to change. The name Chronic 

Fatigue Syndrome needs to be retired and a new chapter needs to be opened on 

this disease.  

I don't care what name you choose, there will be people who don't like it.  

Changing the name won't change people's attitudes either. Once a new name is 

chosen, whatever that name is, there needs to be a public awareness program 

put in place to educate people about the seriousness of this illness and that it is a 

real physical illness that is not in people's heads.  
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Sixteen years ago when I first got sick, my GP described my illness as "effort 

intolerance." Rather than being insulted by this description, I felt like she really 

understood exactly what was going on with me.  

A spot-on doctor uses these words as good descriptors of a clinical condition. It's 

not meant as an indication of laziness. 

*  

I really am torn because I feel that almost any name is better than CFS at this 

point and that if we continue to argue about it, we'll continue to delay funding for 

research and interest by the scientific community in finding a cause and cure.  

We also need to have a name to raise public awareness.  

At the same time, I don't know that SEID is the best name we could come up with. 

It doesn't describe the extent/seriousness of the disease. But at least it says 

"disease" instead of "syndrome.”  

Naming it for a person(s) doesn't help much because the public is not familiar 

with the various names put forth. Lou Gehrig (ALS) was famous and the official 

name also sounds "serious.” 

Is there a Latin phrase for "life destroying painful mystery disease"? I am only 

partly kidding.  

I wish I knew enough to name it or felt well enough to conjure a really good 

name. 

*  

I much prefer it to CFS. 

*  

I'm not sure which of the concerns with the name SEID are going to turn into real 
problems, so I did not check any of the boxes above.  

But no matter what problems SEID may have, it is still a lot better than CFS. Even 
if the only purpose for SEID is to stop using CFS forever, that is a good thing. 
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* 

I don't like CFS and ME being linked so think the name is better than CFS, but CFS 

is not Myalgic Encephalomyelitis. 

* 

[This name] gets rid of CFS. Although it appears as I research the new name has 
just been added to ME/CFS. 

* 

Although the name Systemic Exertional Intolerance Disease (SEID) is not perfect, I 
believe that it is far better than CFS or ME/CFS as it describes its core symptom, 
which makes it easier for doctors to recognize.  

I do hope, however, that with more studies in the foreseeable future, we will have 
a better understanding of this disease and thus a more appropriate name. 

* 

SEID is definitely descriptive of the disease.  

Unfortunately, it sounds dumb and simplistic, and anyone (doctor, family, or 
friend) previously inclined to mock the disease called CFS will undoubtedly mock 
SEID.  

And hey, how about working on increasing funding - and thereby research - 
instead of spending all this time on finding a name! 

Exertion is much better than fatigue. It has nothing to do with not having enough 
sleep. 

* 

The name should include immune and neuro symptoms, which are almost always 

present (swollen lymph nodes, orthostatic intolerance, brain fog).  

Exertion intolerance is a good start, and better than just 'chronic fatigue.’ 
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* 

The new name is clunky and not scientific sounding, but it seems to describe what 

I have and so I'm okay with it.  

It is certainly better than CFS and personally I think it will do until the research 

points the way to something better. 

* 

SEID is better than CFS but not better than ME/CFS because of the fear that ME 

will be completely lost in this reshuffle.  

SEID is too broad and also doesn't account for many of the common symptoms of 

ME 

 

JUST ONE NAME 

Gets away from two name confusion. 

* 

I hope it will put an end to the mean-spirited meme that "ME and CFS are not the 
same thing." 

* 

ME and CFS are not being replaced. 

What is great about the departure from the use of these terms is that ME still is 

researched.  

What is great about this departure from conflating me with CFS is that now 

people can be taken care of by any doctor with the very first symptoms they have 

and are not labeled.  

Treatment is the most important part. The second is, research will be done on 

patients who are sick and people will not be dismissed and left to die. 
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DISEASE AND SYSTEMIC 

I like the acknowledgement that it is systemic, and that it is a disease. 

* 

I like that it uses the term 'disease' rather than 'syndrome.’ 

* 

It identifies it as a disease, which gives more credibility. It is also easier to 
understand. 

* 

It's systemic. It's a disease. 

* 

Just glad it says "systemic" 

* 

The use of the word disease instead of syndrome gives the illness more validity. 

* 

The word "disease" 

* 

It uses "disease" instead of "syndrome" or "disorder," which helps to convey its 
seriousness. 

* 

[It’s good that] it calls it a disease instead of only a syndrome. It refers to the 

intolerance of exertion 

* 
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[It’s good that] it specifies disease 

* 

 That it is a disease not a syndrome feels more fitting. 
 

* 

The name alerts medical professionals to the fact that is a systemic disease. 

* 

The name has disease which is miles better then syndrome. 

* 

The use of the words disease and systemic. 

* 

The words I like are systemic and disease. 

* 

The only positive I see in the name are the words "systemic" and "disease".’ 

* 

[It’s good that] the term "disease" in the proposed name implies that there is no 

discussion needed anymore to question whether it is a disease or not. 

 

MORE POSITIVES 

A group agreed on something. 

* 

It is now easy to refer to myself as feeling seidy (seedy). A touch of humour is 
always a good thing.  

The new name is a sign that there is some progress being made in taking this 
tragic disease seriously. 
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* 

It keeps ME G 93.3 in place.  

Also it does not use CFS. CFS is in ICD 10 R code. Leave it there and let the CDC 
and others study malaise.  

I think this is a step to help REAL research on people who are really sick. There is a 
problem in that people with fatigue have many different diseases that are not 
getting diagnosed as long as the focus is on fatigue.  

In 1986-87 Gildna Radner died of the diagnosis of CFIDS and or ME. By a well-
known CFS doctor in Massachusetts, from Harvard. She died two years later from 
ovarian cancer.  

Misdiagnosis is a big problem. 

* 

It gives us a clean slate. 
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FOCUSES ON ONE SYMPTOM 

Seems as if the IOM are focusing solely on one symptom of this disease. Truly 

unfair to folks who suffer from it.  

The name needs to reflect the multiple symptoms which affect so many of the 

patients' internal systems and the severity of these symptoms which make the 

systems dysfunction.  

Multiple Dysfunctional Systemic Disease. 

* 

I hope they consider a changing the name to something where we would be taken 

seriously and without just focusing on one symptom.  

They got "systemic" and "disease" right.  

But "exertion intolerance" is just as stigmatizing as chronic fatigue. 

*  

This disease manifests itself in so many ways, we need a name that doesn't focus 

on one or two symptoms.  

I'm not fatigued, I'm sick. It's my brain, nerves, digestive, endocrine and so on that 

are affected. 

* 

I think the name should not reflect any physiological symptoms. Given that many 

patients experience such a wide diverse array of symptoms, each person has 

different ones, no two people are exactly the same.  

A generic name reflecting the history of the disease is my choice. 

* 

As several others with this illness, I feel that the addition of 'disease' to the name 

of this illness was a good move.  

My thoughts on the proposed name are in line with those who suggest that those 

who are not affected by the illness would believe the illness is in fact a 

psychological issue.  



NEGATIVE “SEID” COMMENTS 

238 
 

Due to the extreme number of systems that are affected by this illness as well as 

the extreme change in the patients and their lives, I believe a name that does not 

try to explain every symptom would be in order. Simply put, there are too many 

symptoms and systems affected to be summed up in a few words in a name.  

Thank you for spending time on this and seeking the input of those it affects on a 

daily basis, including physicians and those in the medical community. Please do 

consider alternative names that will encourage people to learn about and 

promote advocacy for this life changing illness. 

*  

I feel like both the proposed name and definition from the IOM report are too 

simplistic.  

I am happy that they point out that exertion exacerbates the disease, but there 

are a whole set of symptoms that go along with it that aren't accounted for or 

focused on in either. Headaches, GI symptoms, etc. 

*  

There are upwards of 100 symptoms people with ME experience, with an average 

of about 25 per person.  

Having a name for the disease that includes only one is not only misleading, but it 

trivializes the disease.  

I have had this for 24 years. I'm now 65, and it is getting progressively worse. I 

can't wait any longer for a treatment.  

We need to call it what the rest of the world is calling it--ME--and move on to 

some meaningful research. 

*  

While the report summarised some key material, it is totally wrong to name this 

disease based on one symptom. This perpetuates the ignorance and 

discrimination we as ME patients have suffered and will do little to overcome 

stigma related to views of laziness fatigue.  
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In some way, as people say now, “Oh, I get tired too” with no real understanding 

of this very debilitating disease, SEID will result in people saying, “Oh, you are 

intolerant of exercise? Yeah, I don’t like the gym either!!”  

It’s a ridiculous name for a very serious illness. 

*  

It does not point to the depth and breadth of serious disease. 

*  

There are so many other symptoms than post exertion malaise 

*  

Doesn’t emphasize a chronic sore throat due to ME. 

*  

CFS focused on one issue - fatigue - rendering the remaining issues out of sight.  

I believe the same thing will happen with SEID - exertion.  

As the old saying goes "out of sight, out of mind".  

Ask any patient and they will tell you that it's far more than issues of fatigue and 
exertion intolerance.  

I fear that, once again, we be left trying to defend and/or explain exactly what we 
are dealing with, and that - no. This isn't what you think it is. 

*  

It doesn't express the neuro immunological character of the disease.  

I welcome the idea to change the name. For eight years I have suffered from 
severe deterioration, not reflected in the name. 

*  



NEGATIVE “SEID” COMMENTS 

240 
 

CFS/ME has a multitude of symptoms. Focusing on just one symptom could 
prevent people from being correctly diagnosed and supported. 

*  

It focuses on one symptom only, much like CFS does. Granted, it is a central 
symptom but still just a symptom.  

Also, "exertion intolerance" has far too much potential to be misunderstood by 
both medical professionals and general population.  

There is plenty of research to back up a name focuses on the basis of the disease- 
we know it stems from dysfunction in the immune, endocrine, and neurological 
systems. 

*  

It already has a name that researchers and patients go by: ME.  

Your proposed change does not identify the range of symptoms and effects this 
illness covers. It is not just post exertional malaise and the diagnostic criteria is 
not good enough.  

It also spells Dies backwards which is unacceptable. 

*  

The illness is neuro immune dysfunction disease.  

The effect is systemic exertion intolerance; and GI issues; and stiffness; and joint 
pain; and sleep disturbances.... 

*  

The main issue for me is the focus on the one symptom.  

For example, for me the cognitive problems, post exertional malaise and muscle 
weakness, are just as if not more important. Others suffer from chronic pain. 
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*  

I feel that M.E is very complex. It is not just about fatigue. It affects the whole 
entire body.  

I even dislike using chronic fatigue syndrome as that in itself suggests fatigue as a 
primary symptom, discrediting and reductionalising the majority of other 
symptoms sufferers have. 

*  

The proposed new name nowhere near covers the broad range of very real, and 
very severe and debilitating symptoms, and doesn't point to the complexity of 
this illness. 

* 

There are so many other symptoms and symptomology to this illness SEID doesn't 
even cover it????  

Yes, I have PEM but I also have neurological problems, overstimulation, sore 
throat, body pains, viruses that have been detected through labs, vertigo, seven 
years in bed unable to move, muscle paralyses, brain fog, bowel instability and 
much more.  

This name will make doctors even worse than they already are with this illness.  

So disappointed that this is what people who aren't even knowledgeable about 
the illness I have day in and day out could come up with this stupid name! Shows 
me no one gets this illness. 

*  

There are many classic, well-vetted ME patients who, through the strict prolonged 

avoidance of toxic mold, have reported that their exertion intolerance symptoms 

have disappeared entirely. 

These patients usually do not report that all of their other illness symptoms go 

away though.  
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I do not believe that exertion intolerance is at the core of the disease. It more 

seems to be a defense mechanism against the problem that is at the core. 

Dr. Paul Cheney suggests that the usual lack of oxygen to the tissues is a 

compensation mechanism, designed to protect the system against “something 

worse.” 

The exertion intolerance seems to be a manifestation of oxidative stress caused 

when the tissues receive more oxygen than usual, and are damaged as a result.  

The question is, what is happening that the increased levels of oxygen are causing 

that damage? What is the underlying problem? 

The proposed name distracts attention away from that question.  

* 

It skips all the major symptoms of the illness.  

For myself I feel like I have been poisoned 24/7, I suffer from chronic low blood 
volume, bradycardia, chronic tonsillitis, chronic splenomegaly, severe 
dysautonomia, blurred vision, difficulty swallowing, chest wall weakness, severe 
allergic reactions to many, many drugs, and many other full body symptoms.  

The name just doesn't describe the full body dysfunction going on.  

I WISH that my worst symptom was PEM, but it isn't. 

*  

A lot of people ill from other diseases can't exert themselves.  

This name doesn't specifically address the profound neuro-cognitive issues, 
systemic inflammation, immune dysfunction and overall energy deficits 
characterizing this illness. 

*  

Using one symptom to describe an illness that can be so painful is heart 
wrenching. I would rather it just be called CFS. 
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*  

It's insulting to say that exercise intolerance is the major symptom of a chronic 
systemic disease.  

There are as many other major symptoms that M.E'ers suffer such as migraine, 
light intolerance, sound intolerance, temperature intolerance, multiple 
allergies/sensitivities, insomnia/ hypersomnia muscle pain, nerve pain, memory 
problems all of which lead to chronic exhaustion and then issues with exercise 
too.  

I am pretty sure M.S suffers have similar levels of exercise intolerance yet would 
you insult them with a new name implying they were lazy! No.  

M.E'ers are desperate to recover and find a cure so stop insulting us! 

*  

It basically describes one aspect of a serious, multi-symptom brain disease.  

I realize that the committee put a lot of time and effort into coming up with the 
name, but the real experts; the patients, physicians and researchers who have 
lived, treated or studied this very complex and devastating disease were not 
included in the process. 

*  

It doesn't bring attention to the neurological and immunological components of 
the disease which are debilitating. 

*  

Bad protocol to name an illness after one symptom, even if an important one. Not 
enough research taken into account on immune problem and brain/spinal cord 
inflammation. 

*  
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I love the fact that the name indicates one of my major symptoms, and that it's 
the first time I've ever seen this symptom listed.  

But there is so much more to this disease that by giving it the name SEID, it leads 
one to believe that this is the only symptom. 

*  

While true, it narrows down the range of this disease.  

It is reductionistic. It will not be understood by doctors. 

* 

This proposed name is about as appropriate as referring to a disease like 

Parkinson's as the Uncontrollable Shaking Disease or Alzheimer's as the Old 

People Who've Lost Their Minds Disease.  

There is SO much more to ME than the proposed name could ever imply.  

It took me over 20 years (in the UK) to get a diagnosis for my ME - from an un-

enlightened GP to various other health 'care ' professionals who all told me that 

what I had was not ME - but not one of them really listened to the symptoms I 

had nor understood what I was describing.  

This attitude isolates some people who have serious issues and makes things even 

worse 

*  

SEID, I feel, fails to address the numerous symptoms which fall into the range of 

ME.  

Another change will further confuse the public and medical staff who are slowly 

starting to hear our message. We would be starting all over again.  

These dollars should be assigned to research, not spent arguing on naming. 

Money to help improve patients’ lives and comfort. 

* 
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The name SEID suggests that exertional intolerance is the only symptom of the 

disease; therefore, it is no better than the name Chronic Fatigue Syndrome.  

If the other symptoms are ignored, research will be inappropriately limited.  

Moreover, detractors of the disease will continue to believe that it is "just 

tiredness." 

*  

It belittles the disease even more than CFS/CFIDS! It muddies the already muddy 
waters of names.  

We need some global unification and most of the rest of the world already uses 
ME!!  

It continues to focus only on the fatigue, when there are so many other more 
debilitating symptoms that need attention with this disease (so it's just as 
misleading as ever)! 

*  

I have brain injury shown on MRI. I also had open heart surgery to replace 
infected aorta valve.  

Where is this ME damage shown in the new name? 

*  

What I like about the name are the words systemic and disease.  

What is not clear enough at all are the words exertion intolerance.  

Further I miss in the name (and in the report) the complexity of the illness and the 
interdependence of symptoms as is very made clear in the ICC.  

Also it sets back ME tot CFS. ICC made clear that ME can be distinguished from 
CFS.  

So in my opinion this is a setback for ME. But probably it is positive for CFS. 



NEGATIVE “SEID” COMMENTS 

246 
 

*  

This disease is so complex. SEID is simple, just like CFS.  

Painful Neuro Endocrine Immune Dysfunction Syndrome is better. 

* 

It doesn't address the myalgic encephalomyeltis aspect of this illness 

* 

The name doesn't seem to adequately describe the complexity of the disease. 

* 

The disease is not just about intolerance to exertion, though this is one of the 

most poorly understood aspects. 

* 

The Canadian criteria show the dimension of the disease. It's so much more than 

just being tired.  

The mind cannot process information. The body has many symptoms, from being 

so tired you cannot move any limbs, to problems with stomach, heart, eyes, ears, 

balance etc. etc.  

The name should need to move away from "just" being tired, to imply the massive 

impact the disease has on body and mind.  

I'd rather use ME than changing the name as long as we don't even know the 

what's and why's.  

CFS should be banned as doctors and society confuse it with depression and 

fatigue and want us to do the things that increase our symptoms. 

* 

The issue with the proposed name is both a problem of PROCESS as well as the 

RESULT.  
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The proposed name is just a different way of saying "fatigue.” It's surprising to 

hear the committee say that this name captures a description of the disease 

better, when it actually is just a greater oversimplification of just one symptom of 

a serious illness/syndrome.  

It's surprising that the committee did not capture any of the neurological or viral 

or immune dysfunction issues strongly associated with what is currently called 

ME/CFS/CFIDS: any new name must include these. 

* 

I do not think the new name reflects the condition.  

I feel neuroendocrine immune disease or something similar better reflects the 

condition 

* 

SEID doesn't allow for the scope of this illness. It fluctuates from severe to mild , 

and patients can be in all of these areas with the illness.  

I do feel that the illness definitely needs recognition and support. Arguing over 

the name doesn't help with its progress. 

* 

The only good thing I see about the new name is the fact that it swapped out 

"syndrome" for "disease."  

The name is still only covering a single symptom and ignoring everything else.  

ME is not only a medically sound name, used almost everywhere else in the 

world, but it truly does accurately describe our symptoms (muscle pain and 

inflammation of the brain) while also sounding more "scientific" and less likely to 

be trivialized like CFS is. 

* 

SEID at least has disease in the name, but fatigue is not the whole issue.  

This is the most cruel illness with many symptoms to address. ME seems to get 

closer than our American CFS. 
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I am a caregiver for 23 years. My daughter has suffered so and still doctors know 

it only as a syndrome. 

Justify this illness and let the process begin to CURE this awful awful illness. 

* 

The only improvement that SEID brings is the addition of the word 'disease.’  

It still gives the impression that it's only about fatigue, which is why I choose 

Ramsey's for a name, no confusion about symptoms. 

* 

I see 'SEID' as a problem because it focuses on one symptom of the disease, and 

only in linguistic terms of subjective feeling, not in actual biomedical evidence.  

'Intolerance' is too vague and subject to instability as a concept. It is a term used 

to express emotions. Indeed in this way it is rather like 'fatigue' ("I'm so tired of 

being alone" etc.). 

SEID is worse than CFS, it will make others think that it’s only about exertion.  

This illness is multifaceted and this needs to be included in the name. 

* 

To simplify this disease as just an illness, to classify it based only upon exertion 

effect is wrong.  

After successfully finding a baseline for my life living with this exhausting chronic 

illness, I can tell you: all the other symptoms easily outweigh the exhaustion 

effect.  

Daily bowel dumping, dehydration, heart palpitations, night sweats, extreme joint 

pain, constant sinus pressure/dripping, muscle weakness/pain/cramping, left side 

brain pressure that I can only describe as pressure due to inflammation...which I 

can 'literally feel'.  

These are the many, many additional symptoms (and this is not my full list) which 

keep my life sidelined in illness. 
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Exertion both physical and stress related, barometric pressure changes in 

weather, extreme heat or extreme cold...these are a few of the triggers for my 

disease.  

Call it what it is, people: Myalgic Encephalomyelitis. Or Myalgic Encephalpathy.  

And stop calling us CFIDS/CFS/or any other ridiculous form thereof. Period. 

* 

The new name would only cover one symptom of hundreds in this chronic 
inflammatory multi-system illness, which would allow insurance carriers to 
continue to not recognize the illness and minimize it to an exertion problem.  

Millions will still suffer from an illness that should be recognized by every 
physician and insurance company.  

This name would also hinder much needed continuing research, documentation 
and funding. 

* 

I do not think the proposed name reflects the totality of the illness, and its focus 
on one aspect in terms of exercise intolerance makes no sense to me. 

* 

ME patients have more than one symptom.  

Minimum exercise means maximum exhaustion!  

All the other symptoms are well described in the International Consensus Criteria! 
Why change a name?  

The term ME is used in the World Health Organization's International 
Classification of Diseases (ICD G93.3).  

Have higher need for a cure! 

* 
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SEID in not a meaningful or descriptive name of the entire syndrome.  

It is too vague, and does not convey any of the biologic aspects of the disease-
state. 

* 

The word "exertion" is a very bad choice - people only associate this word with 
physical for the most part.  

What about MCS people and all the rest of the symptoms?  

* 

It minimizes the illness, putting all the emphasis on one aspect. 

* 

CFS has many symptoms (for me approximately 100 symptoms). 

The problems with moving is one of the less worse symptoms. 

* 

I like that it points to the one thing that differentiates ME/CFIDS from anything 

else.  

But, it doesn't include any of our other symptoms.  

I have been very ill with this disease the last 11 years. I am homebound, mostly in 

bed.  

We desperately need a new name for this severe, invisible chronic illness so that 

we can be taken seriously by doctors and our government.  

We so badly need funding for this to try to find a cause and a cure for this 

unrelenting awful, life changing disease.  

We need a name that will stand out and help us get the help we need.  

* 

Systemic Exertion Intolerance is one symptom of M.E.  
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I have lost everything in my life...health, work, money, house, partner, 

friends...good feelings, and every day I have to cope with a lot of symptoms.  

* 

It only seems to cover one part of the illness, fatigue, people suffer with a lot 

more.  

Should be called IBS of the body. 

* 

The suggested name is not helpful. All it does is describe one symptom of a 

complex, multi-faceted illness. 

* 

I think the proposed name SEID is ridiculous as it implies that it just involves 

tiredness and no other symptoms, where in fact ME has such a huge range of 

debilitating symptoms. 

If this name is used, the general public will assume ME is no more than tiredness, 

when it’s actually a very horrific and frustrating illness to endure.  

I am quite happy with the term ME. 

I don't not like CFS as again it conjures up someone who is just tired and opting 

out of life!  

However if we can come up with a name which covers the main systems involved 

in the condition/disease, i.e. immune/neural and muscular, then maybe a new 

name should be given. 

However, it could cause confusion as ME has got to be known more now and 

people understand it better than they did.  

So changing the name could make matters worse, and indeed it would if the 

proposed silly name is used! 

* 

The name does not cover the full scope of the disease. It changes nothing about 

it, aside from minimising it. 



NEGATIVE “SEID” COMMENTS 

252 
 

* 

The name is merely one symptom of a disease that is fraught with many 

symptoms.  

This is misleading. It implies that as long as they don't exert themselves, people 

with ME/CFS will feel fine.  

This is a long way from the truth and only serves to feed the stigma and judgment 

associated with this disease.  

We need research and answers, not a long debate on the name.  

We are suffering greatly and missing out on living this great life. 

* 

The disease bit is good but there is more to this disease than exhaustion. 

There is pain, sensitivity to stimuli, immunology issues etc. and to limit the name 

to a single aspect is limiting. 

* 

Once again we are naming this after one aspect of the illness.  

I do not think this appropriate and is confusing to the public at large which again 

leads to more stigmatization of victims.  

We do not call Parkinson’s the "shaking disease" or asthma "shortness of breath 

disease," so why are we calling this exertion intolerance disease? 

* 

The name SEID is good to convey the dangers of exertion, but needs to be 

stronger with neurological, immune elements involved. 

* 

I'm glad that our disease is getting more recognition, but I'm concerned that the 

name does not encompass all of the issues that occur with this condition such as 

fevers, cognitive issues, chronic infections, swollen glands, sore throats, fibro, 

inflammation, etc.  
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It is not just the horrible fatigue that is so disabling with this disease. The other 

issues that accompany the fatigue and exertion are just as bad and add insult to 

injury.  

It's like one thing after another. It never ends and if you have a good day or part 

of day and do a little bit extra, you will pay for it with the fatigue and more 

increased symptoms of a daily varying nature. Very frustrating. 

* 

The name "Systemic Exertion Intolerance Disease" still focuses on one symptom – 

fatigue, our inability to exert ourselves.  

The name does not convey the scope or the seriousness of the disease.  

In the medical community and in the general public there has been little 

understanding of Chronic Fatigue Syndrome. People have been ridiculed, and 

stigmatized merely because of the name.  

I'm not sure that SEID will do anything to change the perception of this illness or 

the response to it.  

Myagic Encephalomyelitis or NeuroEndocrineimmune disease describe much 

more fully the extent of the systems. 

* 

I was diagnosed in 2010 with Chronic Fatigue Syndrome by a neurologist in New 

Zealand. It was the 5th specialist that I saw who could diagnose me as this illness 

is so debilitating that no other doctor could pin-point what was wrong with me.  

I feel strongly about changing the name from Chronic Fatigue Syndrome to 

Systemic Exertion Intolerance Disease as the name does nothing for the patient 

regarding their symptoms but rather that we are unable to 'exert' ourselves 

meaning that a healthy person could qualify for a SEIDS diagnosis as what we are 

so used to hearing from the public is that "everybody is tired!"  

My symptoms go beyond tired as they are mainly neurological and 

immunological.  

Thank you for reading my response. 
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NEUROLOGICAL ISSUES 

The name in no way references the truly disabling nature of the neurological 

aspect of the disease at all.  

PEM is of course a hallmark of the disease and should be an essential component 

for writing criteria (criteria which are amply covered by the CCC and ICC and thus 

the whole IOM debacle was a waste of money btw), but it is not the most hideous 

part of this disease.  

The neurological pain, sensory overload which manifests in diverse and life 

altering ways, akathisias, gross temperature control problems, severe balance 

problems etc. are far worse in terms of their impact for most of us than PEM.  

PEM doesn't, in and of itself, involve pain for example ...however small one's 

world might become with PEM it probably isn't made untenable by that one 

symptom alone.  

The horror of all the rest of it is what takes us to the doors of our own personal 

hell and those are the things which must be reflected in any name which purports 

to describe this condition.  

We have evidence of ='itis'. The 'ME' name should remain or else be changed to a 

name (my preference would be 'Ramsay's Disease' ) which corrals everything 

people with the authentic presentation of this disease have to suffer day in, day 

out, decade in, decade out.  

I'm four and half decades in and still waiting to start living. SEID is an insult to 

every day I have had to live with this disabling, life changing disease. 

*  

I would like to see the neuro and immune aspects in the name. 

* 
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The name fails make note of the neurological and central nervous system 
abnormalities, which are paramount to this disease!  

* 

Fatigue is not the only, or indeed the most severe, symptom of the condition. The 
cognitive abnormalities are much more disabling. 

*  

It seems to me to exclude the cognitive symptoms we experience. It indicates that 
our illness only affects us if we physically exert ourselves. 

*  

The term SEID just addresses one aspect of this disease .  

As far as "exercise" is concerned, that is one of my least problematic symptoms. I 

underwent a two-day exercise study twice. Once with Betsy Keller and once with 

Dr. Baranuik at Georgetown in DC.  

I was a pharmacist for 23 years. It is impossible for me to work anymore. This 

illness affects my brain and I believe the endorphin receptor sites in the brain.  

We need research money!  

It doesn't kill you, it just tortures you for years. Even if you don't care about our 

suffering it would be a good investment because I would be working, my family 

would have their mother and wife back.  

I would not have believed in the amount of neglect if I had not been directly 

affected. The pet scans etc. are needed to "prove" you have it but aren't covered 

by insurance. Yet Cigna won't pay me and I can barely function. I feel let down by 

my country. 

* 

Systemic and Disease are the only parts you they got right.  
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No one got a chance to look at the brain scans from Stanford? I think that is proof 
is it neurological.  

And just so you know, before fMRI's they could still tell when a disease was 
neurologic in nature. They know Alzheimer's exists and can diagnose without any 
proof other than symptoms and that Parkinson's is neurological so what is the 
issue in realizing this is a neurological disease.  

It should be called Ramsey's Disease. 

* 

It is only slightly less offensive than CFS.  

IOM says they did not use MEitis because there was not enough evidence, but 
what about the new brain studies that have come out since they reviewed the 
literature??? 

* 

The major concern I have is about the exclusion of cognitive and neurological 
symptoms, which is a major part of dysfunction and/or disability. 

* 

The name does not imply that this is an organic disease of the nervous system, as 
currently classified by WHO at ICD-10 G93.3 (CFS was added to the alphabetical 
index with a reference to this code and is not included elsewhere in WHO ICD-10).  

* 

It doesn't mention anything about the neurological causes and effects of this 

disease.  

* 

The name sounds silly and makes the illness sound more obscure and like people 

with it can't do anything. Which is false, it's about management of symptoms.  
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It also fails to include the two things that affect me and most people, 

inflammation of the brain and spine (M.E.). 

* 

The proposed name may cover a great deal of a patient's symptoms, but I feel 

that it is not yet complete.  

I think adding "neurological" to the name would clarify that the (probable) cause 

of the disease starts/started in the brain.  

(Of course, I am not a medic and English is not my native language.) 

 

IMMUNE SYSTEM 

I believe that immune system dysfunction, disruption, or defect is at the core of 

this illness, so "immune" at a minimum should be in the name. 

* 

Whilst I genuinely appreciate efforts of IOM felt it moved from symptom based 

name to a different (though more relevant) symptom based name.  

If it’s going to be symptom based, it must include Immune problems. 

* 

It is missing any reference to an abnormal immune response and/or possible viral 
cause. 

 

SOUNDS LIKE DECONDITIONING 

The name needs to reflect more than just post-exertional fatigue or intolerance. 

One of the biggest things that makes patients feel marginalised is the 

assumptions under the current CFS label that we just get tired when the 

symptoms are so much more complex and the fatigue we get is profound beyond 

description.  
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Regretfully in the medical profession, many are not educated about CFS or ME for 

that matter if you subscribe to a differentiation, and therefore often subscribe to 

the same assumption as the general public in that the disease is one of simple 

fatigue. And once again the patients are disenfranchised by the very profession 

that should be supporting them and treating them. 

*  

While I agree that SEID gets the PEM hallmark symptom right in their face, it still 

sounds too much like "deconditioning that can be cured by building exercise 

tolerance.”  

The neuro/immune/dysautonomia components which are inarguably NOT caused 

by deconditioning are ignored by this name.  

Fever is not caused by deconditioning, cognitive/memory issues are not caused by 

deconditioning, fainting is not caused by deconditioning, tachycardia while lying 

in bed is not caused by deconditioning, temperature that should scare a doctor 

into thinking hypothermia is not caused by deconditioning, rash is not caused by 

deconditioning, digestive issues are not caused by deconditioning.  

Where's the reference to those equally disabling symptoms? 

* 

It won't promote more research and it will promote GET. 

*  

My primary concern with the name SEID is the fact that what was intended to be 
a category - a syndrome - and is in fact a catch-all for people with many different 
illnesses, is now being labeled a disease.  

Just because "disease" sounds more legitimate to people does not make it a 
proper fit, medically speaking.  

A secondary concern is the way the name sounds. To me and many others, the 
words "exertion intolerance" sound to the non-medical public like patients are 
mentally intolerant towards exertion.  
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CFS sounded like people were fatigued, SEID sounds like they are intolerant. The 
latter is even worse than the former. 

* 

Existing medical guidelines for "activity intolerance", easily equated with 
"exertion intolerance" are open to application of existing misguided rehab models 
for ME/CFS, e.g. graded activity / graded exercise programmes.  

* 

The new name is not specific enough. Many sufferers may get missed as not all 
have post-exertional malaise.  

Also I feel it's another push for GET which is proven not to work. ME causes 
biological and neurological symptoms and affects most systems in the body. 

* 

The best thing about the proposed name change is describing ME/CFS as a 

disease rather than a syndrome. This implies that it is a real physiological basis - 

that this population is sick - some very very ill from this disease.  

The word exertion is important in the diagnosis, but in the name, especially 

followed by intolerance, can be confusing to doctors, who can be cruel if they 

misunderstand this to mean they need to push these ill people harder. 

 

LAZINESS 

It is clear from many comments made from people in the general public that this 

name is heard as "lazy" instead of ill.  

SEID is not a good choice. 

*  

Stop insulting us by renaming and reclassifying a disease that destroys lives. We 

struggle enough by being told we are lazy or imagining it.  
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I personally was struck down in my youth and have spent 24 years fighting to be 

taken seriously. I lost my youth, my career and have been ill for all my kids’ lives 

so far. My husband is a saint for coping and all I can manage is to keep upright 

and struggle through 12 hours work a week. I pray I can recover one day and try 

daily to pace and exercise to get well.  

I am not lazy and I am not depressed. I am optimistic that one day someone will 

say 'Hey, this is what's wrong and this is what will help' and I may just may be well 

again.  

I remember having energy and being pain free, nerve pain free, migraine free. 

Skiing, horse riding, mountain biking, walking, running.  

I am not bone idle, I am ill and not exercise intolerant either! 

*  

I urge the HHS department to adopt a different name as SEID is basically the same 

as CFS as just as demeaning in that it sounds like we are lazy.  

"Intolerant" sounds like a personality flaw and doesn't reflect the fact that most 

of us WANT very badly to be active and energetic, but physically are unable.  

I feel I am a prisoner in my own body. I am very much saddened that all I want to 

do, dream of doing, hope to do, is out of my reach.  

So please...let's get rid of exertion intolerance altogether. 

*  

Having a person’s name associated with it can be positive if they truly had the 

disease, and if they handled it with dignity.  

We do not need any more cheap names that make patients sound mental, lazy, or 

incompetent. Most people with ME/CFS were highly motivated and successful 

prior to the illness. We want to contribute to society and have a life of meaning.  

Please respect us and the disease enough to give it a scientific and legitimate 

name. We need hope and it rests in your hands! 

*  
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In a perfect world SEID may have worked but this isn't a perfect world and the 

name has to work in that imperfect world therefore it has to be bulletproof so 

that there is no way for people to twist the name, yet again, to back up their 

agendas/prejudices and biases that this is a disease where exertion intolerance = 

laziness or a lifestyle choice intolerance to exertion. 

*  

An extremely cruel disease that has so many symptoms that has stolen one's life 

deserves a name that reflects just that.  

CFS sounds like we are just tired!  

SEID sounds like we are lazy or allergic to moving!  

Somebody out there, PLEASE help us! 

*  

We're already getting bullied and it's not even a released name yet.  

"Exertional Intolerance" = euphemism for laziness to the world.  

This disease, ME/CFS, is enteroviral as well as neuroimmunological.  

It should be named after a person. "Ramsey's Disease" or "Hillenbrand's Disease.” 

*  

Name doesn't cover the breadth of the condition, instead focuses purely on 
fatigue. Makes it sound like laziness! 

*  

It just sounds like we are lazy and don't want to work or exercise. 

*  

It sounds like a genuine condition is just laziness. 

*  
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It sounds like a glorified way of saying Chronic Fatigue Syndrome.  

How do you even say the acronym... seed, se-ad, se-id, said?  

And I'm insulted and freaked out that spelled backwards it spells DIES.  

It just sounds either like I'm lazy, out of shape or have one symptom as opposed 
to a life-altering horrific disabling disease that affects every area of my body 
function and life.  

My body doesn't work but my mind still has drive and wants to live and do so 
much and the name should reflect that.  

PS Myalgic Encephalomyelitis is very challenging for me to say when people ask 
me what my illness is. Chronic Fatigue Syndrome is an insult and completely 
misunderstood. 

*  

The general public defines intolerance differently than doctors do.  

What employer would hire someone with "exertion intolerance”? It sounds like 
we are lazy, it sounds like we were born with an inability or lack of desire to work 
hard.  

Won't teachers of young people just think these students are unmotivated? What 
judge will grant disability to someone with an illness with this name?  

There is nothing in the name that conveys the severity of what we are going 
through. No reference to pain, to cognitive changes, to all the multitudes of 
symptoms that turned me from a highly motivated employed, successful person 
into a shell of my former self.  

It is tough enough to convince those around me of how I feel, this names does 
NOTHING to increase understanding or compassion. It makes me more a target of 
mockery and disbelief than CFS did.  

Abandon this name, go with ME, with all its imperfections, at least it conveys that 
this illness is serious and scary. 
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*  

I have M.E.  The new proposed name does not cover the extensive range of 
systems associated and sounds more like laziness and choice then an illness. 

*  

When I told a friend of the new name he instantly said, oh so you're all lazy, can't 
be bothered exerting yourselves.  

This name is laying itself open to such comments from medics, media and public 
who already believe that the disease is behavioural, lifestyle choice.  

I believe the committee meant well with this name and I follow their thinking but 
didn't think they through the ramifications of it in light of the very strong negative 
image there is of ME. 

*  

I think it's still open to others thinking the disease means that sufferers are just 
lazy and are looking for a medical term as an excuse. There has got to be 
something better besides 'exertion intolerance.' 

*  

Intolerance almost indicates the misconceived view of 'laziness' or 'can't be 
bothered' exercising.  

Many of us who have this illness have a history of having a strong work ethic and 
tend to be over-achievers.  

To me it is more of a multi-systemic collapse that generates the intolerance of 
exertion, as well as a multitude of debilitating symptoms (such as dizziness, 
violent nausea, light-headedness verging on vertigo, migraines/severe headaches, 
severe pain, etc.), which seriously impair our ability to function, often at an 
extremely low level, i.e. the ability to perform the most basic of daily living 
activities, such as showering, laundry, dishes, etc. or even picking something up 
off the ground.  
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There are much more severe examples of people who are completely bedridden, 
can’t speak, and can barely function at all.  

A name needs to reflect the level of incapacitation that can occur, or at the very 
least not exclude those that fit into this category.  

Anything that describes it more than that we are "just a bit tired and in need of 
real exercise" is beneficial. A terminology that reflects the real symptoms we 
experience as a group and refers to it as having multi-systemic impact.  

I consider it to be a multi-systemic collapse that has occurred as a result of an 
infection rather than from personal choice as has previously been thought ("that 
it is all in our minds").  

My thought is the new name needs to reflect that it is a serious illness originating 
from a genuine infectious source and not imply a decision to not bother with 
exercise or be “lazy”. 

*  

I am concerned it sounds as vague and non-scientific as 'C.F.S' - only instead of 
'fatigue' implying we are hypochondriacs, 'exertion intolerance' implies that we 
are lazy.  

I appreciate the change though, almost anything is an improvement on 'C.F.S.' but 
this is only a slight improvement, due to containing the words 'systemic' and 
'disease.' 

*  

Intolerance sounds so minor it makes light of the condition to a maddening 
degree. It makes the sufferer sound lazy and in a time when everyone claims to 
have an intolerance to something it sounds completely made up.  

It does not mention pain or the inability to focus.  

If it needs a new name then why give it a name that tries to describe a condition 
that is not easily summed up? Most conditions don’t have descriptive name.  
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This name will cause uneducated people to make wrong and damaging 
assumptions causing more problems for the sufferers.  

They have already suffered enough stigma, why add more? 

*  

"Systemic": yes.  

Unless further info could be included such as Central Nervous System (CNS), 
Immune System, Cellular etc. (not sure if I'm explaining this correctly at all). 

"Exertion Intolerance" sounds to me once again like a symptom, just as "chronic 
fatigue" was a symptom and does not indicate limitations.  

It sounds like we're lazy and unwilling to exercise or something.  

Disease: YES! 

*  

I've read comments from people who say we are lazy, push thru it, even calling us 
derogatory names.  

We are sick more than exertion or fatigue. I can't even find a doctor.  

ME is the name. Instead of coming up with a new name, spend time educating 
doctors please. 

*  

Sounds like the patients have an intolerance to exerting themselves - hence the 
perception that the patient is lazy or doesn't try hard. 

*  

The disease does not need a name which throws blame back on the patient.  

Chronic fatigue is interpreted as always tired or unmotivated.  
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This new name is too similar. It sounds like a lazy person who is out of shape.  

The disease needs a scientific name for justification of how life stealing and life-
ruining it is.  

Don't pussyfoot around it. Give it a scientific name to encourage research and 
treatment. 

*  

SEID is just a buffed up CFS. Both are meaningless and both are covering up a real 
disease.  

People, including doctors, will only hear 'exertion intolerance' and that means 
lazy in their minds - I've seen it in comments, already. So, now, we're not just 
tired, we're, officially, lazy.  

We've had to put up with this for three decades - families, friends and the general 
public who think that we are just lazy malingerers who don't want to work so are 
faking having some 'pretend disease'. We don't need any more of that attitude.  

People with other diseases such as COPD, heart failure, etc. have exertion 
intolerance. If they walk a couple of blocks or lift something heavy, they have to 
sit down or lie down until they catch their breaths or their hearts slow down.  

Exertion intolerance - that gets changed to exercise intolerance which is physical. 
Nobody thinks of exertion as mental exertion which is just as debilitating as 
physical exertion.  

Doing this survey is, mentally, very difficult for me because I have cognitive 
impairment. 

*  

"Exertion intolerance" does not point to any medical condition.  

It sounds more psychological than physiological--i.e., just plain lazy--and like 
something which can be cured by a swift kick in the pants. Couch potatoes are 
exertion-intolerant! 
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 In addition, SEID is one-dimensional. It does not include anything about 
intractable pain, profound weakness or cognitive impairment, for example. 

*  

I like the approach of focusing on the core symptom and not trying to include a 
pathology that sadly has yet to be nailed down.  

But they could have consulted patients and found better words instead. "Exertion 
intolerance" does sound a bit like a euphemism for laziness.  

But I think they are on the right lines with the name 

* 

SEID, makes it sound like our lazy asses don’t WANT to do anything, except lay 
around and make up imaginary symptoms. 

* 

The feedback I have received over my 32 years ill has been difficult to deal with. 

But I have never been called lazy until this new name.  

The Exertion Intolerance portion, without further explanation that it is not 

exercise but all forms of minor mental and/or physical exertion, does so much 

more damage than the word Fatigue ever did.  

It is heartbreaking that so much money was spent on naming something that 

might be several different illnesses lumped into one diagnosis.  

We need help. I lost my 20s, 30s and 40s to this disease, with no treatment but 

opioids, and that only for three years.  

I cannot find a specialist I can afford or can reach because of geography.  

I am not alone. We need help, not a new name. 

* 

I think SEID makes us seem lazy and like we don't really like exertion, but it 

doesn't kill us.  
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I think it feeds into 'Yuppie Flu.’ 

* 

Nope. Nothing positive [about this name]. 

It does not convey the variety of symptoms which can be experienced.  

Also implies to me the exertion intolerance could be a choice.  

“These people are just lazy” is the accusations we fight now and the use of SEID 

will exacerbate this. 

* 

SEID will further stigmatize patients and give the public another excuse to call 

them lazy.  

The public does not understand exertion intolerance and will not understand this 

name.  

The name does not need to describe the symptoms of the illness. But it needs to 

be changed. 

* 

I can just imagine being further misunderstood if this new name stands.  

I can hear the chuckles and the future SNL skits about people who are "intolerant 

to exhaustion." 

I can just hear this being the new "catch phrase" to describe people as being lazy. 

With lots of laughter being involved.  

"Oh yeah, she has that disease where she's "exhaustion intolerant.” 

 "Oh, you mean she's lazy?".... haha.  

Far worse than chronic fatigue. I am already sick of people saying that they must 

have it too. Saying, "Aren't we ALL chronically fatigued?" 

Neither of these names comes close to describing what CFS is truly like.  

Wish I was able to come up with something better. But certainly hope someone 

comes up with something more descriptive than the one currently proposed.  
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And how could you NOT include patient input?  

WE are the ones who must live with this "label" every day. It should at the very 

least be something that is not embarrassing!  

* 

Exertion intolerance to the lay person will come across as a synonym for lazy and 

still therefore carry stigma. 

* 

Other than shifting the emphasis from fatigue to post-exertional malaise, the 

proposed new name has the same issues as the old.  

“Systemic Exertion Intolerance Disease” just begs stand-up comics to make jokes 

about it (“Yeah, my brother-in-law has been intolerant of exertion for years…”).  

It doesn’t convey the seriousness of the disease. It doesn’t even sound like a 

disease. It will just perpetuate the stigma and prejudice.  

The disease had a name, myalgic encephalomyelitis, by which it’s known around 

the world, until the CDC renamed it with a demeaning, trivializing substitute.  

Why not stick with that until or unless it’s proved wrong? Or maybe not even 

then; after all, no one renamed malaria when they discovered it wasn’t caused by 

bad air, or diabetes when they found it wasn’t a urinary disease.  

Or avoid descriptive names altogether, and name it after someone, such as 

Melvin Ramsey.  

I appreciate the effort, but I hate the proposed name. 

* 

The label should indicate the multi system nature of the disease and the 
seriousness of the outcomes and symptoms not imply it's some wishy washy 
illness for whiney, lazy and useless individuals who lack the initiative to get out of 
bed. It is a real thing and it can be fixed, but not easily.  

Its incidence is increasing and likely reflects the outcome of human pressures on 
our environment and our ever changing behaviours.  
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* 

Anything that doesn't sound like sufferers are lazy would be a start!  

No simple name will ever be able to get across to non-sufferers how debilitating 
this illness is, so it shouldn't even try.  

Name it after a famous sufferer or after someone who has done a lot of research 
etc. 

* 

Putting the word "exertion" in the name just gives non-believers the opportunity 
to translate it as meaning PWCs (Persons with CFIDS) are just lazy or crazy and 
unwilling to exert themselves in any way.  

I understand that this wasn't the goal, but it is the result.  

That's why Neuro Endocrine Immune Disorder is better, but not perfect. It focuses 
on several of the key systems that are screwed up and excludes any reference to 
"syndrome" or "fatigue" or "exertion.” 

* 

I asked half a dozen people I was with this evening who know nothing about ME, 
CFS or this debate, what they thought was wrong with someone who said they 
had Systemic Exertion Intolerance Disease.  

I had to repeat it three times for them to get it, then they unanimously said in one 
loud chorus, "They're lazy." 

* 

I think the new proposed name is terrible, and makes it sounds as if the patient is 
just lazy.  

In that sense, it's no better than CFS, which just makes it sound like the patient is 
tired. 

* 
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Proposed name "Intolerance" does great disservice in focus on only one aspect of 
disease and in implying there is choice and laziness by people who are sissies that 
have psych issues which is entirely false.  

This disease is multi-faceted and name must reflect all facets: involves CNS, brain, 
mitochondrial dysfunction (as organic basis for inability to exercise--not 
intolerance), autonomic and endocrine dysfunction, Immune system 
abnormalities and dysfunction, inflammation with at least 15 cytokines elevated 
(per Dr. Montoya’s latest study not yet published--I was told this by his PA) and 
pain, etc. etc.  

It may be best to go with keeping ME/CFS (since it already has recognition) and 
just alter definition to accurately include all facets malfunction all systems in the 
body or naming disease after top key researchers in field (since the number one 
name can accurately reflect all facets disease) and then defining all aspects 
accurately. 

* 

The new name makes it sound like this disease is not serious at all and people 
who suffer with it are lazy.  

Why can't we keep the name as it is? 

* 

It sounds like something that "lazy people" created as an excuse to get out of 

work. It does not convey or address the pain and problems that this illness causes. 

It doesn't sound serious or believable. 

* 

[We need] something that doesn't make us sound lazy - we already have a 

difficult enough time.  

I told one guy about the new name and he started laughing - too long and too 

much of a mouthful and we sound lazy. 

* 

The disease already has a name: chronic fatigue syndrome. 
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It makes us look like lazy, lying comedians, where it's 'all in our heads'!  

The doctors make it very easy for them and that makes it very hard for us. 

* 

I hate the new proposed name.  

I think it could become a joke illness like 'man-flu.’  

I think anyone could label themselves with it if they can’t be bothered to do 

something.  

I have always preferred ME to chronic fatigue but would really love a new name 

that doesn’t just pick out one symptom but points at the failing mitochondria, 

lymphatic or immune system.  

Or, but I know this is unlikely, neuro or multi-system toxicity.  

Even a random researcher’s name (*****s Disease) would be better than what 

we have or what is being proposed with SEID.  

* 

Please don't ignore all the sufferings of the patients. 

You make it sound as we are afraid to move around or are just lazy. You should 

have known me before my illness: I was overactive, very adventurous, always 

helping others and working 50-60 hours a week (while my boss only paid me 36!). 

So don't offend me by pretending I'm lazy!!!  

I want a cure and to have my life back. I loved all of it, even the stress! 

* 

I fear that there will be as big a stigma attached to it as CFS.  

I can hear people saying....oh, yeah I get tired from exerting myself too, you lazy 

&@#(%. 

It just screams lazy and crazy as badly as CFS. 

* 
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The name SEID has already incited more accusations of laziness against the 

patients than other names. 

 

SEVERE PATIENTS 

Exertion Intolerance feels like a side step from Chronic Fatigue. It invites ridicule 

and continuing discrimination towards people suffering from a disease that has 

been recognised as neurological, but treated as psychological.  

It's like calling Parkinson's disease Chronic Tremor Syndrome.  

The name does no justice to the severity of this disease and propagates 

misunderstanding from both the medical profession and the public. 

*  

I write on behalf of the severely ill people who are bedbound or housebound for 

years at a time because this illness is not funded, researched or even listened to 

by doctors.  

This has got to change. This is not a new illness and should be understood by now.  

The name SEID is confusing and does not explain this complex illness. I urge you 

to not use this name. 

*  

I feel that people on the severe side are not included in research or the name.  

If the name does not sound serious, nobody will take this seriously. 

*  

I would welcome a name that expresses the severity of the illness.  

For me the deficiencies in the nerves, the deficiencies in the immune system, the 

deficiencies in the endocrine system, the pain and the sleep problems should be 

brought to better attention. 

*  
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The name completely trivialises what is a severe and relentless illness that can 
impact on every part of people's lives. 

*  

This name in no way portrays the seriousness of this illness and the sheer amount 
of abject human misery that it causes. 

*  

Just seems a mouthful that doesn't really make sense, describe the intensity of 
symptoms, and variety of symptoms and how devastating an illness ME is. 

*  

It does not describe it well enough, especially for those of us with extreme 
symptoms.  

Even my own ME/CFS specialist doesn't like it and he's one of the pioneering 
physicians!! 

*  

Doesn’t sound like a serious disease.  

Perhaps we should postpone naming until Lipkin or somebody finds the cause of 
this miserable disease. 

*  

Chronic or acute or something that tells it is severe or constant.  

With brain fog it is hard to remember very technical names. 

*  

Exertion intolerance doesn't even come close to the severity of the symptoms.  

It's better than chronic "fatigue," but not by much. 
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* 

Fatigue is the main symptom, but pain, IBS, numbness, etc. are close seconds.  

It is an illness that encompasses severe systemic immune/neuro/endo 

dysfunction that affects the whole body.  

The name SEID trivializes the severity of this disease by focusing on only one 

aspect. 

* 

The proposed name of Systemic Exertion Intolerance Disease (SEID) is inaccurate 

and trivializes this devastating illness.  

It focuses on only one of a multitude of disabling symptoms -- exertion 

intolerance. 

Like the name Chronic Fatigue Syndrome (CFS), it fails to take into account the 

neurological, autoimmune, and endocrine components of the illness.  

If the name sounds trivializing to patients, then it will have the same effect on 

doctors and researchers.  

I have been disabled and housebound with ME/CFS since 1997, so I am one of the 

many patients with severe disease.  

If it were simply an issue of exertion intolerance, then I would be able to do 

sedentary work out of my home, but the cognitive "brain fog," flu-like symptoms, 

and immune dysregulation make this an impossibility.  

Myalgic Encephalomyelitis/Encephalopathy (ME) is a name that is, for the most 

part, currently accepted by the patient and medical communities.  

If a name change is absolutely necessary, then NeuroEndocrineImmune Disease 

(NEID), with degrees of severity from mild to severe, is a far more accurate 

description of this illness because it encompasses all the physical facets of the 

disorder.  

The name SEID, however, is just as useless and inaccurate as CFS.  
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Please do not adopt SEID as the name for this devastating disorder. It would do a 

great disservice to the patient community, and would set research back years. 

This is the last thing we need! 

* 

Most people think of exertion as lifting weights or some significant activity.  

SEID does not reflect that I am unable to lift my arms or legs or stand up.  

We need name to convey the severity or is better not to say nothing at all.  

Use a non-descriptive name. 

* 

It's misleading for a severe physical disease. 

* 

My daughter has severe ME and this doesn't come close to representing what this 

disease does to the body.  

* 

This name does not show that the disease can be extremely debilitating, very 

painful, and life limiting.  

There is nothing positive about this name. The combination of words are not 

helpful to present what ME/CFS is - a debilitating, life-restricting disease. 

* 

Disease helps in confirming this is a medical condition, not psychiatric.  

But it doesn't go far enough to convey severity. 

* 

I feel that SEID scratches the surface in the severity of this disease and that each 

patient, including myself, deserve to have a name that strongly represents this 

disease.  

I believe that Neuro Endocrine Immune Disease explains the severity of this 

disease within the name itself, perfectly. 
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ACRONYM 

Dies? Really? I know it wasn't intentional, but it's unfortunate. 

*  

It spells DIES backwards and it would become a joke. 

*  

It's dies backwards! 

*  

SEID backwards is DIES!!! 

* 

Dies backward???? First thing I noticed, not well thought out. 

* 

It spells DIES backwards... 

* 

I don't like the fact that SEID spells DIES backwards. 

* 

SEID backwards is DIES. 

How about instead of wasting time and money on picking a name for the 

condition you spend the time and money in researching ways to help those of us 

who suffer? 

*  

It's yet another acronym to try and remember.  
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It's confusing to rename this disease yet again when most sufferers are perfectly 
happy with calling it ME.  

Also, it's not the best acronym - it spells 'DIES' backwards, plus the hashtag #SEID 
is already in use on social media by a body builder and his fans.  

Even though it's coincidental, linking our illness to the world of fitness and 
pushing one's body to extremes through exercise is highly ironic and completely 
inappropriate! 

*  

I have seen comments that SEID spells DIES backwards, and that a web-search of 
SEID comes up with a body-builder with that surname.  

These are additional causes of ridicule that ME/CFS patients do not need. 

 

EXERTION NOT REQUIRED 

It sounds like we are completely healthy with no symptoms when not exerting 
ourselves which is not the case. 

* 

Chronic fatigue includes fatigue WITHOUT exertion.  

And the name implies that patients cannot handle minor exertion which implies 
laziness which is not the case with this disease whatsoever. 

* 

I feel this name does not adequately cover the many symptoms and problems 
that affect the ME sufferer.  

Brain inflammation, cardiac problems and many others. The fact is we can feel so 
ill even when not exerting ourselves.  
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Yes, post exertional malaise is a huge problem, but we are ill even when not 
exerting ourselves, the exertion just happens to make us feel worse and can cause 
big crashes and relapses. But even if we do nothing, we still feel ill, with many 
different symptoms affecting many parts of the body.  

I still prefer the name Myalgic Encephalomyelitis (ME).  

I despise the name Chronic Fatigue Syndrome. It is demeaning, and trivialises a 
very serious disease which wrecks many lives and causes multi system problems 
in the body of the sufferer. 

*  

I am an RN who was extremely athletic and worked full-time my entire life. I got 
the flu December 24, 2009, at the age of 51 and descended into a living hell!  

When I am in a crash, I cannot even sit up because I am too sick to do so. When I 
try my heart races and I am so short of breath that my entire body shouts "I need 
to lay down"!  

So the idea that it is exertion intolerance is a bit, understated and focuses on only 
one of a multitude of horrendous, life robbing symptoms!  

Systemic exertional intolerance disease does not begin to describe the fact that I 
am so sick with a flu like, poisoned feeling and cognitively impaired that 
something as simple as reading, taking a bath or brushing my teeth takes all that I 
have within me!  

On my better days sometimes I can get away with doing a household chore and 
other times I can't. This name does not begin to take into account the 
unpredictable nature of this disease! I may have one or two hours where I am 
strong enough to get up and then not be able to get up at all for weeks.  

I have never been normal, since I got sick, but I have noted in the summertime 
being able to be involved in activities that require standing, sitting and walking for 
several hours at a time. It feels as though there is no rhyme or reason behind the 
amount of physical ability I have from day today. It is as though a great dragon 
comes up from the ground to swallow me up, carrying me down into the dark, 
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depths of hell and then releasing me occasionally to the surface where once again 
I can breathe!  

Exertional intolerance leaves patients open to mockery such as "Oh, you’re 
intolerant, well then don't exercise"-there's your cure!  

So we go from the ridiculousness of graduated exercise therapy for people who 
can't even lift their heads, to basically just lay there and die since that's all you are 
capable of which is: DIES or SEIDS spelled backwards!  

Have any of the people in these meetings ever seen true ME patients?? 

*  

How can "reading" be classed as exertion? Reading a book will cripple me just as 
much as walking!  

The name doesn't describe the illness at all 

*  

The word "exertion" will be just as misunderstood as was "fatigue".  

Healthy people will think it means running around the block instead of what it 
means in reality to us: just standing up for a minute, or reading a sentence. They 
will think that our lives are normal, except that we can't do physically demanding 
things. So they will have no clue as to how disabled we are.  

They will also be more inclined to think it is just a psychological problem. I also 
find "intolerance" and "systemic" to be open to misinterpretation and 
trivialization. The only word that is an improvement is "disease.”  

News reports have confirmed my fears and reinforced the same old prejudices we 
have all had to deal with (in my case, for over 25 years). NBC illustrated "exertion" 
with an animation of a person RUNNING.  

I believe the name M.E. is what we should continue to use. The U.S. seems to 
believe it can ignore all the previous expert opinions from all over the world, and 



NEGATIVE “SEID” COMMENTS 

281 
 

that it must put its own stamp on things. The rest of the world has been using the 
name M.E. and I don't believe that starting over with a new name is helpful to us. 

* 

Using the word exertion is too vague. To some it could mean running a marathon 
while to another, exertion means sitting up or lifting a fork to eat.  

It is too unclear for doctors, patients and the general public. 

*  

There are many times with this illness that we are too weak to do anything at all. 
So the exertion part is misleading. It happens, but the illness does not require 
doing anything. 

*  

The proposed name denotes the severity of the disease in itself and suggests that 
patients are affected slightly by tiredness after exertion.  

In reality patients have debilitating fatigue without exertion of any kind. The 
name fails to represent that patients are unable to partake in even "less than 
normal" activities and the consequences are felt for days, weeks, or in some case 
months.  

The brain fog and cognitive issues, coupled with the numerous system 
malfunctions such as hypothalamic and immune issues are not described.  

The CDC and social security took the task to the IOM and a name was born 
without the proper research which needs to be conducted with those that are 
actually ill with the disease. I fear that the name will continue to downplay the 
severity of and totality of the symptoms which are experienced day to day even 
without exertion for those suffering with this nightmare of a disease.  

I really do not know what would be the best name but ME/CFIDS was a more 
exact description in my opinion.  
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SEID narrows it down to exertion as the issue and the false belief that if the 
patient does not over exert than they are just fine. 

*  

I think it would be widely misunderstood by the public. I think it makes people 
with the illness sound unwilling to exert themselves.  

It also does tremendous disservice to those severely ill. 

Can we really say someone who is bedbound is just "exertion intolerant?"!! Aren't 
they unable to exert at all?  

* 

This name may make sense to doctors, but friends, families, employers, etc. won't 
understand. 

The name says nothing of the pathology of the illness, and exertion is just another 
name for fatigue.  

I have problems showering, preparing meals, doing laundry..... I don't believe 
most people would consider these activities "exertion." 

*  

Exertion implies major physical effort, e.g. digging a hole in the garden. Whereas 
even lifting a spoon or holding a mug of coffee can be too painful and debilitating.  

Exertion intolerance could imply work-shy or lazy. Systemic is good. Disease is 
good. 

* 

[It’s good] only that it mentioned disease.  

Other than that, it will continue to stigmatize and cause disrespect about lack of 
understanding due to exhaustion, as most diseases cause weakness, exhaustion 
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and it will not be understood that this is primarily a serious aspect of the disease, 
being autonomic.  

Nobody will understand that is the fact that movement alone can cause decline, 
like owning an empty battery. 

* 

As a ME/CFS patient who is totally disabled by the disease, I appreciate that the 
word "disease" is used, however for some, if not many patients intolerance to 
exertion is but one aspect of the disease. 

Some of us are too disabled to exert ourselves in the first place.  

I'm glad professionals are trying to give it a better name than CFS, but if many 
other countries are using the ME/CFS name, why can't we? 

* 

The main concern I have is with the word exertion because what can bring on a 

crash is often well below what most people may think of as exertion. 

* 

The new name makes it sound as though exertion causes it, yet many people on 

complete bed rest still suffer symptoms. 

* 

The first thing I think when I read the name is that someone with this disease gets 
tired easily.  

It doesn't sound serious, doesn't indicate any of the other debilitating symptoms 
and implies that if the person is resting they feel fine.  

However, I am in favour of moving in the direction away from graded exercise 
therapy! 

* 
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SEID is an inappropriate name.  

Exertion is limited to physical activity. The intolerance seen in ME/CFS is to 
physical, cognitive and emotional activity.  

ME/CFS is not a disease: it does not satisfy the medical criteria to be classified as a 
disease.  

The IOM's diagnostic criteria are too broad and reminiscent of the CDC case 
definition.  

Adoption of the IOM's diagnostic criteria would lead to the inclusion of many non-
ME/CFS patients in the SEID population which would dilute the precision of the 
case definition, drug trials, and other intervention trials. 

* 

The proposed name implies that if you don't exert yourself you won't have a 
problem.  

My experience is that sometimes my flares probably relate to exertion but 
sometimes there is no rhyme or reason. If it were the case I could work around 
that and function within those barriers.  

The words "systemic" and "disease" are good changes.  

Quite frankly, as long as the word "fatigue" is taken out, I'd be fine with any 
name. As soon as other people hear that word they think you're simply tired. Any 
further attempt to explain what CFS really is and how bad it is makes you sound 
like a hypochondriac.  

The new name maybe shouldn’t have any common names in it- like exertion- so 
that there is opportunity to explain to people what it is.  

Before long, people will know what M.E. Is just like they now know what M.S. Is.  

* 
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ME is not only exertion intolerance: even if you are doing nothing at all you suffer 

from ME.  

ME is there always, it is a state and does not only appear when you are doing 

something.  

The name is misdirecting and I fear that science will search in the wrong direction. 

* 

It doesn't make clear that also the smallest effort, like taking a shower or even 

walk a few steps, can make a patient very sick.  

* 

Exertion to most people will mean like what you do at a gym that produces a 

sweat.  

A reaction can be triggered by much less of a stimulant like losing a little sleep or 

taking an enema!!  

Stress would actually be a better term, but that comes with preconceived ideas of 

its meaning also. 

 

“DISLIKES EXERCISE” 

It diminishes the broad effects of the disease, while making it sound like the 
patient does not want to exercise. 

* 

It negates all the other symptoms and makes us sounds like we hate exercise. Not 
that we are actually ill.  

As well as being useful for doctors, the name needs to show society that it is real, 
chronic and desperately debilitating, so they take notice.  

I think disease needs to be in there. 
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EXERTION INTOLERANCE 

I hate the word exertion in the name. Something else would have been better. 

*  

It is good to have Systemic and Disease, but Exertion Intolerance sounds terrible. 

*  

Systemic and disease are ok, but the exertion intolerance is the sticky bit. 

*  

It will be shortened to "exertion intolerance" which is wide open to 
misinterpretation, in exactly the same way as chronic fatigue syndrome was 
shortened to either the single symptom of "chronic fatigue" or the non-organic 
mental health disorder "fatigue syndrome".  

*  

The general population will not understand the word systemic, leaving them with 
the impression we are just intolerant to exertion. 

*  

Invites scathing mockery.  

Gives a nod to one important mechanism in the illness (certainly one that needs 
to be better understood and recognised) but ignores all others, and implies that in 
the absence of "exertion" there is no problem. 

*  

While I agree that PEM is a necessary and unique part of ME, the new name and 
definition do not accurately reflect what we patients feel as a result of exertion.  

And it certainly detours away from the long history of ME being primarily 
neurological and vascular in nature. 
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*  

Exertion intolerance is too easily misinterpreted by the general public and does 
not sound serious.  

When healthy people hear exertion, they tend to think of things like heavy lifting. 
When they hear intolerance, they tend to think of less-than-debilitating side 
effects.  

Combined it may sound like it is merely unpleasant for us to do things like heavy 
lifting, which makes it easy for people to say “I have that too” or make fun of it.  

It does not seem like a good idea to name such a complex and debilitating disease 
after a single symptom, especially one that sounds like something minor that 
everyone has experienced. 

*  

I like the inclusion of the words "systemic" and "disease.”  

However, "exertion intolerance" - although *technically* accurate enough - 
sounds, frankly, very dodgy and eyebrow-raising.  

It makes it sound like the patient is (or has affectations towards being) very 
delicate and _unwilling_ to exert themselves.  

I think that in most cases, people associate the word "intolerance" with an 
attitude/mental stance ("intolerant of other people") rather than a physical 
inability to process/tolerate something ("lactose intolerant").  

Although I do agree that the proposed name of SEID is potentially more accurate 
than Myalgic Encephalomyelitis, I cannot imagine introducing myself to someone 
new by explaining that I am "exertion intolerant.” It seems to invite 
misunderstanding, even as the current "chronic fatigue syndrome" does.  

Also, it should be pointed out that "exertion" is misleading, inasmuch as for 
severely affected patients, "exertion" may involve speaking. Or thinking. Or 
focusing one's eyes.  
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Whereas most people assume "exertion" means physical exercise, strenuous 
activities, etc. 

*  

I can already imagine the jokes about exertion intolerance.  

It will be no different than chronic fatigue. 

*  

SEID, without the history and context of the name "chronic fatigue syndrome," 
doesn't sound so bad. However, SEID will not exist in a vacuum.  

Within the historical context, "exertion intolerance" sounds like a euphemism for 
fatigue, and everyone who knows the CFS name will see through this. It only 
focuses on one symptom, which is the problem everyone had with CFS, and will 
do nothing to put an end to stigma.  

My other main concern is that I am sick all the time, not just when I exert myself. 
Exertion intolerance does not come close to describing being bedbound 90% of 
the time from a vast array of symptoms.  

No name could adequately describe the symptoms, nor should it. That's why 
Ramsay's Disease or something like it would be more appropriate. 

*  

Given that the IOM suggested that they changed the name because "CFS" did a 
disservice to patients, I would have thought that they'd be alert to the possibility 
of repeating this issue.  

When I first heard the phrase "Exertion Intolerance" it brought to mind the image 
of a lady from the Deep South, in her crinoline, reclining on her chaise lounge, 
fanning herself saying "Fiddle Dee Dee, Rhett. I just cannot tolerate this exertion 
that a lady much bear." When I logged onto my FB group, someone posted 
something almost identical to this!  
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Since then I've seen two poorly researched news stories about the new name 
(NBC & Koat), both of which appear like the worst of the worst news stories that 
appeared in the 90s about CFS. You know, "these people are tired.” At the end, 
one news anchor snidely commented to her co-anchor that "I've been tired for 15 
years.” Clearly the name hadn't fixed anything.  

Given the concerns about patients being misrepresented by the name, I'd have 
thought they would have been more careful. Whilst their reasons for not adopting 
ME were understandable (they were tasked to stick to the evidence, and the 
evidence wasn't there to support ME), they were also saying that more research 
was needed and then things should be revisited.  

Many diseases have names that aren't particularly accurate. In addition to 
revisiting the diagnostic criteria within 5 years, I would have preferred if they 
recommended dropping CFS (to acknowledge the damage it has done to patients) 
and keeping ME for the next five years, with an understanding that it would 
almost certainly be then changed, once better evidence was available. In other 
words, keep ME as a caretaker name, instead of adopting another name that will 
be potentially damaging to patients.  

Given the perception of pwME/CFS in both the general public and medical 
community, the new name needs to do quite a bit of work to rectify the damage 
that decades of CFS has done.  

Wait until there is good evidence for something like Neuroimmune 
Encephalopathy or some such. 

*  

My other concerns are that to the broader public community, the new name will 
be no better than CFS in terms of their perception of what the condition is.  

They will perceive exertion to be exercise and patients will get the same kind of 
response as we have already been getting: oh I get tired of exercise too!  

Nothing better designed to make a person with ME/CFS to feel marginalised. 

*  
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I left my doctor for trying to prove nothing was physically wrong with me. This 
name sounds like a euphemism for "patients imagine they cannot tolerate 
exertion."  

It is humiliating, devaluing and profoundly invalidating. 

*  

While many of us consider "PEM" a cardinal feature of the disease, it does not 
describe the disease itself. The name is just a fancier form of "chronic fatigue."  

I did not go to my doctor complaining of "fatigue" or post-exertional anything. I 
went to my doctor because I had cognitive dysfunction on a massive scale; I had 
blackouts, I had severe pain in the back if my neck and behind my eyes 24/7; and I 
ached like I had the flu. I was exhausted, but I assumed it was because I was so 
dreadfully sick (as did everyone else).  

This name is as misleading as CFS. 

* 

I really don't like 'Exertional Intolerance.’ I don't like that a symptom is being put 

into the name recommendation as there are many other symptoms. Muscle pain 

for example.  

'Exertion Intolerance' also will imply that we feel ok while exerting ourselves, but 

have a delayed negative response.  

Where the truth is we hurt and suffer while exerting ourselves, and after as well. 

* 

Re SEID, I've always thought that anyone having run a marathon could say they 

have Systemic Exertion Intolerance!  

I've also heard often that the use of systemic is redundant, as all illnesses are 

systemic. 

* 
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I do not like the new name; I don't agree with the exertional intolerance part of 

the name, although I like the systemic and the disease part 

* 

I don't think that the proposed name covers the full effects of the condition and 

by using the fatigue element, particularly in a way such as they are, saying that we 

have an intolerance to it is, to a lot of people who don't understand the condition, 

like saying we're allergic to exercise.  

Something needs to be done about this before is too late. 

* 

Exercise intolerance is an important part of the disease, but there must be a 

cause, an underlying reason for the intolerance. People with pneumonia very 

likely also suffer from exercise intolerance.  

So SEID, like "CFS,” can encompass many, many other conditions.  

The only good thing about SEID might be that it could be used for people who 

have to apply for disability pensions.  

An objective test. Also, if we are lucky, the CBT GET might finally see that their 

methods make PWME more ill.  

But I don't have much confidence in the CBT GET lobby. 

* 

The name produces an automatic stereotypical assumption on the part of the 

hearer that patients with the disorder can't exert themselves at all, which is 

untrue.  

It focuses on a single symptom when it is a multi-symptom, multi-cause disease. 

* 

The argument can be made that 'at least it has the word disease in it.’ 

As well, I think the word 'systemic' has value, even if it makes it hard to remember 
for 'lay' people. 
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However the other two words are so loaded with social connotations that the 
whole thing needs to be tossed. 

* 

I think it is good that it tries to convey the cardinal symptom of ME/CFS, 
postexertional malaise/postexertional collapse, but I feel it is a shame that the 
"post-" part is not included.  

I think the typical thing for ME/CFS is that we get extremely sick AFTER an activity. 

* 

In the U.S., this debilitating illness is still widely called Chronic Fatigue Syndrome 
which is so very frustrating for someone that battles with it every day.  

The words 'fatigue' as well as 'exertion intolerance' do not even begin to touch 
upon the severity of this illness and is insulting to me as a 37 year old woman that 
battles this disease day in and day out.  

This is a disease and the name should reflect that fact.  

If you use words like 'fatigue' and worse, 'exertion intolerance,' you are 
minimizing my struggle for all the world with simply a name.  

If we can't come up with something better than CFS or SEID than let us simply 
stick to Myalgic Encephalopathy and call it a day. 

* 

While I applaud the effort to rename ME/CFS, moving from one bad name to 
another is not helpful.  

Exertion Intolerance may be yet another easy punchline that marginalizes 
patients.  

I read that over 100 names were discussed during the naming process.  
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However, when businesses go through a naming process, they may narrow their 
options down from thousands of variations.  

Perhaps enlisting the help of a professional group rather than one marketing 
individual would have resulted in a more appropriate name.  

The fact that the new name is intentionally temporary only adds confusion to this 
already mysterious illness. Thanks for trying. 

* 

The SEID name is certainly an improvement over CFS - adding the word "disease" 
is especially appreciated - but it still focuses on only one symptom, exertional 
intolerance - and does not imply any degree of severity or neuroimmune 
manifestations.  

The general public, and even physicians, will almost certainly equate the name 
with being deconditioned or simply unable to exercise vigorously.  

The idea of "fatigue" is still there floating in the background. In fact an article in 
my hometown newspaper about the IOM report headlined it as "New effort going 
into Chronic Fatigue" - same old, same old.  

Exertional intolerance is very important, but it's only part of the story - what 
happens after exertion (collapse, increase in neuroendocrineimmune symptoms) 
is just as important, as well as the other types of abnormalities that exist with or 
without exertion (and which never seem to get mentioned in newspaper articles).  

The word "systemic" in SEID is a start but is just not specific enough.  

We need a name that makes people think "Wow, that's a nasty disease; I hope 
the NIH is spending lots of money on it!" 

* 

Using the word "disease" is the most positive element.  

"Exertion intolerance" is a poor way to describe a key symptom of the disease.  

A step in the right direction but poorly thought out. 
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INTOLERANCE 

Anything that suggests fatigue or intolerance to activity falls into the laps of the 
sceptics and will do those of us with ME more harm than good. 

*  

Intolerance sounds like I have a choice. 

*  

Systemic and Disease sounds great.  

Intolerance does sound of minor concern as does to all who have no 
"intolerances” (as in allergies etc.) themselves.  

Exertion intolerance sounds bogus (though it probably is as correct description) 

*  

The word "intolerance" is not a word taken seriously by the medical profession 
nor the public. For example, "Intolerance" is used for "gluten intolerance", but 
this is widely seen as a less serious problem than Coeliac Disease. "Intolerance" is 
also used to indicate various food intolerances and these are seen as less serious 
and less real than food allergies, which are taken seriously.  

The word "intolerance" is therefore already widely scoffed at by medics.  

It has no place in naming a disease where even mild over-exertion could have 
fatal or far-reaching consequences. 

* 

Intolerance can be open to severe subjectivity. For example, most people have no 
understanding of the severity/impact of food intolerance either. 

*  
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Intolerance is the word I am not 100% comfortable with.  

Since post exercise malaise is a sign perhaps systemic exertion malaise disease? 
Or systemic post exertion disease? 

* 

People have intolerance to food all the time. This name brackets CFS with that. 
Not enough emphasis on the severity of the illness. 

* 

Intolerance is a weak word, that has several different meanings, some insulting to 
the patients (i.e. in a different meaning of the word intolerance is a word used to 
convey prejudice and bigotry).  

It’s clear the name conveys the idea of laziness to the public, from their 
comments.  

It’s vague and open to misinterpretation.  

SEID does not sound serious, and it leaves us open to abuse and accusations of 
'not making an effort,” yet again.  

Massive fail. It conveys one idea only. 

* 

I like the term disease vs. syndrome. Systemic is neutral.  

Intolerance is the worst word. Dysfunction would have been better. 

* 

I think the IoM came close - "systemic" is important, "exertion" is accurate (if not 

entirely specific enough - most people don't think of having a feeling or making a 

grocery list as exertion), and "disease" is much stronger than "syndrome".  
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I think the downfall of this name lies almost entirely with the word "intolerance". 

It may have specific medical meaning, but in a layman sense the word refers to a 

character defect, and also implies a whole lot of choice.  

If the thing you choose to not tolerate is exertion, the whole thing just screams 

"lazy!!!", and all the other good words and meanings in there are completely 

overshadowed by that one perception.  

And the perception is really all that matters in real life to people with this illness; 

those we encounter do not analyze the meanings of each word and then add all 

that up to reach an accurate conclusion - they just hear what they hear!  

As for credibility due to the name being chosen by professionals, the exact 

opposite is probably true - if all the best minds apply themselves and they can 

STILL only come up with a wishy-washy, vague, and patient-blaming name - if 

that's the BEST they can do - then how bad could this illness be?  

Surely if it was at all serious they could - and would! - come up with something a 

little stronger than "exertion intolerance". Fancy words for "lazy".  

Now, change the word "intolerance" to "induced" and you get to keep the other 

three good words while removing the perception of the patient being responsible.  

It becomes a systemic disease that is induced by exertion, instead of a patient 

who won't tolerate exertion. Completely different! 

* 

The word 'intolerance' makes it sound like it is a psychological problem, not a 

physical one. 

 

SOUNDS PSYCHIATRIC 

Very bad name! It means or could mean that psychiatrists can very easily say it is 

a psychological disease based on being afraid of exercising and so on!!  

So it harms us and HOW! 

* 

It seems that we have just one tiny little problem situated between our ears.  
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It's ridiculous. What does it take to take us seriously? 

* 

For those who do not "live" ME every day, "exertion intolerance" simply sounds 
like having low stamina and energy.  

I think the panel got fixated on PEM. That is fine in and of itself because it is a 
hallmark of the disease, but no one outside of the tiny world of ME/CFS 
understand what PEM is. I think the panel, in burying itself in the literature, got 
(un-intended) "tunnel vision" when it came to emphasizing PEM, or how the 
phrase "exertion intolerance" might sound to average person (the vast majority of 
whom are unfamiliar with ME/CFS or PEM).  

Read together with the report about "physical, mental, or emotional" exertion, 
one could easily perpetual a skeptic's view of the disease having a psychosomatic 
or mental illness component, again, despite the majority of the long report 
making clear that this is a serious organic disease. 

*  

Highlighting Exertion Intolerant says that we could be retrained via GET to 
become more tolerant of exercise.  

Ramsay said that ME was a multi-system disease. The IOM claims there is no 
evidence of muscle pain. Anyone who has ME know this is wrong.  

The IOM claims there is no evidence of inflammation in spine and brain. See the 
research from Japan.  

There is no guarantee with SEID that we will get recognition from UNUM or that 
we will finally be free of psychiatric treatment. 

 

HARD TO SAY 

It's very difficult to pronounce. 

*  
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It's hard to pronounce. 

*  

Unpronounceable. 

*  

The new name is long and awkward for the average person to remember.  

Given the maligning public perception of this illness, which has been so damaged 
by the dreadful "Chronic Fatigue Syndrome" moniker, patients deserve the illness 
to be bestowed with a new name that helps to reverse that stigma.  

My preference is to retain the name M.E., but, in the same way that the patient 
community were prepared to compromise by accepting ME/CFS, I would advocate 
using the acronym M.E/EID from now on. 

*  

It's difficult to say if you use words, i.e. a bit of a tongue twister.  

Sufferers will have to keep explaining it, which is a burden and difficult to do, 
when memory and concentration are problematic. 

 

EUPHEMISM FOR CFS 

It is too much CFS based and not ME based 

*  

It sounds like just a more complicated form of "chronic fatigue syndrome." 

*  

The new name sounds like a euphemistic description of the old name, and doesn't 
present an advance in terms of aging credibility to the disease. 
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*  

It sounds like a euphemism for Chronic Fatigue Syndrome – at least that is what 
has become clear watching the media coverage and public/doctor reaction.  

It does not do a good job of dispelling old myths or adequately reflecting what is 
in the report. 

*  

It sounds like a college student trying not to get caught for plagiarism and 
changing Chronic Fatigue Syndrome to systemic exertion intolerance disease 

*  

I think it still does a disservice to the population.  

Many illnesses do not HAVE to describe the illness in its name. Malaria means 
"bad air."  

We are already seeing lay people respond badly to the newly "rebranded" name 
with the same disbelief.  

I worry that with a name like this I will get the same response from lay people: 
"Well if you would only perhaps try to exert yourself at a much slower pace you 
could build up your stamina." Cue the long involved explanation of the complexity 
of the disease.  

I hate SEID. It sounds to my ear like a new spin on the words Chronic Fatigue.  

Exertion Intolerance? Same connotation. 

*  

The name "chronic fatigue syndrome" embarrasses me. It sounds trivial and 

dismissive, and causes great misunderstanding of the disease and abusive and 

neglectful treatment of the sick.  
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I have chosen to use "M.E." but I have to reinforce it, and often use ME/CFS most 

reluctantly so that people know what I am talking about. I think that like many the 

stigma of CFS is cruel and adds to suffering and therefore this issue must be 

addressed thoroughly and forcefully and immediately.  

I think the SEID name sounds too much like chronic fatigue syndrome.  

Please listen to we who are suffering from this disease. We live with it every day. 

 

PEOPLE WON’T UNDERSTAND 

Telling someone the reason I am out on disability from work is because I have 
Systemic Exertion Intolerance Disease will mean absolutely nothing to them in 
most causes even if they have a medical background.  

With ME, someone who knows medical terminology can break down the name to 
know what the disease consists of.  

I heard someone suggest Myalgic Encephalopathy Disease (MED). I think this is 
better than myelitis because there is no concrete evidence that shows there is 
inflammation of the spinal cord.  

Then, the problem is PEM is not captured in this name, which would need 
something like energy depletion. Possibly "Systemic Energy Depletion Disease" 
(SEDD) or a variation of this name. 

*  

There's a grave disconnect between how this name would be perceived by 
physicians who know the implications of the terms 'systemic' and 'intolerance,' 
and members of the public, who do not, and might possibly think the name is a 
joke. 

*  

It's better than either ME or CFS in that it describes, to a certain extent, the 
primary symptom.  
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I don’t know if the public at large will have any better idea of what it is.  

And, I don't know how much influence the name change will influence established 
physicians who don't accept it as a legitimate illness. 

*  

It is not about what it is called but how others including GP’s react to the actual 
problems the disease causes.  

It does not matter what it is called but how others react to the term it is called. I, 
for one, am more about being believed that the symptoms are real and not in my 
head!  

What it is called, to me, is more about the future of the name being believed by 
the up and coming medics as many of the present ones do not recognise this 
illness at all.  

Changing the name will not change those with this negative view 

*  

It isn't clear what you have when you tell someone else. It should also start with 
"multiple" to cover the many symptoms. 

*  

Nobody on the face of the planet will know what this disease name means.  

Nobody. I ran it by my PCP and he had no clue what it even meant.  

Will not work. Especially for not medical people.  

I have M.E. I have documented and brain scans showing and proving severe and 
widespread inflammation of the brain. 

* 
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It's typically medically confusing whether this is a good thing so people take it 
seriously as opposed to one they understand like CFS is possible but it also means 
they don't understand what it is.  

I suffer greatly and it confuses me! 

 

SYMPTOM BASED 

Sounds like a symptom-based syndrome, like ADHD, rather than a condition with 
serious pathology and abnormalities similar to other serious pathologies like 
cancer or AIDS. 

*  

It worries me that they are trying to narrow a name down to one symptom albeit 
a major one, but what happens when a cause is (hopefully) found for the PEM do 
we get another name that the medical profession, the media and public at large 
have then got to get their heads around? 

On a survey on another site it was suggested that Ramsay's Disease would 
provide a single coverall as understanding progresses. 

*  

Exertion intolerance is only a symptom like fatigue. It does not reflect the cause 
and complexity of the disease.  

However in Denmark right now the name is good, because the Health authorities 
think it is a psychological illness that can be treated with only exercise and 
cognitive therapy. The name itself is contrary to this. 

*  

Symptom-driven naming is perpetuating the abuse/neglect by M. D. s, and 
reignited the Yuppie Flu stigma driven by the media.  
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Stop using symptoms. Call it Ramsay's Disease, or whatever, just stop with the 
names that perpetuate ridicule, abuse, neglect! 

*  

No other disease in history has been given a demeaning, belittling and 
invalidating name. Many diseases such as: MS, ALS, Parkinson's, Muscular 
Dystrophy and Cancer, for example, have fatigue as a symptom and yet these 
diseases do not include fatigue in their names.  

If this illness is to be given a name that represents the hallmark symptom (PEM), 
then the name should specifically reference the cause of PEM and include 
etiology of mitochondrial and aerobic system dysfunction. 

*  

Without a properly categorized new ICD code, any new name other than ME will 
further complicate matters, especially if there is another name change in less than 
5 years.  

CFS must go away, but if we're going with SEID, then we need an ICD code now 
and it needs to be under a disease category not symptoms. 

*  

The name should not mention the symptoms but the more about the cause. We 
all talk mostly about the symptoms, that’s misleading. 

* 

The name SEID trivialises and does not accurately describe the disease.  

The name should not be derived from symptoms, it should be based on the 
pathology and disease process that cause the symptoms.  

The name SEID is like calling measles 'spotty disease.' 
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NOT SERIOUS 

Sounds very stupid and strange 

*  

Systemic is great, disease is great, all other does not sound like a disease 

*  

Doctors won't take it seriously, and they will be confused as to what it means. 

*  

Accent on the executive aspect is positive, but it sounds not so scientific. 

* 

It sounds like anyone could have made it up. It lacks conformity to usual 
nomenclature (which is a bigger problem in a contested disease than otherwise).  

Although it notes a distinguishing symptom, most items named "intolerance" are 
simple conditions, not diseases, and do not have any symptoms when the 
exacerbation (lactose, for example) is not present.  

The committee expressed concern that giving a technical name would designate 
an unknown etiology, but I doubt anyone thinks the actual cause of diabetes 
mellitus is an overabundance of sweet-smelling urine.  

Therefore it should be fine to name this disease for some prominent finding(s), in 
Latin or Greek. Something that would be useful to doctors to explain some key 
things we are certain or fairly certain of now, for example, an immune 
dysregulation and delayed muscle weakness. 

*  

It is already clear from media coverage and the public response to that coverage 
that no one (apart from those who are sick with it and not afforded the luxury of 
denial) is taking this name seriously.  
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See comments by physicians here:  

http://np.reddit.com/r/medicine/comments/2wncib/chronic_fatigue_syndrome_i
s_now_to_be_called/ 

*  

I feel the name _must_ use known medical terminology.  

While ME/CFS is a multi-systemic disease and you cannot call it cardio, brain 
immune, pain, etc., disease, without the inclusion of some neuro. Or 
neurobiological, neuron doctrine or ... It will not be taken seriously.  

Fatigue was the word in CFS, and exhaustion is the word in SEID - first we were 
tired and now we are exhausted. It must use medical terminology.  

The choice of disease vs. disorder is great though. 

*  

The new name sounds like a joke and will not be taken seriously.  

After decades of terrible struggle please listen to the sufferers of this illness.  

There is more to it than just intolerance to exercise. Please rethink this name, it is 
not suitable. 

*  

It keeps the door opened to possible psychogenic explanations and that is not 
what this disease is about.  

It also sounds like a 'marketing' name, not an actual disease. 

*  

I understand that since the cause is unknown coming up with a name with 
"gravitas" is close to impossible.  
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But names that are Latin or sound "scientific" like Lupus, Multiple Sclerosis, etc. 
seem to impress most people with the seriousness of a disease. I know this isn't 
true in all cases, it is just my observation 

*  

It is a totally stupid name. It's bad enough having to deal with ignorance that still 
exists under the name ME without having to explain SEID, which is a backwards 
step.  

It's time the illness and any further proposed name change (God forbid) was left 
to those who know something about it.  

We have already had damage done by the studies of two incompetents, Beard 
and Mc Evedy. We don't want any more idiots fouling things up. 

*  

See the many articles on SEID in which the comments ridicule SEID patients.  

SEID should have been beta-tested for just this very reason. If the name inspires 
ridicule (and SEID does); it must be scrapped. 

*  

SEID is a move sideways--no better than CFS in terms of conveying the 
seriousness of this illness.  

My doctor will not start reading about this illness or offering symptomatic 
treatments just because of this new name. That's the bottom line for me. The 
status quo will continue.  

Five more years of the status quo puts me over 40 years of suffering.  

Furthermore, I believe SEID will generate as much or more ridicule and illness-
shaming on patients as CFS. It has already happened via the media.  
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In addition, it is my opinion that private funding will not come easy for an illness 
with an almost frivolous name. Goodbye $$, goodbye research, goodbye hope for 
getting well anytime soon. 

* 

It sounds like an easily faked, made-up illness.  

Myalgic Encephalomyelitis is preferred. 

* 

I want a name that indicates the seriousness of the disease, not one that can 

cause comedy.  

I tell people I have M.E. people in general seem to understand and accept that. 

CFS makes them look blank and puzzled. Why not go back to the original name? 

* 

My sister was excited to read that there was a new name, hoping that it might be 
more helpful for doctors and others to understand my condition.  

When she saw this name, she said, "Well, they may as well have renamed it 
'chronic wuss disease.’"  

I agree. I think the name is ridiculous and vastly undermines what we go through 
with this devastating illness. 

* 

Two problems with the SEID moniker.  

One: I am certain I would hear (as I did with CFS), "Exertion Intolerance? Oh yeah, 
I have that too."  

Two: people will surely pronounce it as ‘SIDS,' to which others will joke, "You have 
sudden infant death syndrome?"  
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Bottom line. The problem will continue that people will not take the illness 
seriously, which will make it that much more difficult to obtain donations and 
government funding for research. (Let's not forget how the CDC diverted 
government funds intended for CFS to other research).  

Much can be discovered in a relatively short time frame about this illness that 
would lead to effective treatment.  

I have lost 21 years of my life to this illness. I was an athlete but now spend most 
of my time wasting away in bed. 

* 

I'm too fatigued to write all I've thought of now.  

I need help. No one takes my illness seriously with the name CFS. They all point to 

exercise and mind over matter.  

I don't think they'll take SEID anymore seriously or know how complex all my 

symptoms are. 

I think people will be back with GET and CBT.  

It just doesn't sound serious to the everyday person even if you use the words 

systemic and disease with exertional intolerance. 

 

LACKS THE “X” FACTOR 

The name seriously lacks 'the x factor.' Boring! 

*  

Only people who are intensely interested in this illness or constellation of 
illnesses, as the cases may be, would be even remotely interested in something so 
named.  

It is difficult for me to remember-- and I am a patient and a Ph.D.  
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Name needs to be easy to remember as well as incisively descriptive as well as 
inclusive of the many debilitating (and sometimes life-decimating) symptoms.  

I don't find it to be much better than CFS. It brings to mind the Laura Hillenbrand 
aphorism of how comparing fatigue to CFS is like comparing a match to an atom 
bomb.  

This name will do nothing to propel research or garner funding. 

* 

It will catch on least of all previous names because it is so nondescript. 

* 

The name being considered is "stupid" and illogical. Leave it as M.E. or find 

something more appropriate. 

* 

I'm very, very glad they changed the name, but I think they didn't check for the 

cringe factor. They could have done better. 

 

INSURANCE & DISABILITY 

It is just as vague as CFS where it would make it very easy for people to be denied 
any financial disability. 

*  

It will make it easier for the permanent health insurance industry to refuse 
benefits to people with co-existing mental health conditions. 

* 

Due to the fact that it categorizes the disease as psychological, it may give 

insurance companies carte blanche to exclude severely ill and disabled patients 

from the help and support they need. 
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TRANSLATION PROBLEMS 

The worldwide patient community will not accept the name SEID.  

If you try to translate the spelled out words of SEID into other languages, the 
words "exertion" and "intolerance" in some languages could be construed as 
bigotry toward those who aren't willing to exercise.  

Patients all over the world should have a name they can be united about. 

*  

It doesn't translate well into my mother language which is German.  

A popular science magazine which wrote an otherwise good article about the 
IOM-report used "Systemische Anstrengungsunverträglichkeit Krankheit."  

"It sounds like fatigue, laziness or deconditioning" and "It sounds bogus instead of 
scientific" relates especially to the German translation. 

*  

The name is difficult to translate into foreign languages.  

The disease ME has the code in ICD since 1969. The new name SEID does not have 
code in ICD and it will take a long time to classify it in the ICD. 

*  

To me the name sounds okay in English, but I don't live in an English-speaking 
country. English isn't my first language.  

It's impossible to translate SEID into my (European) language with the same kind 
of nuance. It immediately sounds like a euphemism for someone who is really 
lazy, can't be arsed to make an effort.  

CFS has the same problem in my language. The word used simply means "tired" or 
"sleepy.”  
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I find this hugely unhelpful and very belittling. I would prefer a name like, for 
example, Ramsay's Disease. That would work much better internationally. 

*  

The name and acronym do not cross international borders.  

I live in Germany, where ME patients receive terrible treatment or none at all. The 
situation is dire.  

The translation of SEID in German would be "systemic exertion intolerance" 
(systemische Anstrengungsunverträglichkeit), with the unpronouncable acronym 
SAUV, meaning our illness would not even be a disease, let alone a syndrome, just 
an intolerance!  

People are just now beginning to get it, what CFS or ME/CFS is here. I imagine this 
new name would lead only to confusion and further minimization.  

I also feel we have had so many name changes in the past few years, yet another 
now is ridiculous.  

Let us pour our energy and funding into research, and once we know the causality 
of the illness (or for that matter, the various illness that are currently being 
clumped together as one), let us base a name or names on the causality!  

I do appreciate that SEID contains systemic and disease, but another 
symptomology-based name is just dumb. 

* 

One gets stuck when trying to say the name “systemic exertion intolerance 
disease.”  

It does not sound like a real serious disease. The name simplifies the full symptom 
complex.  

It would be difficult to find a good translation into Swedish. The translation would 
probably be “systemisk ansträngnings-intolerans-sjukdom,” and that would really 
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sound like someone that is afraid of exerting oneself, a person with phobia of 
exertion.  

I think one should name diseases after the pathophysiology rather than 
symptoms. If I had chosen a new name then it would be along "neuroimmune 
vascular mitochondrial disease.” 

* 

Whichever name is adopted on the U.S will automatically be adopted in 

Argentina, since that's our health ministry policy.  

The proposed name (SEID) will be as harmful as the old one (CFS) or even worse, 

since there isn't a single word in Spanish to use as translation for “exertion.” 

The translation that will be used by doctors if SEID is accepted will most likely be 

"enfermedad de intolerancia al esfuerzo" which means "EFFORT intolerance 

disease" giving the idea that this is a psychological issue and not a physical 

disease, even more than the old name does.  

This will happen even with the name in English, I think.  

We need a name that doesn't describes any aspect of the disease giving the 

opportunity to the patient, doctor, etc., to explain what the disease is about, or a 

name that better describes the symptoms and physical anomalies found so far in 

sufferers of the disease, being unambiguous enough as to give no room for a 

psychological explanation.  

* 

Systemic Exertion Intolerance Disease is a nonsensical name for this illness.  

"Exertion Intolerance" is not a medical term, therefore it will not be understood 
by physicians, who will either call it "exercise intolerance" and order a stress test 
for verification, or consider it as an unwillingness to exercise.  

What is more, the name cannot be translated into other languages. ("Exertion 
intolerance" does not exist in Spanish, French, German, Dutch, Chinese, Japanese, 
Arabic, or any other language.)  
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Myalgic encephalomyelitis on the other hand is a name that sounds medical. And 
it has a long history. 

* 

You cannot translate it well to the Dutch language (way too long): 

"inspanningsintolerantieziekte"  

That word is a scrabble word used for lazy. We are not lazy, we are sick. 

In French it becomes MSIE, you cannot pronounce that properly. 

 

NAME WILL BE DAMAGING 

This will affect people from all over the world not just the U.S and should not be 

taken lightly on how it will affect all sufferers and those who care for them.  

To make a name that trivialises the condition is so damaging to those who already 

face disbelief and a huge amount of stigma.  

Please, please don’t rename it SEID. I have not talked to a single sufferer that is 

happy with this name including myself, their opinion should count as they are the 

ones it ultimately effects the most.  

For just one example would you employ some one with ME/CFS? Maybe, but you 

definitely would not with SEID. It sounds like they are lazy and won’t even try.  

This could ruin lives that are already in pieces. 

*  

SEID is already making PWMEs re-live the Yuppie Flu stigma via media, and 

uneducated MDs have blogged/interviewed their idiotic opinions spouting out 

hypochondria and mental disorders.  

This name is TERRIBLE!!!  

I have a hunch IOM is using umbrella term but knows ME, FMS, GWI, ETC are 

different.  
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Dr. Clayton made an excellent presentation. These illnesses are real and 

devastating.  

MD’s are the ones being lazy, they need to do their jobs, diagnose, treat! I have 

hunch in a few years more info will differentiate these illnesses, in meantime, 

patients need help now.   

BUT SEID, great start for initial blanket diagnosis, but not the name!!! The 

attacks/ridicule on patients have already begun!!!  

Have you seen any of the reporting??? They are calling it the tiredness disease as 

slang!!!  

OMG, please stop this madness once and for all.  

Name it after the first person to discover/treat/research whatever, but SEID will 

be catastrophic for PWCs, PWMEs! 

* 

This new name will fail to bring proper research and produce authentic cohorts 
for them.  

I believe this new name will eventually cost thousands of lives! 

*  

The name does almost as much of a disservice as Chronic Fatigue Syndrome. 
Instead of sounding tired, we now sound like we don't want to exercise.  

We have already been criticized by the media because of the new proposed 
name. A name means everything.  

Going from one stigmatizing name to another stigmatizing name is not going to 
have peers or doctors take the disorder seriously. It is harmful for patients. 

* 

I understand the reasoning the committee had behind their choice but I think that 
this name and the notion of changing it in a few years when research increases 
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knowledge about the mechanisms behind the illness, has significant potential to 
be detrimental to patients.  

Doctors who aren't well informed won't be able to keep up with name changes, 
and it suggests a lack of conditioning.  

For those who surround us, friends, family, strangers on the street, the name 
suggests that we have an aversion to exercise. We already face huge 
discrimination and ire because of the name 'chronic fatigue syndrome'. 

 I say give it one name that doesn't need to be changed in a few years. One that 
doesn't make it sound like a nap or a walk will fix us.  

One that clearly and unequivocally informs the average Joe of the seriousness 
that this illness is.  

Before getting sick (this is with all of my adult years with fibro) with CFS, I could 
not have fathomed this degree of exhaustion, suffering, and hell. 

* 

It is very much like "GRID" (the original name for AIDS) and emphasizes something 
the patient rather than the disease.  

It is damaging for research and clinical use. In fact it ignores the immune 
deficiencies in the condition currently called ME/CFS altogether. 

 

DISEASE VS. SYNDROME 

I'm not sure we are describing one disease but a series of them in/as a syndrome. 

* 

Syndrome would be better than disease. Disease seems to specify a single entity. 

* 
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Negative aspect of the new name: the word disease is not correct; this should be 

replaced by syndrome. 

* 

Though I do agree with the content of this name, I'd rather call it a syndrome than 

a disease.  

The name would hence become: SEIS.  

This already seems a little better than SEID, since that name I immediately and 

inevitably associate with Arabic names (Said, Saif...).  

And SEID does not sound very scientific either, though it has resemblances to 

AIDS. SEIS is even worse, in this respect.  

 

 

NOT GOING TO USE IT 

If they adopt SEID, I will not refer to myself to that way. 

*  

I have ME. I have never used the term CFS and I will never use SEID either. 

* 

The proposed name is wide open to misinterpretation and further ridicule from 

both doctors and the public. I would feel very embarrassed to be labelled with it.  

If we do not retain the name ME, a new label must incorporate the major 

dysfunctional systems.  

The new name makes it sound as if we are now lazy as opposed to tired. I will not 

use it. 

 

STIGMA 

It wouldn't let me click there is nothing good about the name but that is what I 
wanted to check. It will stigmatize just as much as chronic fatigue syndrome. 
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* 

Just another stigmatizing name. Patients likely to get mocked again by lay people 

and not taken seriously by professionals. 

* 

It's an acceptable update for the name which is outdated and would be a positive.  

I don't think it's much of an improvement and has a high probability of stigma 

becoming transferred and associated with it. 

 

GENERAL FEELINGS 

Keep up the fight vs. SEID 

*  

The new name you are thinking about using is disgusting, please reevaluate your 

thoughts 

*  

Immune issue, cardiac issues, severity of disease excluded.  

Exercise listed as a cure? 

*  

The name and its attendant description covers many conditions, and does not 
exclude people with depression not caused by chronic pain or cognition problems. 
It is just as dismissive as CFS. 

*  

Doesn't meet the needs of the severe, takes in other illnesses, rushed not well 
thought out, doesn't relate to neurology, just sounds like another syndrome, we 
need to keep the current name and work in the subsets not change the name 
completely 

*  
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I desperately hoped -- and still do -- that the major outcome of the IOM work 
would be to trigger a dramatic increase in research and a much greater awareness 
of the need to help profoundly ill patients who have lost so much.  

So much of the report points to those needs, but they remain hidden behind a 
weak name unlikely to generate -- let's face it -- the public relations shock and 
power needed for the government to get behind such research. 

 A cynical part of me now feels the entire IOM report was "a good show" covering 
a government health entities' plan to shove this disease under the rug again.  

SEID says nothing at all. My firmest preference has been and still is "Non-HIV 
AIDS." 

 I've lived with this for 20 years and been part of the huge community of people 
doing the same thing. No, I am not a trained scientist, but one thing I solidly 
believe is that we all have seriously compromised immune systems which leave us 
wide open to severe reactions to triggers -- viral, environmental, post-traumatic -- 
that healthy people deal with easily.  

The name "Non-HIV AIDS" triggers the emotional, intellectual and recognizable 
depth of concern the illness deserves without, as far as I see, research to validate 
the name.  

We *are* severely immune compromised. The term AIDS certainly was certainly 
"coined" and used well before the HIV virus was determined to be the cause.  

Why do we not deserve the same effort? 

*  

The name implies the disease is fully understood, which I think is not the case. 

* 

Adds more confusion to the condition. Belittles what it is. 

*  



NEGATIVE “SEID” COMMENTS 

319 
 

It further obscures the disease and gets us farther away from validation and 
hence treatment.  

I gave my primary doctor (fortunately I am able to travel from VA to NY to see a 
specialist) a copy of the article about the proposed name change.  

She had her nurse call me back to tell me that "they still don't treat that."* 

* 

The fact they said it was physical is great, the name isn’t. 

* 

1. This new name is too long  

2. Two words is enough  

3. Please come up with a different name 

* 

The SEID name is just barely better than chronic fatigue, but only for those of us 

who think CFS is the worst label possible.  

Still not enough distance from psych diagnosis, still not enough recognition of 

many other symptoms not given priority. 

* 

As a long term sufferer (21 years) of ME/CFS I am at a loss to think of a worse 
name that this one. 

* 

I feel that the "Intolerance" conveys the litany of changing symptoms that our 
bodies no longer tolerate. Such as histamine intolerance, light and sound, 
chemical sensitivity, et al.  

The term "Disease" is great but the "Exertion" is vague.  
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Much of the Case Dx Recommendations is helpful, but excludes many evolutions 
of disease manifestations. 

* 

Systemic: affects the body as a whole  

Exertion: implies tremendous effort, therefore inaccurate  

Intolerance: implies a prejudice or refusal to compromise  

Disease is to ominous as Syndrome is to silly 

* 

It's insulting and will lead to such misuse, misunderstanding and intolerance by 

others!!! I cannot seriously believe that is even being considered!! 
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General Comments 

I want to state some of the negatives I see on SEID.  

1) I strongly feel it is the new CFS -- a poor name that will bring years of derision 

upon patients. It is a sideward step, not a step forward.  

2) It is already being misinterpreted by journalists and broadcast stations "doctors 

on call" as patients not wanting to exert themselves - that is, lazy. That is not an 

improvement on tired-all-the-time.  

3) There is little or nothing to distinguish this name from CFS and many reporters 

and commentator doctors simply see this as rebranding.  

4) SEID refers back to the IOM definition. That definition is fatally flaws -- the 

committee tried to simplify CCC and ended up with something almost as broad as 

Oxford. By not specifically excluding concurrent mental illness, it sets the stage for 

yet more research on cohorts of unfit, mentally ill patients diagnosed as SEID 

because they get tired after strenuous activity and therefore resist exertion. I 

recognize that is not the intent of the IOM report but, given this disease's history, 

I think this flaw will be exploited by those psychiatrists who are determined to 

make this illness psychiatric. The name SEID provides no barrier to such usage.  

5) It acknowledges that this is a systemic disease, which is a start, but it would 

have done better to acknowledge it is a MULTI-Systemic disease. If this was just 

one system, we would have long since had a medical "home" specialty.  

6) It acknowledges only one symptom. Yes it is a key symptom but it is one that, 

with proper management (living within one's "energy envelope"), is not always 

present.  

7) It does not reflect the cognitive issues that a great many of ME patients list as 

the most serious/disabling.  

8) It is very doubtful that general practitioners would associate "exertional 

intolerance" with the very severe sufferers, those who are completely bedbound 

in silent, dark rooms.  

9) The long version is hard to say and remember. It is already being mangled in 

the press.  
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10) The short version does not have a clear pronunciation.  

11) Neither version gives a hint as to the severity of the illness.  

12) It is politically driven, not driven by science. The historical name M.E. was 

rejected because it wasn't backed by enough research but the committee noted 

that such research might be finished soon. SO WAIT FOR THE SCIENCE!  

13) It will apparently be a placeholder name that could be replaced in 5 years or 

less. It takes 10+ years for a name to be accepted so why is a 5 year name even 

being proposed? Given the immense cost of educating doctors worldwide, 

changing federal and state paperwork, changing insurance forms, changing 

organizational names, etc., I ask if there is any justification for this expense?  

14) If it is a temporary name, it will simply add confusion, especially to general 

practitioners.  

15) If it is a temporary name, will patients need to be rediagnosed now and then 

again in a few years? Will Social Security and insurance benefits have to be 

reapplied for two more times? That is a large burden for housebound, much less 

bedbound, patients!  

16) Key stakeholders were not involved. Yes, there were some disease experts on 

the panel but many were not. More experts were reviewers but the role of 

"reviewer" is unclear - how much, if any, input was allowed? There were NO 

advocates, NO patients, and NO caregivers on the panel. This decision directly 

affects us. We therefore should at least have been able to observe the process 

and to have our opinions fully heard and acknowledged, even if we did not have 

voting power. One 30 minute open comment period on the first day is not 

adequate.  

17) It does not reflect the illnesses history.  

18) It spells DIES backwards -- given the extremely hostile HHS attitude over the 

last 3 decades, I can't think of anything that is more fitting or anything worse. 

* 

Is SEID a satisfactory name? Definitely not, I feel like that is evidenced by the 

people who are up in arms about it.  



   More “SEID” Comments 

324 
 

Is it better than Chronic Fatigue Syndrome? YES, that is undeniable.  

Is this going to do MORE damage than the name CFS? Probably not, that name is 

the biggest joke on the face of the planet.  

Does it adequately highlight the severity of this disease? Not at all, but it does 

highlight the key feature of the disease, systemic exertion intolerance (there are a 

TON of symptoms, yes, but this is something that really sets it apart from other 

diseases, the literal inability to exert ourselves without making ourselves sicker), 

UNLIKE CFS.  

Would it be easier to just use ME (be it Myalgic Encephalomyelitis or Myalgic 

Encephalopathy)? Definitely, we have had doctors fighting for us under both 

those names for some time, and there are studies coming out all the time that 

show that there is,  

In fact, inflammation in some patients, or that the brain is affected and altered by 

this disease.  

However, I do understand that not all patients exhibit the inflammation, so I 

understand the reasoning behind not using Mylagic Encephalomyelitis, but I do 

not understand why they could not just use Myalgic Encephalopathy. 

* 

For starters, when I told two non-PWC friends that the government had picked a 

new name for my illness, and then said the new name, both of them 

(independently) started to laugh, then saw my face and realized that I had not 

made a joke. 

So there is what the first impression is of the new name among people who care 

about me.  

What hit me were the two names in the middle, exertion intolerance. 

While I can see the argument for them, they are used 'in this case' in a medical 

connotation, they, like the word fatigue, have a social/cultural meaning as well. 

Exertion is used to describe only something difficult, and 'intolerance' is 

considered to be a choice, as in all the current campaigns against bullying or racial 

prejudice, we are currently in a climate of 'practice tolerance.” 
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And so here now we have a name using the word 'intolerance' which will be 

understood, again, as a choice.  

Just picture going to your boss and telling him, “Boss, I just got a diagnosis for why 

I've been absent to much recently, I've got Systemic Exertion Intolerance 

Disease.” 

Even I, if I'd never heard of it, would immediately think you've just told me you 

are 'intolerant' to working hard, that you don't 'like' it, just like I've used 

'intolerant' before in my own speaking (as this hypothetical boss). 

My answer would be, "Well, I'm intolerant of you being absent so much..."  

As awful as I think the name is as a name, I also take great exception to the 

definition leaving the new 'disease' open to being too broad, so that too many 

other illness profiles can creep in, making it unfit for research.  

I say this in spite of having at first been encouraged by the fact that the 

description fits my own case of ME\CFS well....but only as an experience, not as a 

medical state which can be differentiated by science. 

* 

While CFIDS/Fibro/ME are not good names, they have been used in studies for 

many years.  

Making a new even more obscure name is just confusing and won't be taken 

seriously.  

Besides, after 15 years since diagnosis and attending support group meetings, I'd 

have to say that there are more than one type of this "syndrome" which should 

each be named AFTER scientific evidence supports splitting off those diseases, not 

a committee.  

I can't even remember the exact new name without it in front of me; and I have 

it!  

Don't waste time with another euphemism with no more meaning than the 

current ones.  

Lacking specific evidence, I'd still split off various subgroups by symptom clusters 

or do nothing at all.  



   More “SEID” Comments 

326 
 

Bottom line: they don't know what is wrong with me, and in a group of 20 people 

in a support group meeting, there are probably five distinct varieties.  

I have chronic Epstein Barr, HHV6, Lyme (of two types, supposedly) and indicators 

of some other infections. I also have Hashimoto's Thyroiditis, PANDAS (anti-DNase 

B), Goodpastures (per labs, but I'm not dying), and many autoimmune diseases 

and markers. I also have many hormonal problems and brain fog.  

Find the underlying cause, and I may survive to no longer have CFIDS, even if I 

continue to have and treat the underlying cause in my particular case, whatever 

that might be. 

* 

Four concerns about the name SEID:  

The money spent on changing the name was unnecessary and should have been 

used to increase awareness or gone towards research. In fact I am livid about the 

cost.  

It doesn't do justice to the pain involved.  

It spells DIES backwards which is completely inappropriate.  

Whatever name change takes place, unless the medical profession and general 

public are made aware of it, when asked, patients will explain it by saying, "It's 

what used to be known as ME" or "It's what used to be known as CFS,” so what's 

the point?  

I do however think the name SEID is better than CFS, which has always been a 

dreadful name - a bit like calling Alzheimer's 'Chronic Forgetfulness Syndrome'! 

* 

While the new IOM proposed name made significant strides in identifying ME/CFS 

as a disease, the name still has a negative cringe factor for patients.  

How would a Parkinson patient like to have their illness called chronic shaking 

disease? Or an asthmatic, chronic wheezing disease?  

This trivializes their disease!  
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The greatest concern I have regarding this proposed name of SEID, is "exertion 

intolerant.” Media have immediately been confused, exchanging exertion for 

exercise, but much much worse is the word "intolerant."  

This leave a huge gap for misunderstandings. Misunderstandings that could be 

cruel, punishing and even result if death, if intolerant is interpreted as de-

conditioned and the patient is told to push harder to overcome this intolerance, 

the patient will be punished for being intolerant!  

Someone with lactose intolerance isn't told to consume a lot more lactose - this 

would make them sicker, more symptomatic. They are told to avoid dairy 

products or provide their bodies with the enzymes they lack.  

The only people that truly avoid exertion are those that are dead - because living 

life requires exertion!  

One other positive things about the SEID name is perhaps researchers and 

doctors will begin to ask WHY don't these patients tolerate exertion? 

And since we don't have those answers, why set patients up to potentially suffer 

more from even well intending doctors?  

My own "specialist" fatigue doctor hasn't clearly differentiated between POTS, 

and POTS AND CFS, and directed me to a study that could "cure" my POTS, and 

therefore my CFS!  

I used to be an Olympic athlete, and now basic living tasks (shower, meals), 

exhaust me. I have spent 5 years pushing and getting so ill I finally collapsed, 95% 

bedridden!  

My doctor does not say, I can see you are very ill, but says, I can see you are really 

suffering! He still thinks GET and CBT is the answer! 

 I am a master level trained psychotherapist as well as once an elite athlete - if I 

could have gotten well thinking better and through exercise, I would have done it! 

This doctor describes himself as a fatigue "Specialist Doctor." SEID in the hands of 

this doctor, could kill me! This is how seriously problematic the words exertion 

intolerant can be!  
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We are suffering enough! This name change could potentially be a giant step 

backwards!  

With the name that I think best defines this illness - neuroendocrineimmune 

disease - doctors might just say, what the heck does this mean?  

Exactly!!! That is what we patients want to know!  

We want a LOT more research done to find a treatment. We WANT to get well!!! 

* 

I like the word systemic and disease.  

I don't like the exertion intolerance words. It sounds like chronic fatigue to me.  

In other words I tell someone I have systemic exertion intolerance disease, cue 

the long explanation of what the disease really entails.  

I can envision both uninformed doctors and lay people telling me if I just started 

out exerting myself slowly, I would build up tolerance and bit by bit I would 

improve if I really wanted to.  

I'd rather have the disease named after Dr. Ramsay. If we can't have M.E. Than I 

think Ramsay's disease is better.  

Why do we insist on having a name that has to try to describe it? I don't think that 

is necessary and I fear that reducing it to exertion intolerance will get us nowhere 

in terms of changing people's perception of it.  

I've already seen the hateful remarks from both lay people and physicians in 

comments all over the internet.  

If we name it Ramsay's disease we have a clean slate. Names are powerful. Names 

matter much more than people think.  

I hate SEID as the name. 

* 

I understand that following from the recent IOM Report that there has been a lot 

of hysteria and debate over the renaming etc.  
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I think that this in itself is very positive as it has brought ME/CFS back into the 

public domain and the whole world is talking about it.  

Unfortunately some see it as a very negative thing and there is a bit of paranoia 

out there, but all in all ME/CFS is still a very worthy subject for discussion.  

The one and small problem that I have with the name is that it does not roll off 

the tongue and I had a problem initially trying to remember the letters and their 

individual meaning.  

Throughout medical history a lot of diseases have just two letters for two relevant 

characteristics of a disease, e.g. M.E, which somehow seem easier to remember.  

In a three letter disease - like say, for example, AIDS - where there is a word made 

out of the four letters related to the four words characteristic of the disease there 

is also a better chance of remembering the name, and sometimes not so 

important to remember what each letter stands for but knowing what the disease 

is through the name only.  

On reflection SEID in my opinion probably needs reworking if it is a word that 

should be commonly used, not just in the medical arena but internationally.  

It is so very important to get it out into the public and get better recognition 

globally for the illness, and to do this the name is of huge importance. 
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THE DISEASE IS M.E. 

ME already has a name.  

I suggest that the HHS/NIH/CDC and their multitude of committees keep their 

stinking hands off our name and let us decide.  

The name "CFS" should be placed on an ice floe and melt/drift out to sea, never 

to be heard of again. 

* 

Leave the illness as ME and leave it to the experts - not those theorists who think 

they know but don't. 

* 

Keep the name M.E. Do not waste further money on finding a name when one is 

already in wide use. Money is desperately needed for research and patient care. 

* 

It seems a waste of public funds to disseminate news of a new name to the 
medical profession, when the existing name (ME alone or as the hybrid ME/CFS as 
per Canadian Case Definition) could be retained pending five years of concerted 
and adequately-funded biomedical research aimed at establishing lab tests for 
differential diagnoses and treatment pathways.  

Just put out the message meanwhile that ME/CFS is a serious and life-threatening 
disease, as already recognised by the FDA.  

* 

The name has to be acceptable to patients as well as clinicians and researchers.  

We patients have to live with the implications and consequences of the name so 

it is vital that the ME patient community at large are comfortable with the name.  

What’s wrong with ME? It has served us well but not ME/CFS or as clinicians in 

the UK call it CFS/ ME, or more loosely as 'your fatigue condition'!  

We will never be taken seriously with a stupid name involving the words fatigue 

or exertion! 
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* 

ME was the accepted name in my country until squeezed out by psychiatric 

dominance in this field.  

Time for change back to the accepted name that is listed in WHO under 

neurological disease 

* 

I like ME think it describes quite well the symptoms.  

Think changing name at moment is counterproductive. There is so much research 

starting to elude to neurological and immunological causes, and until these are 

more clear the name should stay the same.  

Hate CFS. The name needs to indicate the intensity of symptoms 

* 

Obviously from past experience we know that the name makes all the difference.  

We have already suffered through not only the disease but a terrible name.  

If we are to have a chance of research and treatment we need a name that 

reflects the disease like Myalgic Encephalomyelitis (ME). 

* 

The experts who have the experience in this illness have spoken:  

We have a name for this illness and a working case definition. The name has 

stood the test of time and so has the established documented research behind it.  

No other time in history has such negligence come to pass.  

Listen to the experts in this field of research and let the name Myalgic 

Encephalomyelitis stand. 

* 

We need a diagnostic test and biomedical research into ME, not a name that is 

nearly as daft as CFS. 

* 



ME Comments 

333 
 

Use ME until research identifies the specific etiology and markers. 

* 

Best to keep ME (and ditch CFS) for another five years, as a caretaker name, until 

better evidence is in. 

*  

I think sticking with (ME) Myalgic Encephalomyelitis is the best name for the 

disease as it already has recognition.  

By renaming the disease it can take years for it to be understood.  

If we can't use that name, then a name that isn't long and has the words disease, 

immune or neuroimmune, and viral.  

A lot of the research has pointed out that the disease is likely caused by a virus. A 

name like Viral Immune Disease (VID). Something along those lines.  

The name should not have the word syndrome in it as this makes the disease less 

serious to others.  

* 

ME explains what causes the fatigue without using the word itself.  

This works best as by using the word fatigue or something similar leads sufferers 

to more problems and plays into the hands of the disbelievers. 

* 

Stop wasting lives, stop wasting money and get the facts on ME (Myalgic 

Enecophalomyelitis), so there can be research in to ME and a cure for ME. 

* 

Again I feel ME is the appropriate name and feel precious time is being wasted to 

find another name.  

Time and funding should be spent on research and education in medical schools 

and physicians! 

*  
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The new proposed name detaches the condition from any underlying disease 

process and complexity suggested by 'ME.’ 

Adding 'systemic' and 'disease' does not overcome this serious shortcoming. 

* 

There is nothing wrong with ME. Too much money wasted! Too many lives lost.  

SEID doesn't cover the full chronic Myalgic Encephalomyelitis. 

* 

ME/CFS needs to go back to ME!! Changing it again will not help us find a cure. 

* 

The better outcome regarding the name would be to simply use ME and ditch CFS 
until such time as a more appropriate and definitive name can be developed as 
research continues to provide us with evidence-based information to support the 
criteria or add to the criteria. The goal posts are shifting. 

* 

M.E. is my preferred name as it can be explained as cousin to M.S. The illness ME 
is at the same stage M.S was before the invention of MRI and pet scanners 
detecting the pathology.  

M. E. could be broken down again in other subsets like M.S. and it would gain the 
respect and recognition of a neuro-endocrinological illness that is robbing many 
people of living a normal life.  

I can't understand why the Americans have to insist that chronic fatigue 
syndrome has to go along with M.E, which really is not the same illness,  

Renaming M.E. to SEID still only relates to the fatigue part of the illness, and this 
is wrong as there are so many other systemic abnormalities that have to be 
addressed just the same as M.S.  
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I describe the illnesses in plain language by saying with M.S the wiring system is 
damaged, but with M.E., the whole transformer is faulty from whatever cause, 
accident, injury, neurotoxins, viruses ???.  

People are getting sick and it is time that we figure out why and how to prevent it. 

* 

We cannot accept this name. We've got to use and push for ME.  

If we have to compromise, I am ok with ME being used for Myalgic 

Encephalopathy if some doctors find, in good faith and being fully apprised of the 

facts, that there is currently insufficient evidence for the term 

"Encephalomyeltis," notwithstanding the fact that three committees of which I 

am aware, composed entirely of ACTUAL experts in ME have found that there is: 

2003 CCC, 2011 ICC and CFSAC naming sub-committee.  

Ramsey's disease would also be a good name, if it is possible to get it adopted, 

but it seems like it would be easier to get ME adopted, since it has much more 

momentum behind it. 

* 

I prefer ME as it already is a good name. No new name needed. We should get rid 

of CFS though.  

* 

What's wrong with the name ME?  

Rather than spending so much money on research about the name, why is it so 

impossible for researchers to except that ME is a physical illness, because they 

can't find the cause? What kind of people are they?  

Movement intolerance, of course, it only makes you feel worse! You need to get 

physical healing before you started to move and not because you're moving. 

That's turning things around!  

It's your system that has collapsed and you never asked for it to happen!  
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It's not psychological, as in 'you want to avoid difficulties,’ you're just too sick and 

too tired to deal with them adequately! 

 

SHOULD NOT BE RENAMED 

Really do not feel that HHS should have included M.E. in the renaming process.  

The patients were upset at being abused and misunderstood by only the CFS 

name.  

There were never any complaints about M.E.  

And the criteria for M.E. is stricter than for CFS, thus co-mingling the 

name/criteria is detrimental for understanding the disease severity/process, 

treatment needs, and will result in poor cohorts that cannot be used for 

meaningful biomedical research. 

* 

ME/CFS is two things - ME and CFS. They are not the same.  

SEID is only a replacement for one of them - CFS.  

But it is not a replacement for Myalgic Encephalomyelitis, which is more than a 

name; the words (1) Myalgic and (2) Encephalomyelitis define an illness because 

(1) means muscle pain (myalgia) and (2) means inflammation of the brain and 

spinal cord (encephalomyelitis.)  

You can argue that there is "not evidence" for the encephalomyelitis existing and 

that the myalgia is "not a core symptom" but in this case the condition described 

as Myalgic Encephalomyelitis would not exist; and there would be no point in 

calling Myalgic Encephalomyelitis by another name. 

* 

The name Myalgic Encephalomyelitis needs no re-naming. It has been described 

by WHO since 1969. There is plenty of evidence to support the name as it is.  

Other illnesses, where the original (apparently descriptive name) is shown to be 

incorrect, are not necessarily renamed. Malaria - meaning bad air - being the 

most obvious example.  
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Other serious illnesses do not have descriptive names. For example diabetes has 

not been renamed "Systemic Sugar Intolerance Disease" - and presumably if it 

were, it would then be taken much less seriously by the public, who would just 

think avoiding sugar would cure the illness!!  

I think the name SEID will become another millstone around the already 

beleaguered necks of the most severely ill ME patients. It trivializes the severity of 

the illness in the eyes of doctors and the public.  

The media are likely to start to link it directly to the much despised "Chronic 

Fatigue Syndrome" name, thus giving patients a double whammy of trivial names.  

And both CFS and SEID will then be used to water down the severity of Myalgic 

Encephalomyelitis. Re-name CFS as SEID, and it might be an improvement? 

Certainly we were all relieved that the "fatigue" word was dropped.  

However in my view the IOM committee have no right, neither to re-name, nor to 

re-define, the WHO defined illness Myalgic Encephalomyelitis!  

I am severely ill; I cannot work; I cannot stand or sit upright for long; my condition 

has been on a declining trajectory since onset; and all the while those that control 

the research funds just re-arrange deck chairs and throw peanuts towards 

genuine researchers.  

It is time to throw some serious funding towards finding real answers. No more 

studies to try and validate the nonsensical Cognitive Behaviour and Graded 

Exercise Therapies. No more non-expert meddling.  

Listen to the experts in the field. Listen to those who are doing genuine 

biomedical research. Fund their studies at a per-patient level commensurate with 

other serious biomedical conditions such as MS, Diabetes and Cancer.  

Recognise that studies of those mildly affected are unlikely to help elucidate what 

is going on in the bodies of those most severely affected. Start with the most 

severe. Help me, and many like me, to escape from this "Living Death Disease"! 

* 

There should be no renaming of ME, only CFS.  

ME and its ICC should be adopted as a distinct, neurological disease as well. 
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DEFINITION IS TOO BROAD FOR ME 

I don't think it should be called ME as many people in this basket do not have ME. 

Which is why many show no signs of brain inflammation.  

It would be a disservice to genuine ME patients and all other patients and muddy 

the research waters even more.  

SEID just doesn't cut it though, many like myself have had our lives ruined by 

what is wrong with us. I have had it since 1992, I would feel embarrassed and 

ashamed to say I had SEID. 

 

ME IS KNOWN 

After years of effort by patients, carers and enlightened medical experts we have 
a clearly defined and accepted term recognised by WHO, national health 
departments, government welfare departments, GPs, employers who all need to 
be fully informed and engaged to support ME sufferers particularly those at the 
severe end of the spectrum who are isolated, can't work and need carer support. 

 Let's realise ME can affect anyone.  

The danger with a term like SEID is it will be classed either as purely psychological 
(when in fact psychological problems re consequence not cause of the disease) 
and at worse it's for wimps.  

My wonderful GP summed it up brilliantly in that he said 'Wimps don’t get ME'.  

In many cases it is fight v ME that worsens condition for many individuals. 

* 

It has taken a while for ME to be taken on by many people.  

Will it lose the support by changing the name?  
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Why can they not just add to ME (ME/SEID)?  That way people know. Because 
when you say to someone it’s SEID, they will not know a lot about it,  

I think the work that has been is amazing. The study I would like to see this done 
with many more conditions also. That needs to be re-vamped as there is so much 
that has moved on and known about other conditions now. 

* 

It's important to me that there will be a treatment in the near future. So I 

desperately need research into the illness and the chronic infectious processes 

within the brain.  

I feel ME says what can be found in the brains and spinal cord of deceased ME 

patients. As I write this I am fighting Herpes Zoster Encephalitis.  

My immune system and health was okay until I contracted ME. Now there are 

gaping holes within my immune globulines and other parts of immunity.  

And in my country I can't go to hospital. They would send me home, as "someone 

without a fever and no high leukocyte count can't have encephalitis.”  

The only doctor who knows about ME is a private one. I have to pay for his advice 

and help privately despite that we have public health insurance for everyone.  

I nearly died three times. And I don't want to.  

ME describes the inflammation well, sounds as serious as it is. Maybe the 

"benign" part isn't so true for everyone.  

The public and the medical world needs to be aware that the risk is there for 

anyone to fall ill. That there is a death risk, that no one should be forced to 

endure potentially life threatening pseudo treatments like graded exercise.  

I prefer the name to stay as it is, because there is already research and growing 

public awareness. A new name would be a huge throw back. 

 

WHO CLASSIFICATION  
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We already have a perfectly good name, Myalgic Encephalomyelitis , which has a 
WHO classification. SEID does not.  

The money spent on renaming our illness should have gone to biomedical 
research into it. 

* 

Myalgic encephalomyelitis is the name listed by the World Health Organisation 

under Neurology section G93.3.  

There are already two recent diagnostic criteria in use by the ME experts - the 

Canadian Concensus Criteria and the Internation Concensus Criteria, both drawn 

up by specialists in ME.  

I do not see the need for an already established name and criteria to be renamed 

and changed.  

Where will the new name fit into the World Health classification?  

I do not like the name SEID which picks out one symptom, albeit a major one, of 

the illness. This illness is a multi system and multi symptom disease.  

I think it will be very easy for the medical profession, insurers, the benefits 

system, the media and the general public to misunderstand the new name SEID 

and continue to underestimate the seriousness of the illness.  

What ME sufferers need is for the large amount of current research to be 

accepted and more research done to more fully understand this illness and to find 

treatments which work to alleviate our suffering,  

I have had ME for 18 years, lost my job, friends. This illness has impacted big style 

on my life, my family's life and has rendered me disabled having to use a 

wheelchair when outside. 

* 

I think it would serve the patients to make a final cut between ME and CFS. 

Reinventing one new name for two distinct diseases is actually harming both 

patient groups.  
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What the severely ill patients with ME need the most are the most reliable criteria 

for further research and treatment. Criteria like the CCC or ICC.  

With the new name and the new criteria, we take away the future of the young 

severe ill patients.  

It's like playing God. The IOM is playing God by creating a complete new disease, 

with new criteria.  

Diseases are not created, they are discovered and named by the discoverer or the 

pathophysiology.  

* 

Any new name is completely unnecessary. ME was named in 1956 and has been 
listed in the WHO ICD for 46 years.  

The IOM committee lacks the standing, experience, and qualifications to tamper 
with the name of the neurological disease ME, or its diagnostic criteria, the ICC 
and CCC, written by far more qualified and independent panels.  

The IOM report should be shelved as it can only cause harm and confusion in the 
field. 

* 

Why change a well-known name for something that doesn't cover all of the 

illness?  

Seems it's egotistical by this committee. Can't find any other reason for a name 

change. 

This will cause a lot of confusion as M.E. Is already classed as a neurological 

disease by W.H.O. in 1969.  

Think this name change will cause more harm than good. 

Better recognition of patients with this disease might have been a more 

worthwhile venture. 

* 
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Myalgic Encephalomyelitis is the historically established name for this disease, 

which already has a W.H.O definition and accurate diagnostic criteria: C.C.C.. 

Please use it. 

* 

Please listen to the patients and the experts who have years of expertise on ME 

(e.g. Professor. Maes, Dr. De Meirleir).  

The Canadian Consensus Criteria and the WHO-code on ME are correct. 

* 

I think it is important to stick to Myalgic Encephalomyelitis (ME) in order to keep 

the link with earlier research. 

* 

The name SEID and criteria should be tested before being implemented.  

ME can be immediately implemented because there is an ICD-9-CM code. 

* 

My official diagnosis is CFS and Fibro but the name CFS must go away. I met all 

the requirements of the IOM's newly recommended diagnosis criteria.  

If it is not possible to get an ICD 10 (notice the 10) code for SEID then I think we 

must use ME. 

* 

It completely leaves out the complexity of symptoms and still focuses on fatigue!  

And fatigue is misleading anyway. How can we describe the feeling that every 
movement is like being in a lead body suit under water? It misses the excruciating 
relentless pain, cognitive impairment, immune collapse, mitochondrial 
dysfunction etc.  

It is already classed as a neuro-immunological disease by the W.H.O. Why mess 
with that?  
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A disease doesn't have to be named after one symptom to be understood. Just 
look at multiple sclerosis. Hell, even cancer doesn't refer to a symptom!  

It will set us back again and not be taken seriously and research will not be 
targeted properly.  

Myalgic Encephalomyelitis does the job, or Myalgic Encephalopathy fits too, they 
are different but describe what is going on better than bloody SEID! 

* 

No generic illness should subsume another illness or disease. 

 

INTERNATIONAL 

Although I don't live in America, what American clinicians call this disease will 

impact other countries. All countries need to have one name for this disease, 

particularly for research purposes.  

M.E. is accepted by the UK patient population, and much of Europe, and there is 

already so much research done on M.E. it is my name of choice. 

*  

If we use a different name, in the other countries the fight to get M E recognised 
and researched on will be harder. 

* 

I currently live in the USA but have lived in Canada and Europe both of which refer 

to this illness as ME. It will only complicate issues to start an entirely new name 

that doesn't accurately describe what the illness is.  

I would rather it be called Bhhishsiiogd disease, than SEID which sounds 

completely made up. I've had this illness for 13 years and would like to see more 

research and treatment so I can get my life back. 

* 

CFS /Chronic Fatigue Syndrome is a "very lame" name, as are some of the others.  
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ME/Myalgic Encephalomyelitis is used in several countries now, let's keep it to 

one universal name .  

Please contact Dr. Byron Hyde at Nightingale Research Foundation in Ottawa, 

Ontario, Canada and get his input. If the U.S.  

Medical system would change your current CFS name to M.E. It would be a lot 

less confusing for patients, family and doctors in the countries that know it as 

M.E.  

* 

I think ME should be used worldwide.  

There have been people who have researched this illness over years and the 
name myalgic encephalomyelitis was deemed and used in 6 countries. Who is 
anyone to go against what these researchers have found?  

It is a proven neurological disorder. I myself have so many neurological problems 
such as losing consciousness and seizures. It is not about fatigue.  

There is so much to this illness. It is a very complex medical illness and it needs to 
have science back it up.  

We have the Canadian Consensus Criteria which is what should be used 
worldwide and what people who do have ME want in their countries as well.  

It will not be taken seriously and is a joke if you use this new name.  

I am so very sick now as I have severe progressive ME and the thought that 
people's lives are at stake bothers me so much. If you want to change the name, 
change it to ME! 

* 

As the choices the HHS will make based on the IOM-report will not only affect the 

American but the world-wide ME(CFS)-community, input of the same into the 

implementation of the report is of vital importance.  
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I repeat here what I stated already to one of the IOM-committee members: the 

HHS should come to a thorough realization that people with severe ME's bodies 

are virtually being tortured every day, every hour and every second, until death 

takes pity on them. Often they die an unimaginable death, unnoticed by anyone, 

while it is not even known it is caused by ME.  

This is a shame to not only the US government, but all governments all over the 

world, and to every man with some common sense and empathy. It lies in the 

power of the HHS to reverse this process from here 

*  

The key points to me are:  

1. ME already has an international coding. Stick with it unless science indicates a 

name change.  

2. The US is only dealing with the US CFS definition - make that clear. And I would 

say refer doctors to the MEIC Primer for ME diagnosis.  

3. For CFS/SEID the condition of a name change should be that the name is coded 

in the US at time as the introduction of the name.  

4. SEID needs to have a list of exclusionary diagnoses. And a list of appropriate 

testing. 

* 

Having suffered from these diseases (ME/CFS and Fibromyalgia) for 21 years (with 

gradual deterioration), I feel it would be a grave error of judgment to completely 

remove the wording of ME as it is recognised internationally as a condition or part 

of a condition.  

It would also cause even more confusion than currently exists for patients, carers 

and the medical community.  

Everyone knows what these diseases actually mean.  

Apart from which, I would have great difficulty in remembering a name such as 

SEID and after 21 years would struggle to identify with anything other than the 

name ME, that appears in full or as part of a longer identifiable condition. 
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* 

The international name (ME) should be returned so that it is the same all over the 

world.” 

“The Institute of Medicine-initiated name change effort represented another 

imperialistic US adventure, which began in 1988 when the Centers for Disease 

Control changed the illness name from myalgic encephalomyelitis (ME) to chronic 

fatigue syndrome." –Dr. Leonard Jason, Oxford University Press blog 

 

HISTORY 

The name M.E. has been in continuous use since 1955. The disease was added to 

ICD. 

*  

The name M.E. has a long history which pre-dates "CFS." 

*  

I think it is important to stick to Myalgic Encephalomyelitis (ME) for historic 
reasons.  

If names are changed back and forth, then people will not find relevant data if 
they do not know older versions of the name or if they forget to search on all 
versions of the name at the same time.  

For this reason, the drawbacks of changing the name far out weights the benefit 
of a new name.  

At this point I think changing the name from ME will not make sense. It will not 
solve any real problems.  

It is unlikely that the new name will be “the perfect name” for all future. I am 
open to that in the future new scientific discoveries of the pathophysiology and 
aetiology will lead subgroups.  
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When knowledge have advanced so far, then it will probably be straight forward 
to name the subgroups based upon the identified aetiology. Until then I think it is 
too early to think about changing the name. 

 

ME VS. CFS 

I think it would serve the patients to make a final cut between ME and CFS.  

Reinventing one new name for two distinct diseases is actually harming both 

patient groups.  

What the severe ill patients with ME need the most are the most reliable criteria 

for further research and treatment. Criteria like the CCC or ICC. With the new 

name and the new criteria we take away the future of the young severe ill 

patients.  

It's like playing God. The IOM is playing God by creating a complete new disease, 

with new criteria.  

Diseases are not created, they are discovered and named by the discoverer or the 

pathophysiology. 

* 

The most important thing is to make a clear distinction from CFS. This name 

should never be connected to ME, i.e. ME/CFS or CFS/ME. 

* 

Please, please stop conflating ME with other conditions which relate to fatigue of 

exertion intolerance.  

Pretty much anyone with a serious immune based illness can say they have an 

intolerance to exertion. For example, I personally have SLE and Fibromyalgia and I 

would say that both have these features in that if I do too much I will crash big 

time.  
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However my son who is now 15 has had ME for almost three years and his 

illnesses is very different to mine with very different features. Yes there are some 

similarities but there are also vast differences.  

Please help to give my son a life by not burying ME and by promoting it as an 

illness that needs specific research funding to build on the myriad of smaller 

research projects that have already been undertaken. 

 I have never begged for anything in my life but I am begging you to do the right 

thing here and give some hope to him and the many, many others who are stuck 

in the living hell that is ME 

* 

ME and CFS should not be mashed together.  

ME is a distinct entity. Clusters and epidemics described in detail as a post-
infectious disease in the literature, and it has long been coded in the ICD.  

CFS was a misrepresented and corrupt invention based on a bungled investigation 
of a true ME outbreak. (The perps who have perpetuated those original crimes 
should also be held accountable.)  

People that meet the CCC and ICC have Myalgic Encephalomyelitis, period. They 
have been mistreated and denied care based on the CFS invention.  

People who do not have ME have also been mistreated and denied care with a 
CFS label, and should be re-evaluated and deserve validation also. 

* 

The proposed name assumes that the two diseases are so similar that they can be 
considered as one.  

This is totally inaccurate and the medical community needs to make a clear 
distinction between the two in order for the treatment for ME to be properly 
researched and targeted. 

* 
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I think the task was off-base with talking about ME/CFS which does not exist.  

ME has been a WHO recognized neurological disease since 1969.  

The US came up with its own term of CFS with a broader definition allowing in a 
mixed cohort.  

The Canadian Criteria tried a temporary combining of the two terms, but the 
International definition corrected that saying the criteria is ME.  

So - the IOM should have made clear, as Dr. Bateman did in a recent online 
position comment, that the IOM report is not addressing ME.  

ME is an independent existing disease with its own diagnostic criteria and should 
continue to be used. What the IOM is addressing is US CFS. 

* 

M.E. already has a name. Call CFS whatever you like, it's a made up condition. 

* 

I feel very strongly that, as admitted in the IOM report, page 60, "The diagnostic 

criteria for ME have required the presence of specific or different symptoms from 

those required by the diagnostic criteria for CFS; thus, a diagnosis of CFS is not 

equivalent to a diagnosis of ME."  

Therefore, it makes no sense to attempt to combine the two diagnoses as 

"CFS/ME" or using any other name.  

I believe based on the history and research done on classic ME (referring to the 

disease as described in the Nightingale definition), it should be officially separated 

once again and allowed its own official criteria as agreed upon by ME experts. I 

prefer the International Consensus Criteria.  

As for CFS, I believe it has been used for too long as a wastebasket diagnosis and 

an excuse for doctors to not perform appropriate tests to find the true cause of 

each patient's fatigue (many patients are lucky to even get a CBC ordered before 
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a diagnosis of CFS is made, and most never have things like MS, Lupus, Lyme, 

heart disease, cancer, etc. ruled out).  

CFS was never intended to be viewed as a single disease entity. Because of this, 

and because of how it is used in practice, there is no sense in researching "CFS" 

since you are not researching people with a single illness, but a huge variety of 

already known, undiagnosed illnesses - each with their own research happening.  

Therefore, I feel strongly that the diagnosis of CFS should cease to exist. Doctors 

should once again work to find the true cause of individual patients' symptoms, 

and people with classic ME should be diagnosed using the expert-approved 

criteria already in existence and under the true name of the disease, Myalgic 

Encephalomyelitis.  

Anything short of this will continue to harm both those diagnosed with CFS and 

those living with true ME. 

* 

I feel like it is irrelevant for CFS to be re-named.  

Maybe people should be diagnosed with M.E. and treated for M.E.  

CFS is just a hold all for hundreds of conditions with similar symptoms which are 

hard to diagnose. 

* 

Myalgic Encephalomyelitis is a degenerative condition that affects all systems in 

the body leaving the sufferer coping with brain abnormalities, multiple sources of 

pain and exhaustion.  

Virtually no research has been done into the causes or the treatment of this 

condition, mostly because it was considered easier to label it physiological illness. 

This has left patients coping with no support with an illness that kills.  

A name is important but then so is proper understanding of the actual condition.  

Too many studies have included 'CFS' patients in the studies so are totally invalid. 

'CFS' is a portmanteau term that simply means we can't be bothered to find out 

what you actually have.  
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M.E. is a defined condition if the medical profession ever bothered to do any 

research. 

* 

The U.S. government could scrap the entity "chronic fatigue syndrome (CFS)" if 

they like. They could remove CFS from the ICD WHO-10 G93.3 position.  

The U.S. government should start to fund biomedical research into myalgic 

encephalomyelitis (ME) at the level of comparable diseases - that is around 100 

billion USD yearly.  

ME is originally described in the 1950:s. ME is in the neurological section of the 

WHO ICD list since 1969. It has a good definition in the International Consensus 

Criteria for Myalgic Encephalomyelitis from 2011, or else the Canadian Consensus 

Criteria from 2003. 

* 

Teach people about the already existing name and diagnostic guidelines instead 

of diverting money and time into confusion.  

Remove the inclusion of lumping CFS from other causes which minimizes the 

validity of ME people. After all MS is not referred to as MS/CFS. CFS covers a lot of 

different categories. 

*  

While there is no definitive proof that CFS and ME are the same disease, lumping 

them together will not bring about meaningful research.  

ME is currently listed by WHO and to mess with that would probably be disastrous 

for ME sufferers. 

* 

CFS is NOT a "disease"!  

ALL real diseases are "testable" using medical testing equipment, CFS is not 
testable. "Chronic fatigue" is not "testable"! How can fatigue be tested?  
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There are already excellent tests available and given in Canada at Nightingale 
Research Foundation, Dr. Byron Hyde. He tested me in about 1988, to diagnose 
me with Myalgic Encephalomyelitis. You can check out and read what this testing 
is at this link: 

www.nightingale.ca.  

All info on M.E. was posted on this website managed by Dr. Byron Hyde. These 
tests are excellent.  

As I have said, "There is no test" for fatigue! How can you test that? You can't! 
You have to agree that "fatigue" is a "symptom" only, of many possible diseases!  

Your government chose to call this group of symptoms " chronic fatigue 
syndrome," in order to "negate it'".  

As being serious, and M.E. Is the best name for a disease showing positive test 
results for the testable effects of M.E.  

Great Britain calls the disease M.E. As do Canada, and Australia. For your country 
to name it something else would only create more confusion, and we have a hard 
enough time coping with M.E., finding a doctor who knows about it and how to 
test and treat, without the U.S coming up with another different name!  

Just ditch your CFS nomenclature and officially declare you will stop calling it CFS 
and call it Myalgic Encephalomyelitis, so doctors, family, and patients can stop 
being confused.  

The name CFS spelled out in full is very lame, and so is the name SEID.  

Sick with M.E. For about 30 years now, since 1984. Diagnosed with the correct 
testing, including spect scan in 1988.  

Make sure you read all of Dr. Hyde's website and talk on phone with him, listen to 
him. And also go to this website chock full of M.E. Info, testing info and more. 

Http://www.hfme.org 

* 

http://www.nightingale.ca/
http://www.hfme.org/
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It’s unclear what condition the government is currently calling ME/CFS.  

The only case definition using the name ME/CFS is the CCC. The CCC, however, 

refers to ICD G93.3 ME according to the 2005 Overview of the CCC.  

The government is using ME/CFS to refer to something other than ME, however.  

It’s unclear what that something is. It’s hard to rename something when one 

doesn’t know what it is. 

* 

'This disease' - CFS, by some called 'ME/CFS' - is not myalgic encephalomyelitis 

(my disease) and therefore it is crucial that it gets a new name that isn't 

associated with ME. 

* 

I disagree with ME being the same as CFS. There is a difference. Same as fibro. 

* 

I feel that all this that is mentioned before does not concern me.  

I was diagnosed in the Netherlands in 1980 with ME, so in my mind I have ME a 
legitimate disease and not CFS. This will never change.  

I strongly suggest removing the ME from ME/CFS as it are two completely 
different illnesses.  

Neuroimmune would be the closest I can agree with and BPC seems fitting since 
their names are closely tied to CFS.  

Ramsey is tied to ME and not CFS.  

We should strive to separate those two or put all (biotoxin, Lyme, CFS, ME) under 
the neuroimmune disorder umbrella. 

 

BURYING ME 

Renaming ME as SEID is another brazen attempt to cut the historical roots of ME. 
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First, CDC created the Holmes criteria for CFS although a very well defined 

neurological disease named ME which was accepted by WHO since 1969 already 

existed.  

Now they have created SEID finally to bury an infectious disease.  

We got rid of a stupid name that referred to a symptom (chronic fatigue) for 

another symptom (exertion intolerance). But a symptom is a symptom and not a 

disease.  

By the way, ME and "CFS" are not the same. The definition for ME describes 

another disease as "CFS" which is only a syndrome or a waste-paper basket of 

several unidentified diagnoses. "ME/CFS" is a hybrid and it`s irregular to call ME 

with this name.  

This disease should be called ME as it was called since 1956. 

 

CCC AND ICC 

Follow Canada they have set criteria that we are currently all relying on. 

* 

This has been a farce.  

The disease has been defined under the Canadian Consensus. This should be the 

adopted standard instead of taking it back to square one with a name and 

description that is too wide of an umbrella. 

* 

Changing the name only confuses matters.  

We have the Canadian Consensus Criteria which is used in many countries. It has 

been proven to be true and explains ME.  

ME is a neurological illness. It can be proven by tests. Anyone who has ME that I 

know (and I know a lot) all desire the name be changed to ME in the States.  

CFS was a mistake and so is this new stupid excuse of a name that will not be 

taken seriously and will cause harm to patients who are severely ill. At best we 
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are wasting money when we want research monies towards ME ~ towards 

treatments or cures.  

Stop this and use the name ME using the CCC. 

* 

We don't need yet another name to kick around. Use ME until the pathology is 

known.  

If the IOM publishes as they have said, without public review and concurrence, it 

would only add to our problems.  

They made the same mistake as the 1988 CFS paper - tried to redefine "fatigue" 

and ignored the whole disease.  

Why, oh, why would they not listen to the experts? They could have put their seal 

of approval on the best the experts could provide and move the whole research 

program ahead.  

Instead we are still fighting about a dumb name. 

* 

The CCC and ICC most accurately reflect my experience with this illness. I have 
symptoms/dysfunction in all possible categories. 

* 

ME is not just about fatigue, although that is major there is a whole variety of 
symptoms that effect different areas of our being. 

* 

I agree with the recommendation ICC with using the name ME. 

* 

Please implement the Canadian Consensus Criteria or the International Consensus 

Criteria (latter preferred) and keep the old Myalgic Encephalomyelitis or use 

Melvin Ramsay's Disease (or Acheson's Disease) so we can stop being abused by 

our healthcare providers.  
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Descriptive naming by committee has already failed us once. Let's use something 

with some historical gravitas. We will never get the research funds needed to 

describe it in technical terms if the illness is not taken seriously,  

The SEID criteria is a slight improvement over the 1992 criteria, but the name has 

redoubled our status as a punchline. 

* 

I do not like that the proposed name is for both ME and CFS. ME already has a 
name and a 2012 ICC - it does not need a new name and new diagnostic criteria. 

It combines ME and CFS together, both have different criteria and should be 
identified separately. 

*  

While the name is important it is not nearly as important as the fact that all the 

work that was carried out by the experts to develop the CCC and the ICC has been 

ignored.  

These are the criteria which should be used to diagnose ME.  

Other chronic fatigue and pain conditions should be separated out from ME.  

For example ME is NOT Fibromyalgia. I have Fibro and my young son has ME. 

There is a huge difference in symptoms between both.  

This might be the only chance I ever get to contribute to something as significant 

as this.  

Please, please reconsider the diagnostic criteria and look again to what the 

experts said. 

* 

The International Consensus Criteria was compiled by actual M.E. experts and, as 

such, it is the criteria that should be implemented.  

This is what should happen immediately to put an end to the lack of research and 

the abuse that people with M.E. endure. 
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DRAWBACKS 

Thank you to the IOM committee for all your hard work.  

It will take a time for patients to get used to it. 

In my 28 years with this illness my diagnostic label has changed from Royal Free 

Disease, to ME, to PVFS, to PVS, to CFS.  

ME always enraged my GP. CFS caused me to despair. 

*  

ME would be a fine name after the science (large replicate studies) proves out the 

inflammation in the brain and spinal cord.  

As it stands right now, neurologists don't buy into this theory.  

I would be afraid to use this name with doctors because it could push them (even 

further) to believing that I had a psychological problem. 

* 

If you look at CDC and NIH websites, you will find the phrase, "CFS also known as 

ME", which reduces ME to CFS.  

SEID eliminates CFS. ME doesn't. Be careful what you wish for. 

* 

Some of the names listed didn't sound too bad but I have no knowledge of the 

basis for the names.  

ME doesn't correctly describe the symptoms. 

CFS is confused with just being regularly tired.  

I like the idea of it being named after someone who really has brought good 

information and treatment to the medical community, but not Florence 

Nightingale - too flowery.  

Please nothing that continues to promote ridicule! 

* 
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I am a US citizen, but I have lived in the UK since shortly after I became ill with this 

disease. I believe that the use of the name, ME, is never going to be understood 

by the general public in the UK as a serious disease.  

 

DEFENDING M.E. 

I strongly believe that the current name M.E. should be used until further 

biomedical research is conducted.  

There are many diseases whose literal meaning of the name is inaccurate and pre-

dates more accurate nomenclature, e.g. Malaria. This does not preclude diagnosis 

and treatment.  

The obsession with naming is politically motivated and by proposing another 

name focused on fatigue only, the imperatives for investment in research is 

weakened. 

* 

The IoM committee appear to have been somewhat prejudiced against the 

available evidence that supports the validity of the name Myalgic 

Encephalomyelitis.  

I fail to understand why it was that they didn't take into account the recent 

studies which have showed brain inflammation and loss of white matter. 

* 

ME is not the perfect fit for the disease, but there are other diseases that also are 

not a perfect fit. 

ME is most widely used around the globe already and with all the advocacy, 

becoming increasingly more recognizable each year. 

Considering the bad rap "yuppie flu" and "chronic fatigue" have given ME, the ME 

term gives more credence to the seriousness of the disease and more public 

respect for people that suffer from it (public reaction to the name certainly much 

more respectful than any other "handle" this disease has been given). 
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SEID actually makes the disease even wimpier sounding than CFS---"oh dear, you 

can't handle a little exertion??!!".  

Have ME sufferers not endured enough of such reactions already?  

Scientific/medical research is already hard to come by. What researcher with their 

salt would want to pursue an exertion intolerance disease and who would want to 

fund it?  

More likely to be laughed/drummed out of town!!! 

* 

I was a research biologist in my former life, so I'm reading the same peer 

reviewed medical literature you do.  

CFS and ME are not the same disease, but it seems rather obvious they fall on a 

spectrum of diseases that are distinct but share some pathophysiology. 

 I don't care if you call CFS SEID, but do not conflate ME with CFS/SEID!!  

The claim that there is no evidence of brain inflammation is egregiously incorrect. 

I'd be happy to send you my MRI. 

* 

The reason the IOM group gave to disregard ME is insufficient evidence for 
Myalgic Encephalomyelitis.  

That is wrong. The studies on the original outbreaks that 50s -60s were not 
included in the IOM literature search and various new ways to find brain 
inflammation found it.  

In the new criteria, the IOM even proposes: (4.) "cognitive impairment and/or 
orthostatic intolerance".  

Brain impairment that takes 10-30 IQ points away from an individual is almost by 
definition encephalomyelitis.  

The Wikipedia definition of encephalomyelitis even includes ME. 

https://en.wikipedia.org/wiki/Encephalomyelitis 

https://en.wikipedia.org/wiki/Encephalomyelitis
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Chronic musculoskeletal pain is prevalent in this disease in adults and 
adolescents: 

https://www.ncbi.nlm.nih.gov/pubmed/16843021 

http://bmjopen.bmj.com/content/4/10/e005920.full 

 The IOM is wrong again when they say there is insufficient evidence for the 
symptom.  

ME is firmly established in many parts of the world and Dr. Jason has established 
in studies that the name ME is more respected by medical professionals that have 
not learned about the disease.  

http://blog.oup.com/2015/02/disease-name-chronic-fatigue-syndrome-me/  

We let our government change the name from ME to the nonsense name CFS, 
shame on them. If we, the people afflicted by the name, allow our government to 
change the name to another nonsense name like SEID without our input, shame 
on us. 

* 

This is a camel name; that is, a horse designed by a committee.  

The WHO has had no problem with the name Myalgic Encephalomyelitis. Why 
does the United States government have a problem? 

* 

Just to clarify, ME is not a great name as far as describing the disease but it has 
served me well telling people that I have ME instead of CFS.  

Plus, since when does a disease name need to describe the condition? Why do 
they need to do so with this condition? 

* 

https://www.ncbi.nlm.nih.gov/pubmed/16843021
http://bmjopen.bmj.com/content/4/10/e005920.full
http://blog.oup.com/2015/02/disease-name-chronic-fatigue-syndrome-me/
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I don't believe that my disease which on scans shows damage to the brain isn't 
ME. I believe more research should be done before dismissing symptoms from 
the diagnosis and name. 

* 

The name is less important to me than the case definition for both differential 

diagnosis and a positive diagnosis of this acquired complex multi- system organic 

disease.  

The rate of misdiagnosis and missed diagnoses of other, or even co-morbid, and 

potentially treatable diseases or disorder has become unacceptably high since CFS 

was first introduced in U.S. in preference to calling the disease identified by Bell, 

Peterson, Cheney et al, by the name recognised by WHO as (benign) myalgic 

encephalomyelitis in the 10th revision of the international classification of 

diseases (WHO ICD-10).  

The proposed name and criteria for SEID has the potential to exacerbate that 

problem, in my view as an ill-health retired professional with extensive 

experience of guiding, training, and joint working with doctors from primary 

physicians to specialist consultant surgeons (not in the field of ME/CFS).  

I feel there is insufficient evidence and reason to dismiss the WHO name of 

myalgic encephalomyelitis and that this name should be used until such time as 

WHO changes it, or pending unequivocal biomedical/biological research for 

diagnostic tests and treatment trials.  

I feel it would be a simple matter for U.S. government health agencies to 

disseminate the message that ME (formerly known as CFS or ME/CFS) is a serious 

and potentially life-threatening disease, which can both range and fluctuate in 

severity from mild to profound (profound including prolonged paralysis, seizures, 

profound muscle weakness, possibly requiring feeding by tube, profound sensory 

sensitivity, physical inability to self-care etc.)  

If the U.S. government health agencies feel unable to explain the complexity and 

seriousness of this disease, then I recommend they accept that SEID (and perhaps 

CFS) is not the same as myalgic encephalomyelitis and should not give the 

impression that it is.  
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Either ME/CFS means myalgic encephalomyelitis with the layman's term chronic 

fatigue syndrome attached, or it means nothing and ME should be clearly 

separated from CFS and SEID in that case. Thank you for your efforts in this 

regard. 

* 

I have a background in nursing and social work.  

My experience with this disease was encephalomyelitis at the beginning was 

severe. My ongoing inflammation tests are highly positive. Other positive tests 

confirm other conditions of ME.  

The new name doesn't cover the condition and makes it vague like CFS. 

* 

My brain often feels inflamed.  

I believe that if some kudos scan was done on it right now, that'd be easily 

detected. 

* 

ME is the right name, I think. First more research has to be done. 

* 

I encourage HHS to reject the IOM Report, officially adopt Myalgic 

Encephalomyelitis, use the 2011 ICC for diagnosis, and undertake brain studies to 

either confirm or disprove the "itis" in the disease name.  

If uncertainty about inflammation is the reason for dropping ME, then for 

heaven's sake, do the studies first, then change the name if there's no evidence of 

inflammation in the brain and spinal cord.  

Changing the name now is counterproductive, unnecessary, and harmful.  

* 

Why change from M.E ?  

SEID doesn't begin to touch on the complexity of the illness!  
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The neuro symptoms especially, which are a HUGE part of the illness.  

Post mortems of people with M.E have shown brain and spine inflammation ... so 

why change?! 

* 

No positive things about this name.  

It ignores the inflammation of the spine found in patients with M.E. WHO 

classified M.E. As a neurological disease in 1969!  

Why change the name now? Political expediency? 

* 

Myaglic Encephalomyelitis comes closest to describing this disease; it has been 

well described by Dr. Ramsey; it is already in the WHO Diagnostic manual.  

Some have said that not everyone may have all the symptoms suggested by this 

name, such as pain, but there is no name for a disease (e.g. M.S.) that captures 

every possible symptom.  

All the other alternative names diminish the seriousness of the disease and 

essentially disguise its neurological essence. 

* 

The name of the illness shouldn't be by consensus!  

I think we should leverage off the IOM report, which is clearly evidence-based. 

And based on that evidence, we've gained some great things... a weighty report 

emphasising that this disease isn't psychological, or simply deconditioning; and 

that the evidence-base is lacking.  

I don't think we do ourselves a service by, after the evidence-base has been 

acknowledged as weak, suggesting some name that we like the sound of. Many 

names suggested are named after people, and there is a movement away from 

naming diseases this way.  

I think that, as a community, we would appear stronger if we show that we are 

following the evidence. That we will keep ME for the time being, for it has history 

and hasn't done so much damage to patients, and then advocate strongly for the 
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name to be revisited within the five years mentioned by the IOM report for 

revisiting diagnostic criteria.  

I think for us to lobby for a different new name now would be a mistake. 

 

 

 



    

 

 

 

 

Part 16 

 

More ME Comments 

 

  



More ME Comments 

366 
 

General Comments  

Systemic Exertion Intolerance Disease does not describe the range of symptoms 

that we M.E. sufferers endure.  

For instance, the word "exertion" leads to the same conclusion that the word 

"fatigue" in CFS does. That is, that people become tired after exercise.  

This trivializes the scope and severity of the disease in the perception of the 

public. Why? Because EVERYONE is "intolerant" of exercise after a point...because 

EVERYONE has fatigue given enough exercise and there is no hint whatsoever in 

either of these names that the disease is pathological let alone life altering.  

In M.E. patients the fatigue is desperate and profound...unlike anything I suffered 

after a 250-mile cycling event in my pre-illness life.  

Additionally, many symptoms of M.E. are not directly tied to exertion or fatigue. 

For instance, like many, I have random and terrifying heart palpitations that cause 

my heart to beat very fast and hard enough to be felt in my chest and to cause 

throbbing in my head, arms and abdomen. I have desperate hard breathing 

episodes that feel like my body is not processing oxygen. Neither of these is 

triggered by exercise.  

M.E. causes me to have cognitive dysfunction that can make driving an 

automobile dangerous, causes me to go into stupors and sometimes makes 

speaking difficult. This also is not connected with exercise.  

M.E. at times makes it impossible for me to either stand or sit. Because of this, my 

wife, to her horror has found me laying on the floor of supermarkets, on 

sidewalks and frequently in various places in our home. In our home, this often 

occurs while I am at rest, sitting in a chair.  

At times, M.E. makes my arms and legs so painful and feeling so heavy that I 

grimace in pain. Often, while trying to walk, I cannot control my legs very well and 

stagger in a movement that I have come to call "drunk walking".  

So, as I hope you can see, neither Chronic Fatigue Syndrome nor Systemic 

Exertion Intolerance Disease is relevant while describing this disease.  
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On the other hand, the pain (myalgia) and the cognitive symptoms 

(encephalopathy) - which are at the root of my heart/lung, inability to walk or 

stay upright - are perfectly described by the term Myalgic Encephalomyelitis.  

Why is this important? It is important because using terms like CFS or SEID (DIES 

backward) or even M.E./CFS or CFIDS leads to the perception that this disease is 

exclusively related to becoming fatigued...tired.  Unfortunately, I regularly see this 

perception in the doctors and medical community who are supposed to be 

treating me.  

Until the full range of symptoms along with their severity is well known, until the 

public and medical community universally recognizes how this disease has 

destroyed the lives of over one million Americans, there is little chance of seeing 

serious, well-funded research into symptomatic relief or a cure.  

This disease is recognized as Myalgic Encephalomyelitis around our globe with the 

exception of here in the United States.  

It is a disservice to every one of us who suffer from it to minimize it by giving 

exclusivity to only one of its symptoms..."fatigue"...caused by "exertion".  

* 

The IOM have not considered how language operates, or how vague the name is.  

It focuses on one symptom only, badly conveyed.  

Non-ill members of the public have already lashed out at the patients via media 

comments, accusing us of being lazy and not making an effort.  

The name needs to sound as though it’s a serious medical condition.  

What happened to ME being a neurological disease?  

The IOM should have recommended the adoption of the CCC as the 50 ME 

Experts recommended as a matter of urgency.  

The name will be damaging to the understanding of the disease.  

There should be consultation with the ME experts and patients about any new 

name.  
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We no longer recognize Myalgic Encephalomyelitis, the disease of the CCC and 

ICC.  

I don't recognise my disease in the name SEID. It’s too vague and will yet again 

encourage over diagnosis and more misdiagnoses. 

* 

Multisystemic would be slightly better, but even intelligent well-educated people 

do not know what systemic means in relation to health.  

The E is easily misremembered as Exercise rather than exertion, and both can be 

misinterpreted and misunderstood.  

Intolerance just doesn't sound right; it seems to be fashionable to be lactose 

intolerant, or wheat intolerant and some folk just think this is fussiness.  

Disease is good.  

However, despite the IOM doing a very thorough job of looking at evidence they 

made two very fundamental errors. 

They have conflated CFS and ME, and they started at the wrong place so ended 

up at the wrong place.  

ME is a very distinct recognisable illness, well described by Melvin Ramsay and 

others.  

CFS is an almost random collection of symptoms that doesn't describe a specific 

disease.  

So again the collection of symptoms chosen by the IOM is not those of ME though 

may include it but waiting 6 months is downright dangerous.  

They should have gone back and looked at the case histories of the Incline and NY 

outbreaks and determined if they were or were not ME, and if not then defined 

that illness.  

I want ME internationally recognized, but this collection of symptoms is not ME 

though nearer to it than the various CFS definitions. 

* 
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I would need to know more about the WHO classification for SEID before I come 

to a decision. 

Also SEID would need to have better exclusionary criteria (and for psychological 

illnesses) before I would be comfortable with it  

Dr. Ramsay (ME) said that the exertional was trivial and also that the more they 

did it was cumulative. This hasn't come across in SEID.  

The other important points that have not come across are: 

1. GET and GAT makes patients worse  

2. Even gentle exercise makes patients worse  

3. One cannot exercise out of it - even if it is very gentle and increased gradually  

4. If exercise does help patients then they don't have ME or CFS or SEID  

* 

I am frustrated that $780,000 was spent creating one more name for this disease, 

from the sparse $5 million it receives for research yearly, through the NIH.  

This is a disease that has already been quoted as being "the disease with 100 

names"! Let's make that 101, now!  

Once again the focus was on only one symptom out of the multitude of symptoms 

leaving these patients desperately, sick and confined to bed or home.  

Seriously, who would have ever dreamed of calling cancer “the lump in the body 

disease” or Parkinson's “the shaking body disease”?  

It is equally as demeaning to call a multifaceted disease like ME “the disease that 

makes people tired (fatigued) when they exert themselves”!  

People envision someone who's tired and kicking their feet up after work, not 

someone who can barely tolerate sitting up in order to brush their teeth or take a 

bath!  

The CDC showed up in all their glory at the Incline Village, Nevada, outbreak and 

created "chronic fatigue syndrome" to assure that "ME" patients would be buried 
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amidst many other conditions causing "fatigue,” including major depression and 

conversion illness!  

The benefit being that these desperately, sick ME patients could easily be 

dismissed as having hysteria, or other psychological illnesses.  

Yes, some of us remember the persecution MS patients went through!  

This would deem them ineligible for any more than two years of the long term 

disability insurance plan benefits which many of them had paid for through their 

employers! It also makes obtaining Social Security disability insurance nearly 

impossible for many and the rest lose $6000 of their own money from Social 

Security paying for lawyers in order to win their cases!  

Prior to the Tahoe outbreak, many reputable physicians had written articles 

defining a disease with a viral onset leaving previously healthy individuals severely 

incapacitated!  

The WHO (World Health Organization) had long-ago given an ICD-9 code to this 

disease doctors had begun calling myalgic encephalomyelitis. It was placed under 

neurological diseases which is a very appropriate choice after performing any 

decent examination of an ME patient.  

Personally, I'm just as trapped in the supine position in bed whether I exert myself 

or not, while enduring the long dark days of this disease! Indeed when I do get a 

few good hours, exertion generally, but not always leads to a collapse without 

careful monitoring of my activity!  

For lazy people, it is curious how every time strength emerges in our bodies we go 

out trying to accomplish everything we've dreamed of doing in the prior months 

and end up in worse condition! It certainly does not fit the profile that 

psychiatrists try to squeeze us into, does it?  

There is a reason that the NIH will not give qualified ME researchers the funding 

to dig deeper for biomarkers and proof of the physiological changes and all we 

need to do is follow the money trail between the government, pharmaceutical 

companies and insurance companies!  

In order to use SEID, physicians and the general public will require a great deal of 

education to prevent them from continuing to dismiss these sick people as lazy or 
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malingerer's – after all they're just tired and most Americans push through being 

tired on a daily basis. At least I know I did, prior to becoming sick! 

 This will be considered a "disease of wimps who complain of being tired after a 

minimal amount of exertion"! What great laughter that will bring for everyone at 

the local bar, joking about having exertional intolerance themselves- ha ha!!! This 

leaves an already severely, abused patient population as the butt of jokes once 

again!  

It's just a rotten idea all the way around! First they tell us we must have cognitive 

therapy and "graduated exercise therapy" in order to be miraculously cured when 

we can't even lift our heads off a pillow and are begging them to help us get our 

old lives back!  

Now, they admit that exertion is something we cannot tolerate – so which is it? 

We are damned if we do and damned if we don't and either way we physically 

just can't!  

We are all highly motivated to have our lives back, some are so distressed over 

living in this painful, no-man’s land that they choose suicide as an escape route! I 

was one of them during the first two years of this disease, but thankfully had a 

doctor who finally treated my pain adequately.  

First it will be necessary for the general public to understand what exertion means 

to an ME patient, because the average person hearing the name of this disease, is 

thinking of walking in the door after work feeling "tired"!  

They will never realize that for many patients sitting up to brush their teeth, 

taking a bath or even trying to read with a brain that is saying "no more" equates 

to a total exertional meltdown!  

There is no point in remaining fixated on this one aspect of this disease! Please 

tell me any major illness that does not include fatigue as a symptom?  

Leave ME alone, it should've never been called chronic fatigue syndrome in the 

first place! It has already been defined by many great physicians in the past in 

reports and articles!  

My primary care doctor had never heard of ME, yet when I was well enough to do 

the research myself I came across the Hummingbird Foundation's description of 
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ME, quickly realizing it perfectly spelled out what it happened to me! Currently 

the Canadian Criteria has an adequate definition that is not too, broadly inclusive 

so that research on ME can be done on ME patients!!  

There are other great organizations such as the Nightingale foundation or the 

Hummingbird foundation who provide very descriptive, definitions from the many 

outbreaks of this disease in the past, beginning possibly with Florence 

Nightingale, herself. If the government feels the need to keep CFS, as a 

placeholder for undiagnosed fatigue, then great, keep it, but ME patients have no 

business being put there! It was an act of deception in the first place!  

Patients who display the symptoms of fibromyalgia deserve research on 

fibromyalgia, and patients with mold-induced diseases deserve research on mold 

induced diseases, and patients with chemical sensitivity deserve research on 

chemical sensitivity diseases, and Lyme disease patients deserve research on 

Lyme disease, and clinically depressed patients deserve treatment for clinical 

depression, and conversion order patients deserve treatment for conversion 

disorder!  

If I have forgotten any of the other fatiguing illnesses forgive me, but I hope you 

get the point!  

All we are asking for is a name that is not fixated on "fatigue" and to not be 

lumped together with six or more different diseases where fatigue is a common 

factor!  

We want pure research done on patients who are suffering from only ME so that 

we can find the cause and cure for ME!!  

We are all for research for every other fatiguing disease listed as well, but my 

understanding is we are supposed to be dealing with the disease that has been 

known by many outbreaks and names-including ME for the purpose of this 

meeting.  

Please stop wasting time and funding fighting over the name and just isolate true 

ME patients through a national registry with a simple questionnaire that defines 

only the disease of ME.  
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Using simple questions that simply cut to the chase, like where you perfectly, 

normal and got the flu and then began to suffer from the following list of 

symptoms.  

Then create another group all of those who have had a more gradual onset or and 

another group of those whose onset was heralded by something else such as 

trauma, surgery, childbirth or a MVA, but the experienced the same exact 

symptoms following that.  

Then let the research begin and later if there are patients with comorbidities they 

can be treated for ME and whatever else they have!  

Let's keep this simple and find the answer to what is going wrong and a cure!  

Keeping the original name will help researchers, but if there is yet, another name 

change then let's honor one of the great people who have strived to help this 

desperately, sick population!  

With that settled maybe we can finally get some Federal funding and get down to 

the business of doing research to find the answers to why so many have suddenly 

become deathly sick and never been able to become well again!  

Who knows, maybe a more accurate name can be found later when they discover 

what has gone wrong in our bodies! 

* 

The offensive name is balled up with a bunch of other concerns.  

ME is a disease. CFS is a wastebasket diagnosis.  

Now, why are they clumping them together with another disparaging name that 
will become another convenient waste basket to lose ME and other diseases in?  

They will assume that if someone gets tired after work they have SEID. Ho Hum, 
another crazy, lazy.  

There is something wrong with the whole IoM process.  
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And the P2P lack of process? That's Science? Maybe they have Rational, Logic, 
Scientific Process Disbelief Syndrome, a serious psychosomatic hysterical group 
dynamic mental illness  

Thanks to all you advocates, we can better understand the hypocrisy of their shell 
games and lies. They sure do know how to torture us and those who stand with 
us. There must be something really important about ME for them to go to all the 
trouble they do to hide it.  

SEID is just another mix of alphabet for CFS. SEID SUCKS. Sorry for yelling.  

Can we be rescued from ME science, knowledge and understanding being set 
back decades?  

Why aren't our senators and congress people coming to our aid? Especially the 
Bold, Progressive Women?  

Thank you, Advocates, all for hanging in there.  

I'm just hanging on, but I will never be a SEID!  

I think we need to build a mantra that ME is a disease, CFS in all its definitional 
iterations is a chimera and could never be a disease, but merely a wastebasket 
diagnosis that prevents actual diagnosis.  

ME often gets thrown into the CFS wastebasket. It is mere coincidence if a person 
diagnosed with CFS has a disease related to another CFS diagnosis unless PEM 
gets thrown into the mix.  

"SEID" is really going to muck things up what with it made up of false assumptions 
(i.e. "CFS") and the medical understatement of all times -- unless they also decide 
to call Ebola Zaire the "bloody nose and anus syndrome." If they just want to 
reduce the population explosion, there are easier ways to do it.  

CDC/NIH/NHS: You also suck. ; )  

That whoosh was just me venting. 

* 
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I'm very concerned that this name SEID will replace the name MECFS.  

The illness that is ME is not the same as the unfortunate miss mash of illnesses 
that have been lumped into the term CFS and if SEID is accepted then the term 
ME will disappear.  

ME is NOT just about intolerance to exertion or indeed just the other diagnostic 
criteria that is mentioned.  

Most people with ME can be said to have varying degrees of severity from what is 
termed Mild to Severe. However these are subject to fluctuation and often people 
can go from a moderate to severe case without any obvious trigger for example.  

Very often contracting any of the many viruses that abound and that most 
people's immune system can deal with, will put someone into a severe situation 
for months and sometimes years at a time. That has nothing to do with exertion.  

My fabulously sporty, bright, articulate, happy 12-year-old was struck down 
suddenly with a virus and as a result, three years later, has ME which has kept him 
out of school, out of society and in his bed for almost all of this time.  

He also had a complete shutdown of his bowels which hospitalised him seven 
times, deteriorating eyesight, deteriorating hearing, developed dyslexia, has 
balance problems, headaches, rashes, all over pain, body spasms and muscle 
cramps, recurrent unexplained nosebleeds, tinnitus, total disruption of his 
circadian rhythm, gastro reflux, inability to produce energy, etc. etc.  

This 'new' description of SEID does not fit his condition so what happens to him 
and many others like him?  

Please go back to the drawing board and unlink ME with CFS. 

*  

Much prefer ME already established and known. There is evidence for it too!  

Also what so many people experience that the central nervous system is 
ultimately affected though not necessarily right away.  
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First Direct Evidence of Neuroinflammation – ‘Encephalitis’ – in ME/CFS April 29, 
2014  

Simon McGrath reports on the new study that indicates low-grade encephalitis in 
ME/CFS 

A small study with just nine patients has captured the attention of patients and 
researchers alike after reporting direct evidence of inflammation in the brain of 
ME/CFS patients. The finding was one of the highlights picked out by Professor 
Anthony Komaroff in his IACFS/ME conference round up.  

Neuroinflammation may be behind ME/CFS symptoms Photo credit: Canstock, 
www.canstock.com  

Back to the future  

What makes this study so fascinating is that it provides tantalising evidence 
supporting not only of current views that inflammation in the brain is central to 
understanding the disease, but also of Melvin Ramsay’s original name of ‘myalgic 
encephalomyelitis‘.  

Encephalomyelitis is inflammation of the brain and spinal column, and critics of 
the name pointed to the lack of direct evidence for inflammation of either.  

This study only looked at the brain, not the spinal column (so could only find 
encephalitis), but the immune cells found to be activated in the brain are also 
present in the spinal column.  

The study  

To see if there is immune activation in the brain, researchers need to look inside 
the brain — which is not so easy if you want patients to still be alive when your 
study is done. The scientists in this study, led by Dr. Yasuyoshi Watanabe from the 
RIKEN institute in Japan, used PET & MRI imaging to peer into the brain.  

What make this study work is the use of tiny quantities of a radioactive tracer that 
binds to specific proteins that appear on activated microglia (the main immune 
cells of the brain) but crucially doesn’t bind to non-activated microglia.  

http://www.canstock.com/
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The marker also binds to activated astrocytes, which play an immune role in the 
brain.  

The brains of nine ME/CFS patients meeting both Fukuda and International 
Consensus Criteria were compared with those of 10 healthy controls.  

The results showed that neuroinflammation markers were higher for patients 
than controls across many brain areas including the thalamus, the pons and the 
midbrain.  

They also found that the severity of symptoms correlated with the degree of 
inflammation in multiple brain regions, particularly for cognitive functioning.  

It was the correlation between a biological finding — neuroinflammation — and 
clinical problems that Komaroff found so exciting about this work, because it 
suggests a biologically plausible explanation for the symptoms of ME/CFS:  

“[If replicated] it would, for me, say that there is a low-grade, chronic encephalitis 
in these patients, that the image we clinicians have of encephalitis as an acute 
and often dramatic clinical presentation that can even be fatal has — may have — 
blinded us to the possibility that there may be that long-lasting — many years 
long — cyclic chronic neuroinflammation is underlying the symptoms of this 
illness.”  

Representative PET scans showing activated microglia in a CFS/ME patient.  

Intriguingly, the midbrain, thalamus and amygdala — all regions where cognitive 
problems correlate with neuroinflammation — are also all part of neural circuits 
involved in awareness, arousal and attention.  

Concentration problems are typical of ME/CFS, and one of the problems found 
most consistently in laboratory testing.  

Harvard Professor Tony Komaroff on these PET findings, and their potential 
importance  

While tantalising, these findings are far from conclusive, as the authors 
acknowledge.  
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The study has only nine patients, albeit diagnosed with ICC criteria.  

The tracer used to identify activated immune cells produces a very ‘noisy’ signal, 
giving rather indistinct readings, and the overall level of neuroinflammation was 
relatively low.  

Although cognitive issues correlated with neuroinflammation in several areas, 
generally other symptoms, including fatigue, did not significantly correlate with 
inflammation.  

There was almost no sign of inflammation in the prefrontal cortex, the region of 
the brain most involved in higher cognitive functions, that might be expected to 
be a problem in ME/CFS.  

And there was a potential technical weakness in the way the study was run.  

Commenting on the neuroinflammation, Komaroff emphasised the need for 
replication: “If it were confirmed by multiple other investigators … these data are 
consistent with [encephalitis], but I would feel more strongly if other labs using 
same technology came up with the same result.”  

The good news is that the authors of this study are already working on a new 
study using the same patients but with a newer and more sensitive tracer to pick 
up neuroinflammation.  

They will address the earlier technical issue, and to make the study more 
powerful they will also be looking at neurotransmitter activity in the brain, 
following up their previous findings of neurotransmitter abnormalities.  

Hopefully independent groups will try to replicate this finding too – and in the 
U.K., Dr. Charles Shepherd of the ME Association has already said it would 
welcome applications to fund a replication attempt.  

So neuroinflammation — specifically activation of microglia — correlates with 
cognitive problems, but how might microglial activation cause the problem?  

The most plausible answer is through what is termed ‘sickness behaviour’ — a 
characteristic set of responses to infection, including fatigue, malaise joint and 
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muscle pain and problems concentrating — which might just sound familiar to 
ME/CFS sufferers.  

(‘Sickness behaviour’ is a lousy name for biological phenomenon, as Dr. Dan 
Peterson has noted).  

Microglia are known to play a key role in regulating sickness behaviour, and that’s 
a big reason this study has attracted so much attention in ME/CFS.  

‘Sickness Behaviour’ is driven by biology: infection leads to a rise in pro-
inflammatory cytokines in the blood, triggering activation of brain microglia and 
their production of cytokines. This triggers sickness behaviour.  

The fatigue, malaise, problems concentrating, etc., of sickness behaviour help us 
survive an infection by forcing us to rest so our body can devote all its resources 
to the energy-greedy immune system.  

However, sickness behaviour is normally a short-lived response to an acute 
infection, designed to temporarily divert resources to ensure a swift recovery.  

If that doesn’t happen, e.g., if there is a chronic infection, or the process goes 
wrong, for instance, if microglia remain activated after an infection has been 
cleared, then sickness behaviour can itself be a problem.  

ME/CFS may be an example of this.  

Cytokines in the spotlight  

Cytokines are a key trigger for sickness behaviour, and researchers have often 
found elevated cytokines in patients, but the findings have been inconsistent and 
in small studies.  

The new studies reported on by Dr. Jose Montoya at the Stanford conference and 
Dr. Mady Hornig at the IACFS/ME conference are helping to firm up these findings 
in huge cohorts.  

Probably the most important piece of work on the role of sickness behaviour — 
and cytokines — in ME/CFS came from the landmark “Dubbo” studies.  
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The researchers found that about 11% of those with glandular fever and two 
other infections developed CFS after six months.  

And crucially, what predicted the length of the illness (and chance of developing 
CFS) wasn’t psychological factors, but the severity of the initial ‘acute illness’, or 
sickness behaviour.  

The researchers also showed that those with more active genes for the pro-
inflammatory cytokine Interferon-gamma had a more severe sickness behaviour 
(and longer illness) than those with regular versions, linking cytokine response to 
sickness behaviour and ME/CFS.  

The Dubbo study did not look at inflammation in the brain, but the authors did 
speculate that the cause of CFS could be long-term activation of microglia and 
astrocytes.  

And that is exactly what was found in this new PET imaging study. As with all 
research findings, replication is essential, and a new version of the Dubbo study is 
currently under way in Sydney, Australia.  

The new imaging study from Japan has found provisional evidence of activated 
astrocytes and microglia cells (both types of glial cell) in the brain of ME/CFS 
patients.  

This is support for the suggestion from the Dubbo team that ME/CFS develops 
from certain infections as a result of activation of brain microglia.  

Dr. Michael VanElzakker’s recent vagus nerve infection hypothesis also features 
glial cells heavily.  

And recently Professor Hugh Perry, who has studied microglial cells in 
neurodegenerative diseases such as Parkinson’s disease, proposed that primed 
microglia and sickness behaviour lie at the heart of ME/CFS.  

Neuroinflammation and Sickness Behaviour the final common path in ME/CFS?  

It may prove to be that ‘neuroinflammation’ — i.e., activated microglia in the 
brain/spinal column — is a common endpoint of numerous triggers, including 
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glandular fever (EBV), other infections, vaccines — or even, as Dr. Lipkin has 
proposed, disturbances in the microbiome.  

Discovering if this is the case — and firming up the finding of neuroinflammation 
is key — could be a big step forward in understanding and then treating ME/CFS.  

And those it is still very early days, it is possible this approach could eventually 
show that Dr Ramsay was right about ‘encephalomyeltitis’.  

* 

I was diagnosed with ME, in 1991, sudden onset viral partial paralysis, contagious. 
By Dr. I Salit, infectious disease specialist.  

He gave me the history of ME and CFS back to the 1930's. 

CFS was put on my medical forms thanks to the CDC.  

I was diagnosed again by Dr. Mary Fanning, Infectious Disease specialist in 1994 - 
CFS during a severe flare  

The NEIDS name is somewhat tempting.  

The history of the illness is gone, which I feel is important. 

I haven’t read the full report. Cognitive issues and severe ME.  

Am concerned that many symptoms are left out that are common in ME and will 
not be addressed by doctors. GP's/PCP, are needed.  

After diagnosis, I feel the diagnosis criteria are too simple, and doctors will not 
know or ignore the long list of symptoms and issues with this illness and thereby 
not be treated  

The name is trivialized again, people are making fun of the name SEIDS. It's 
humiliating and demeaning, the suffering and deaths of thousands. It needs to 
STOP .  
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Also I didn't see that cancer, heart problems, stroke, and suicide are leading cause 
of death and the illness itself can kill.  

IOM states not enough info on brain inflammation or abnormalities, which is 
incorrect. ME and CFS physiological/brain studies and history  

Links: 

ME and CFS physiological/brain Studies and History Links  

„Daily cytokine fluctuations, driven by leptin, are associated with fatigue severity 
in chronic fatigue syndrome: evidence of inflammatory pathology“  

http://www.translational-medicine.com/content/11/1/93  

Randomized clinical trial to evaluate the efficacy and safety of valganciclovir in a 
subset of patients with chronic fatigue syndrome“  

http://onlinelibrary.wiley.com/.../10.../jmv.23713/abstract 

Right Arcuate Fasciculus Abnormality in Chronic Fatigue Syndrome“  

http://pubs.rsna.org/doi/abs/10.1148/radiol.14141079... 

2003&rfr_id=ori:rid:crossref.org&rfr_dat=cr_pub%3dpubmed „ 

Role of adaptive and innate immune cells in chronic fatigue syndrome/myalgic 
encephalomyelitis 

http://intimm.oxfordjournals.org/content/26/4/233.abstract 

High-Throughput Sequencing of Plasma MicroRNA in Chronic Fatigue 
Syndrome/Myalgic Encephalomyelitis“  

http://journals.plos.org/plosone/article 

Deficient EBV-Specific B- and T-Cell Response in Patients with Chronic Fatigue 
Syndrome 
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http://journals.plos.org/plosone/article... 

Decreased Basal Ganglia Activation in Subjects with Chronic Fatigue Syndrome: 
Association with Symptoms of Fatigue 

http://journals.plos.org/plosone/article... 

Two age peaks in the incidence of chronic fatigue syndrome/myalgic 
encephalomyelitis: a population-based registry study from Norway 2008–2012 

http://www.biomedcentral.com/1741-7015/12/167 

Inability of myalgic encephalomyelitis/chronic fatigue syndrome patients to 
reproduce VO2peak indicates functional impairment 

http://www.translational-medicine.com/content/12/1/104 (link is external) 

Chronic fatigue syndrome and co-morbid and consequent conditions: evidence 
from a multi-site clinical epidemiology study 

http://www.tandfonline.com/.../21641846.2014.978109...  

Neuroinflammation in Patients with Chronic Fatigue Syndrome/Myalgic 
Encephalomyelitis: An 11C-(R)-PK11195 PET Study 

http://jnm.snmjournals.org/content/55/6/945.long (link is external) 

Phenylephrine alteration of cerebral blood flow during orthostasis: effect on n-
back performance in chronic fatigue syndrome 

http://jap.physiology.org/con.../117/10/1157.figures-only...  

Benefit from B-Lymphocyte Depletion Using the Anti-CD20 Antibody Rituximab in 
Chronic Fatigue Syndrome. A Double-Blind and Placebo-Controlled Study 

http://journals.plos.org/plosone/article...  

Large and small artery endothelial dysfunction in chronic fatigue syndrome 
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http://www.internationaljournalofcardiology.com/.../S0167...  

(11)01904- 8/abstract  

http://www.ncbi.nlm.nih.gov/pubmed/24858857  

The Heart of the Matter: CFS & Cardiac Issues Dr. Cheney  

http://www.dfwcfids.org/medical/cheney/hrt04lng.htm  

BRAIN STUDIES: 

abnormalities #MyaglicE #cfs Right arcuate fasciculus abnormality in chronic 
fatigue syndrome.  

http://www.ncbi.nlm.nih.gov/pubmed/25353054  

Decreased basal ganglia activation in subjects with chronic fatigue syndrome: 
association with symptoms of fatigue.  

http://www.ncbi.nlm.nih.gov/pubmed/24858857  

Caught in the thickness of brain fog: exploring the cognitive symptoms of Chronic 
Fatigue Syndrome.  

http://www.ncbi.nlm.nih.gov/pubmed/23576989  

Postural neurocognitive and neuronal activated cerebral blood flow deficits in 
young chronic fatigue syndrome patients with postural tachycardia syndrome.  

http://www.ncbi.nlm.nih.gov/pubmed/22180650  

Reduction in left supplementary motor area grey matter in adult female 
fibromyalgia sufferers with marked fatigue and without affective disorder: a pilot 
controlled 3-T magnetic resonance imaging voxel-based morphometry study.  

http://www.ncbi.nlm.nih.gov/pubmed/20926020  

http://www.ncbi.nlm.nih.gov/pubmed/24858857
http://www.dfwcfids.org/medical/cheney/hrt04lng.htm
http://www.ncbi.nlm.nih.gov/pubmed/25353054
http://www.ncbi.nlm.nih.gov/pubmed/24858857
http://www.ncbi.nlm.nih.gov/pubmed/23576989
http://www.ncbi.nlm.nih.gov/pubmed/22180650
http://www.ncbi.nlm.nih.gov/pubmed/20926020
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A brain MRI study of chronic fatigue syndrome: evidence of brainstem 
dysfunction and altered homeostasis.  

http://www.ncbi.nlm.nih.gov/pubmed/21560176  

Cerebral blood flow is reduced in chronic fatigue syndrome as assessed by arterial 
spin labeling  

http://www.ncbi.nlm.nih.gov/pubmed/21167506  

Ventricular cerebrospinal fluid lactate is increased in chronic fatigue syndrome 
compared with generalized anxiety disorder: an in vivo 3.0 T (1)H MRS imaging 
study.  

http://www.ncbi.nlm.nih.gov/pubmed/18942064  

Gray matter volume reduction in the chronic fatigue syndrome  

http://www.ncbi.nlm.nih.gov/pubmed/15955487  

Brainstem perfusion is impaired in chronic fatigue syndrome  

http://qjmed.oxfordjournals.org/content/88/11/767. 

Short SPECT imaging of the brain: comparison of findings in patients with chronic 
fatigue syndrome, AIDS dementia complex, and major unipolar depression. 

http://www.ajronline.org/doi/abs/10.2214/ajr.162.4.8141022 Assessment of 
regional cerebral perfusion by 99Tcm-HMPAO SPECT in chronic fatigue syndrome.  

http://journals.lww.com/.../ 

Assessment of_regional... Brain positron emission tomography (PET) in chronic 
fatigue syndrome: preliminary data  

http://www.sciencedirect.com/.../pii/S000293439800179X  

Study finds brain abnormalities in chronic fatigue patients  

http://www.ncbi.nlm.nih.gov/pubmed/21560176
http://www.ncbi.nlm.nih.gov/pubmed/21167506
http://www.ncbi.nlm.nih.gov/pubmed/18942064
http://www.ncbi.nlm.nih.gov/pubmed/15955487
http://qjmed.oxfordjournals.org/content/88/11/767
http://journals.lww.com/.../
http://www.sciencedirect.com/.../pii/S000293439800179X
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Radiology researchers have discovered that the brains of patients with chronic 
fatigue syndrome have diminished white matter and white matter abnormalities 
in the right hemisphere.  

https://med.stanford.edu/.../study-finds-brain...  

Dikoma Shungu Continues Brain Studies with Association Grant  

http://solvecfs.org/dikoma-shungu-continues-brain.../  

Neuroinflammation in Patients with Chronic Fatigue Syndrome/Myalgic 
Encephalomyelitis:  

An 11C-(R)-PK11195 PET Study  

http://jnm.snmjournals.org/content/55/6/945.abstract... 

 Brain MRI abnormalities exist in a subset of patients with chronic fatigue 
syndrome  

http://www.sciencedirect.com/.../pii/S0022510X99002439  

http://medvideos.org/.../brain-inflamation-linked-to...  

AIDS-like Disease Seldom Mentioned  

http://www.realnews24.com/the-aids-like-disease-seldom.../  

HISTORY OF CHRONIC FATIGUE SYNDROME (CFS) AND MYALGIC 
ENCEPHALOMYELITIS (M.E.) back to 1930's and earlier: 

My Infectious disease specialist Dr. Salit gave me information back to 1930's on 
ME when he diagnosed me in 1991  

http://arainbowatnight.com/what-is-m-e/  

http://paradigmchange.me/me-history/  

http://www.mecfsforums.com/wiki/ME/CFS_Timeline  

https://med.stanford.edu/.../study-finds-brain
http://solvecfs.org/dikoma-shungu-continues-brain.../
http://jnm.snmjournals.org/content/55/6/945.abstract
http://www.sciencedirect.com/.../pii/S0022510X99002439
http://medvideos.org/.../brain-inflamation-linked-to
http://www.realnews24.com/the-aids-like-disease-seldom.../
http://arainbowatnight.com/what-is-m-e/
http://paradigmchange.me/me-history/
http://www.mecfsforums.com/wiki/ME/CFS_Timeline
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HISTORY OF CHRONIC FATIGUE SYNDROME (CFS) AND MYALGIC 
ENCEPHALOMYELITIS (M.E.): 

100% from the website:  

Includes many countries  

http://www.supportme.co.uk/  

There are pages more of studies I only used CFS Brain Studies for Search, there 
will be more for ME, and CNS 

 

 

http://www.supportme.co.uk/
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WAIT FOR MORE RESEARCH 

I'd like to suggest not changing the name until biomarkers and tests capable of 

satisfying an SSI review board are available. Until then, any new name will not 

have the clinical legitimacy that patients need.  

A renaming of ME/CFS right now will only confuse the general public and the 

historical record.  

That ME was ever reclassified as "CFS" is an injustice but, rather than wiping it 

from the record, let's use it to keep this sort of thing from happening again.  

Systemic exercise intolerance is a fantastic name for a symptom and is probably 

put to better use as such. 

*  

I think it will be better to define a new name when new discoveries about the 

disease will be made. 

*  

I just think the name should stay as is until research has proven a more 

appropriate name based. It needs a name change and agree ME may or may not 

be the right one.  

It’s more that the timing of this change before research I think will be more of an 

obstacle. After solid research, we may find it’s multiple illnesses or the root 

disease may be something different than we thought. 

*  

I think it is premature to discuss names now.  

The IOM pointed out that so much more research is needed to find the pathology 

of the disease. The disease should be finally named when this research is done.  

Meanwhile we can keep ME/CFS or SEID. 

*  

Articles about actual neurosis and alexithymia provide a good insight in the fact 

that this is not a psychological disease.  
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Experience with antibiotics, hormones, immunologic medication, and all kinds of 

chemical medication/food supplies give a good insight that this disease will never 

disappear with medication.  

When applying emotional and energetic therapies, this disease can be cured, 

really healed.  

Scientific work is needed to realize what the real pathogenesis of this disease is, 

and after that moment, only after that moment, a new name can be useful. 

* 

Research dollars, legitimate diagnosis based on tests that can be observed and 
measured, name based on this. 

* 

Since we do not understand (because we don't have the knowledge, funding) 

what exactly is occurring with us, how is it a name can be properly given this 

illness?  

Stay where we are, do the work of finding out exactly what is happening within 

the illness itself, through that a fitting name will be provided without all the 

hoopla.  

Understand however please that I do not, under any circumstances, tell a soul 

that I have "Chronic Fatigue Syndrome.”  

I've learned not to. People's eyes begin wandering, they begin asking for 

explanations, etc. that are frankly too exhausting to provide. And then one must 

"legitimize" the reality of being this sick.  

If healthy individuals spent even one day experiencing this level of sickness, 

they'd be making their way to an urgent care facility, perhaps an ER, convinced 

they must be on death's door. I know, I've been there.  

This is no joke, this sort of living hell. The name should not be a joke and it should 

not be given merely to placate a patient population desperate for any sign of this 

illness being taken seriously, treated as such. 

*  
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I think we should not change the name at this time and continue to use ME/CFS 

(or ME and CFS) until we can get a consensus on case definition and/or until new 

research offers more clarity about this disease. 

*  

Wait until we find the cause of the disease or at least, where the primary assault 

in the body. We can't continue to change the name. 

*  

I suspect the best thing to do is to leave the name the same until they find some 

bio-markers that are positively identifiable and related to the symptoms victims 

experience from the disease.  

IBS, mold sensitivity, food sensitivity, inflammation of almost every organ, 

structure and system in the body, chemical sensitivity, intolerance of alcohol and 

drugs, neuropathy, brain fog, fatigue, air hunger, difficulty with balance, speech, 

memory and cognitive function.  

PTSD from years of neglect by authorities and all the abuse we take from friends, 

relatives, neighbors who were led to believe our condition has to do with our 

character etc.  

Then change the name to represent the facts (like AIDS for instance) so that there 

is no misunderstanding that the disease is indeed real. Which means there needs 

to be a sincere commitment of research dollars to find bio markers or in other 

words physical proof that the above are all from a physical disease process. How 

to differentiate between victims and controls.  

No lip service. "Ohh! We believe you because it's politically incorrect not to." 

 

*  

The name SEID has been proposed as a place-holder name until more research is 
done.  

This causes three names – ME, CFS, SEID – to be in use along with various 
combinations of those names. (Four names if you include CFIDS.)  
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Why not wait until there is consensus and biomarkers? Why add more confusion?  

The IOM requires review within five years. Adding a new name during this time is 
a mistake. 

*  

The committee themselves said the name should be revised or revisited as new 
research is uncovered, that will mean another name change in a few years further 
confusing research and doctors.  

If, as they say, there still needs to be much more research done, why not wait 
until that time to rename the disease?  

ME is what is used around the world. If the studies as of yet don't support the 
name wait until it is proven one way or another.  

Getting the name wrong now is worse than waiting another couple years until we 
have the information to get it right. Too many name changes will muddy the 
waters. 

*  

My personal feeling is that they should have left the names alone, both ME and 

CFS, until such a time that more adequate research is funded, or used ME as per 

the ICC recommendations.  

This is the current state of the 'science', and it was not proper for a government 

to brief non-experts to think of yet another new name when there is still so much 

instability around names and diagnoses in the literature and the field itself. 

* 

Until there is a major research breakthrough to warrant it, it's premature to 
change the name.  

As a disease of a thousand names, there are too many names to begin with. ME is 
adequate. 

*  
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It's ridiculous that we're focusing energy on quibbling over a name before we 

identify a cause.  

At this stage, any of the vague names are just as good/bad as any other; you 

cannot accurately name it until you can define it. 

* 

I suspect that this will go through, and if they find a cause, then the name can be 

changed again. 

* 

Why change the name at all?  

Everyone knows the current name and nothing has changed about the 
disease/condition to warrant a different name.  

If and when some scientific information becomes available about the cause(s) of 
the condition, this may lead to a NEED to change the name to a more accurate 
one. 

* 

Any name change needs to be addressed internationally in order to keep the 

discussion and research on this illness on the same page. 

It would be great if they could hold off on any name change until we have a better 

understanding of the physiological mechanisms of this disease. 

* 

It would be better to wait for clear scientific findings before a name choice. Then 

there could be a better name. 

* 

First find a cure than find a name! 

And if you cannot find a cure at least find the right problems (multiple) to be able 

to name it correctly for once and forever! 
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* 

It must be understood that the name should change as research evolves. 

 

CONFUSION 

Maybe part of the problem is that the disease has had so many names. 

*  

Another name change could be problematic for a disease that is still controversial. 

Main thing is to get further recognition. 

*  

It is good that there is discussion about the name. But another name which does 

not name the cause, is again not making it clear for everyone.  

Next year again, another name? Very confusing and not reliable. 

*  

The name is trying to cover a too-widely defined set of symptoms. It's highly likely 
it won't be covering one disease and therefore would need to be changed again 
as science advances.  

It will add to the confusion and ignorance surrounding the illness.  

Myalgic Encephalomyelitis fits with the more narrowly defined international 
consensus criteria. 

*  

The ME/CFS community of patients, researchers, clinicians and advocates is a 
global one. This name, even if it is universally adopted in the US, will serve to put 
this global community out of sync.  

Changing both the name and the diagnostic criteria has devastating potential to 
enhance the confusion and lack of consistency that already exist around ME/CFS.  
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How will studies using this name and criteria build upon (or allow comparison to) 
the research and advocacy efforts already underway using existing ones?  

ME/CFS has gone through this redefinition process too many times before, and 
we cannot afford to make this same mistake again. 

*  

Wait to change the name until the cause of the illness is found. The public will 

only get confused, it takes a lot of time to make the new names known and 

getting used out there. 

* 

Every time a new name is put forth, it adds another layer of uncertainty to this 

disease.  

Let's just pick one and move on to the important part which is identifying it, 

studying it and finding a cure (or at least something to help control it). 

* 

A new name must end the confusion and prejudice over its previous names. 
Otherwise it will cause even more confusion.  

That means it can't be a name that attempts to describe the illness until there 
exists a complete enough agreed description and definition.  

This is why a person's name such as Ramsay's disease could be a solution. 

*  

Another name will confuse the medical providers who treat patients with ME. The 
name change will make a confusing disease even more confusing.  

How will anyone trace the historic research and treatment when there is yet 
another name?  

What will this do to the clinical billing codes?  
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Does the ME DRG work for the new name?  

The time and energy required to change the name of the disease should be used 
instead to research treatment. 

*  

As the name is to be reviewed again in 2-5 years when more is known about it, 
why change it now?  

All this name changing is confusing. Wait until we have a definitive name that 
nobody thinks will have to be changed yet again. 

*  

Adopting a new name will confuse matters even more.  

I think that ME/CFS is a good name for the disease, and it is also well-recognised. 

*  

Very cumbersome to say, and then it still needs considerable explaining as to 
what it means. People are not really interested in hearing all that and it doesn’t 
capture their attention.  

Regardless of how we hate CFS, at least some people have heard of it. This name 
will really confuse the issue. 

*  

Please just research and find treatments for this disease. We should not get hung 
up on the name.  

Seems like having ME like the rest of the world might be simpler and less 
confusing.  

Literature searches gathering through the world simpler with one name. Please 
support research.  
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My 4.0 Stanford student is afflicted for one year. In bed 23 hours a day. Can't 
even watch TV.  

My heart breaks to hear the stories of people suffering for decades with no 
support, understanding or compassion.  

MD's and the public desperately need education. Even more research funding is 
the priority.  

To get these people back working will multiple times over save the government 
money over the research expenditures. Please do the right and compassionate 
thing. 

*  

I feel it will lead to more confusion and debate re mental vs physical and we have 
endured enough of the stigma. 

* 

It's a pretty good attempt at hitting all the key points but, I think any time you say 
"systemic exercise intolerance" the next thing people will jump to is "Why?" and 
this name addresses none of that.  

Also, changing the name creates confusion for the average person as to how long 
this illness has gone unaddressed.  

If we still called MS by the diagnoses used to dismiss it before it was legitimized as 
an illness, maybe we'd be more cautious when it came to repeating old mistakes.  

Either way, I'll probably keep using ME/CFS. 

*  

Too confusing for the name to keep changing for doctors and general public 

*  
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This illness needs more awareness, which is impossible to do when it keeps being 
renamed.  

Other illnesses have inappropriate names, it doesn't matter. Stick with what it is 
called, which people have actually heard of and focus on finding a cure. 

*  

With each new name we give to ME/CFS we are forced to rebrand, to retrench 
and re-do all the work that has been done.  

What we need to do is to stop covering ground already covered, and start moving 
forward.  

We need studies using the Canadian Criteria patients tested with the Stevens 
protocol. We needed it yesterday. We need Rituximab clinical trials in every 
country that will support them.  

Scientists have already done the work. Wasting a million dollar to re-work work 
already done just wasted 1 million dollars that could have gone to research.  

Renaming the disease is just going to set us back further. We don't need it. 

*  

I believe this is the fourth or fifth renaming of this disease.  

While this name describes my illness most accurately it is absurd to keep changing 
the name. I have just gotten my GP used to ME and now this. 

* 

I believe we already have a name and a clinical diagnosis.  

What we need is everybody to be on the same page.  

Additional names and criteria only muddy the waters making it harder to be 
diagnosed and treated effectively 
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* 

To be clear, I am also a carer to my partner who has suffered with ME for 15 

years.  

We have fought for recognition and awareness for decades. Why erase all the 

work that has been done to date by changing the name to something else?  

The general public will not know that SEID is ME or ME/CFS. It will mean starting 

from scratch.  

Systemic exertion intolerance suggests feeling tired as a result of exertion. Some 

people would continue to see that as scope to call people who suffer with this 

illness "lazy.” 

It does not encompass all of the symptoms that go with it.  

The name need not focus on symptoms, it just need to be consistent and 

universal across the world in order to maintain clarity and promote a greater 

global understanding. 

* 

By creating a third or fourth name (CFS/ ME/ CFIDS), one only or merely creates 

more confusion. 

* 

Everyone will think that it is a new kind of disease. 

* 

Why in God’s name change what everybody knows already? I’m really pissed off. 

* 

I’ve been a CFS patient for 13 years. I spent long years to inform people of what it 

is. 

Another name = start all over again? 

* 
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Why put energy in changing the name when it's starting to get well known and 

widely spread/understood?  

The current name as such is not bad. Shouldn't the energy be spent on finding 

solutions rather than a new (restrictive and controversial) name?  

Besides that, the discussion should be pulled open to a wider group of 

participants (definitely to include patients and/or their representative groups). 

* 

Why keep changing names of things people already know what you are talking 

about? Now we need to explain it all again. 

* 

Why fix what ain't broke?  

Can't even pronounce SEID. It will only mean having to explain it and ultimately 

refer back to the most common names ME/CFS, which most people now know. 

Seems pointless to me 

*  

At the moment it is already so confusing. I think a new name will increase this 

confusion.  

For 33 years I am a patient and still caretakers and doctors will only see me as 

having fibromyalgia. ME/CFS is only in my mind. 

* 

Hi. Just want to say we keep on changing names all the time of things. Why ?  

We are not allowed to change our own names. If we did, would we be the same 

person anymore?  

Why changing other names then? Just because it is allowed? 

* 

I don't understand why there has to be a name change to begin with.  
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Everyone who knows about this disease knows it by CFS. It all means the same 

thing.  

At least CFS, people can say it. With the new name, you have to learn how to say 

it and know how to say it so people with know what you’re talking about.  

It seems pointless to spend time and money on a name change when it’s been 

this name forever.  

Isn't there something positive you could do with that time and money?  

We already have trouble with our memories - now you want to add to that 

problem. 

* 

The name Chronic Fatigue is already well known.  

Seems pointless to put a new name, plus SEID is not a good one. 

* 

After years and years, finally doctors, normal people, family etc., know what it 

means and what disease you have!  

It's already difficult enough for everybody.  

Just a very small number of people know about the new name, there is nothing 

on the web or in the papers about a new name.  

I just know it from the Wake Up call action group here, that’s all? 

 

DECREASED LEGITIMACY 

Name changes (especially those that end up only being adopted in one country) 

make raising awareness more difficult, and make many unaffected people doubt 

the legitimacy of the disease.  

(Older people say things like 'oh, that is what used to be called x - why does the 

name keep changing?' with a tone of voice that suggests that the new name is a 

fad name for an illness that somehow has something to hide).  
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Why would you want to spend money on changing the name of the condition 

when you could spend it on research or patient support? 

*  

In my opinion, repeated name changes over the years (along with different 
countries using different names) have detracted from the perceived legitimacy of 
the disease in the eyes of the general public. 

*  

It took many years before people knew the disease’s name of ME, and now they 

want to change it.  

That change will make us look like fools! 

* 

I think it's a step in the right direction, away from the word "fatigue" and more 

focused on PEM which sums up the disabling component for me, but I think it's 

just adding one more name that may not be universally accepted to an endless 

list, which seems to discredit the legitimacy of the illness. 

ME would not be my first choice if we were going back in time to give this a name 

to begin with, but it sounds more serious than either SEID or CFS.  

 

WASTEFUL 

We need research and subsets, not wasted time and money shuffling paper for a 

name.  

I don't care what it's called, to a degree. Obviously I care what it is. 

*  

What is the point changing again the name? Focus on finding a solution or at least 
improvement. 

*  
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'Malaria' is not about 'bad air' but we all know what it is.  

Changing M.E. to CFS caused confusion, negativity and - worst of all for those of 
us suffering - wasted precious time.  

Stick with M.E., bin the insulting CFS for good, and don't waste more time and 
energy on another rebranding (what a punishment for all the volunteers running 
those support group websites!).  

Devote those resources to clarifying what we (and science) already know i.e. spell 
out symptoms and establish grades of severity. 

*  

Why are we wasting resources on naming/renaming this disease right now?  

Let's focus on researching the root cause and then decide to rename it if 
necessary based on what the true cause is! 

*  

It describes one aspect of the disease only but does not relate to the cause or 
origin.  

Better to invest money on finding the cause and a cure than waste money on re-
naming. 

*  

More research should be going into the cause and finding a cure instead of 
wasting time finding new names. 

*  

Another name change cost precious resources in both money and energy.  

We seem to be so close to knowing more about this umbrella illness that may 
soon disclose several different cluster groups.  
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Why don't we put off name change until we have something more appropriate to 
call it? 

*  

Why do we keep renaming it instead of spending that money on research?!  

I have lived with this since I was 22 (that’s 24 years!). Enough already! 

*  

This is not appropriate. The name change has distracted from report content.  

Should recommend name review in two years. By the time this could be accepted 

by authorities, this new name could be obsolete anyway.  

Waste of time and energy and causing distress to many patients. They should be 

focusing on leveraging the report for funding instead. 

* 

The change of the name doesn't change anything.  

It is not the name that should be changed, but the scientific approach.  

There are several approaches that claim to cure the disease. Why not investigate 

hundreds of patients in each of the claimed therapies, in one great and foremost 

independent research, where the researcher sees the patients before start and 

after six months of therapy, he makes the evaluation of the patients, but he 

doesn't know which approach, which therapy the patient followed. And of course 

a follow up evaluation after 1 and 2 years. 

This would certainly lead to more insight in the pathogenesis of the disease, 

resulting in a good name for it.  

Now, at this moment, at this point of ignorance, changing the name is just a waste 

of time and money. 

* 

I think this is yet another poor name, only marginally better than CFS.  
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It does little more to enlighten doctors and the public - in fact, I think it's almost 

as confusing (and easy to make fun of..."I don't want to exercise, I have SEID", just 

like the "I'm tired all the time I must have CFS" jokes by healthy people).  

More education, and research that could finally lead to actual tests, will do more 

in the long run.  

What a waste of time and money, in my opinion.  

Out of all the names, Myalgic Encephalopathy comes closest. Not perfect, but 

closest.  

 

LOSE RESEARCH & HISTORY 

It's just another way to take things back to square one. Previous research will be 
ignored. 

*  

The term ME is already known by many people. If this will be changed, everybody 
needs to get used to the term all over again.  

CFS though is a horrible name for such a complex disease. CFIDS is than better I 
think. 

*  

Betty Dowsett noted that in 1988 -- the year CFS was invented -- all the prior 
research into ME and the polio connection was lost.  

I fear that now that we finally have good research (e.g., Stevens VO2 Max) 
pointing to legitimate physical abnormalities, yet another new name will cause 
that research to be disconnected and we'll go back to Square One.  

Going back to ME would at least bring in the pre-1988 research, as well as that 
performed since then in countries that still call it ME. Why should we be the only 
country NOT calling it ME? 
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*  

With a name change and new criteria for CFS/ME, there are now zero studies that 
anyone can say have been done on this. All prior studies on CFS would be 
obsolete.  

This means there must be immediate funding for studies.  

I agree with the new criteria, but would have preferred the name be changed to 
Neuro Endocrine Immune Disease. I do like "disease" rather than "syndrome" or 
"disorder.” 

*  

New name may not "link" to all the current information on the existing names. As 
it is you have to research different names to find out about your condition.  

What about Chronic Pain Fatigue Disease? CPDF.  

I don't like ME as I can't pronounce it and it sounds too clinical and not 
descriptive. 

*  

I am worried about the time it will take for the name to be implemented and 
accepted, and that it will slow progress in research. And that the years of ME 
advocacy and the history will be lost in translation.  

I am worried that SEID will be difficult to fundraise for and will be even harder to 
explain to the public. 

* 

I feel that with changing the name again, patients will have to undergo more 

testing and there will be more stigma attached.  

People are just starting to accept the fact that ME/CFS is a real disease and now 

they will be confused as to what SEID is and if it is different than ME/CFS. 

Any name change will end up being another one added to an already growing list.  
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SEID will end up being known as ME/CFS/SEID. 

* 

I think that the IOM has railroaded this name change through and it will hurt all 
involved, i.e. patients, greatly, no continuity with the name. 

* 

Another name risks to void all previous history of this illness. 

* 

The proposed new name reflects (finally) a recognition that ME is a serious 

disease.  

However, changing to SEID will undermine years of consensus definition work as 

well as research.  

SEID should not be accepted and ME used until such time as research reveals 

more about specific etiology. 

* 

SEID is just another set of initials like CFS or ME.  

Changing the name at this stage of the game is not going to make any difference.  

All references in publications to the latest study (27 Feb) use CFS. 

* 

Whatever name is chosen, we need to make sure that we do not lose the history 

of those who were part of cluster outbreaks in the U.S. and around the world.  

Without studying the cluster outbreaks (CDC has apparently not publicly 

published information about reported "possible" cluster outbreaks since 2012 and 

this report was from the State of California in 1991 for a large office building in 

Northern California), you lose our best research cohort.  

Why is the CDC no longer publishing this information and what information do 

they have about reported "possible" cluster outbreaks of this illness that the 

public has not been told about?  
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Bury the name, bury the real illness?  

Important questions to ask and imperative to raise when talking about what 

name patients (or other interested parties) might want this illness to have.  

Why the name CFS was chosen in the 1980's by the U.S. government in lieu of the 

name M.E. is a discussion that should not be discarded when a name debate takes 

place among our community. 

 

NO HURRY 

I don't think we need to rush to change the name right now. Let's wait until there 
is a better one.  

I do not like the name ME either. It is not scientifically accurate and focuses on 
just one set of symptoms.  

CFS and CFIDS have the unfortunate word fatigue but are both recognizable by 
doctors and the public.  

With the IOM’s excellent diagnostic criteria, CFS and CFIDS will do for now, until 
the right name comes along. Let us be patient. 

 

IMPLEMENTATION 

It will take a long time to be included in ICD-10, which is based on the health care 
system in many countries 

* 

Most important is that it’s clear to everyone that is not a psychiatric disease. 

Changing names takes a long time before everyone knows what is meant by it. 

* 
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Unless any new name chosen is widely publicized most people will not know what 

the hell I'm on about, which will only lead to having to explain the new name and 

naturally referencing ME/CFS which most people are aware of. 

Seeing as though this disease is still widely regarded as non-existent, I’d like to 

know who's funding this name change and why isn't the money being put towards 

research and a cure rather than trying to fix what isn't broken? 

* 

At the end of day, what does it matter what it is called?  

It ruins lives, it is only getting attention now.  

There is a beginning, a middle and an end with most diseases, i.e. cancer, 

diabetes. You have a diagnosis, you get treatment, you live with the disease or 

you die. 

With CFS/ME, to get a diagnosis in Ireland, there is no clinic. Only for ME Ireland 

we would be lost. Doctors still think GET AND CBT are the answers, and of course 

tablets.  

If you change the name, please make every doctor in every country aware of what 

this illness is about, and at least we may get a bit more understanding. 

 

WHY CHANGE? 

Why change the name at all? 

* 

It has taken years for people to understand what ME/CFS is. I'm not sure changing 

the name will make any difference. 

* 

I have a friend with M.E. who feels strongly that a new name for this disease is 
not needed.  
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To be clear, C.F.S. Is the worst possible name, and M.E. is the preferred name 
according to many sufferers. 

 

PUBLIC DISCUSSION 

I am filling this out as a close friend of someone with the disease who is tired of 

watching her friend struggle with being listened to by doctors, taken seriously y 

professors and having difficulty coming to terms and accepting the limits of her 

energy and abilities.  

This disease sucks and no name change will affect that, but maybe a name change 

will change some of the stigmas and have researchers and the government take 

this debilitating and depressing disease more seriously. 

* 

I don't feel that the new name is a good one, but the fact that people are 

debating it, that professional people are talking about it - this can only lead to 

better things. 

* 

Proposing a different name is in itself positive: it brings attention to the disease 
itself. 

* 

I do like the idea that it is being taken more seriously as a real condition/disease. 

However where this will lead in the UK I don't know.  

The name will bring a lot more attention to the condition through curiosity and 

also the fact that it has now been classed as a disease.  

 

MORE FUNDING 

I hope this new name will lead to more funding in the first place.
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Setting Priorities Comments 
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THE NAME MATTERS 

I believe the name is extremely important.  

I have been sick for 28 years, and the amount of disbelief and even ridicule 

directed towards us has been staggering.  

The disease deserves to be called by a legitimate medical name, preferably the 

one it already has. M.E. 

*  

Renaming this illness appropriately to show its severity to the medical profession 

and general public is critical.  

We have spent far too long being stigmatised at the same time as suffering a 

severe physical illness with many symptoms - 'fatigue' or absolute exhaustion (the 

type you get with a really bad bout of flu) just being one of them.  

Too many people are already being misdiagnosed as having the serious illness 

that is ME because they have general fatigue or ongoing tiredness. This is down to 

poor criteria and names like CFS or SEID that trivialise this disease.  

This in turn muddies the research waters as often people who don't have genuine 

ME are being used, and we will forever stay in this cycle of stigma, suffering and 

no useful biomedical results. 

* 

We need a name that enables our doctors and health practitioners to better 
understand the symptoms we live with on an ongoing basis.  

So often my condition is compared to people who have chronic fatigue/adrenal 
fatigue but are not disabled by Chronic Fatigue Syndrome. 

* 

Chronic Fatigue/Fibromyalgia/Lyme Diseases are very debilitating auto-immune 
diseases and they deserve an appropriate name that reflects that fact, a name 
that will bring credibility to that name rather than some general meaningless 
term that affords these autoimmune diseases medical respectability and not 
some term that conveys the notion that the disease is a function of one's 
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imagination---it's all in the head of the individual; In other words it is not a 
legitimate medically based disease but is a figment of one's imagination, a 
hypochondriac, a name that give these diseases medical legitimacy and 
respectability.  

* 

I just want real recognition of this life stealing disease.  

Let's get over the naming farce, give it a credible name but more importantly let 
the world know it's a real, genuine life altering disease to be very afraid of getting.  

More research on how we get it, how to avoid it and how to treat it.  

Eradicate the doubt ME is real. It’s here, it's dreadful and people with it need to 
be understood and helped not to be doubted and having to apologise for our 
inadequacies.  

So tired of trying to prove I can't do things, that what I could do yesterday I can't 
do today and so on.  

So many people don't even believe such a disease exists. How can we fight that?  

Recognition and awareness needs to be sky high, worldwide and NOW! 

* 

It is critical to give ME a name that reflects the reality that this is an actual, serious 
and debilitating disease. 

* 

Changing name to SEIDS is going to cause confusion.  

M.E was perfectly fine to stand alongside other names like MS or ALS.  

M.E needs greater understanding and training for doctors and government 
services.  
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It needs respect and a name change just shows that even you don't understand 
what sufferers need. 

* 

Over the last six years, I have watched my daughter's health deteriorate to the 
point that she is bedridden and cannot do anything for herself. The lack of help, 
empathy and understanding in the medical community is stunning.  

A name change is a start in the right direction - I always tell people the name 
chronic fatigue couldn't be more misleading, particularly when Lady Gaga claims 
to have it.  

I always tell people it should be called "chronic I can't get out of bed disease.” 

* 

Name/label is a potent psychological trigger mechanism for all human cognition, 
most of it preprogrammed and unconscious, which determines the outcome of 
resource allotments of all kinds to desperately impoverished chronic illness 
experiencers. 

* 

The name is very important.  

It should not divide the patient population or alienate the medical and scientific 

professionals.  

Once it is in use it should be helpful enough keep.  

It should not be something that we feel the need to apologize for or that is an 

embarrassment.  

It should help us to gain support from professionals and the public. 

* 

This is a very important topic.  

It's not just a name, but stands for so many people that suffer. It will be important 

for our further health and future!  
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It would be only fair to all of them that the name refers to the right (and all of) 

the symptoms and should help us instead breaking the disease and the people 

who have it down!!!!  

The disease itself is already unfair and makes life (as we know it) very hard, too 

hard! Still we won't give up/in!  

We deserve at least a good name for a bad disease! 

* 

The name of the disease matters, not only to clinicians and researchers, but for 

the general public. Perception is everything! 

I don't think the committee members considered this, and it's a glaring oversight 

that will damage patients.  

Even if clinicians understand "systemic exertion intolerance" as bona fide medical 

terms, I guarantee the public will not. They will view patients as lazy malingerers 

who need to try harder, push through, “exert” themselves, start a mild exercise 

program, or just get over it.  

Is this any different from the stigma attached to CFS for the last 30 years? No.  

HHS, NIH, and CDC have a sordid history with this disease's name. They first 

renamed ME CFS, against the objections of Drs. Alexis Shelokov and Gordon 

Parish, who knew that the disease the CDC was describing from the Tahoe 

outbreak was in fact a disease process that had been called Myalgic 

Encephalomyelitis (Epidemic Neuromyasthenia in the US) for over two decades. 

The CDC arrogantly ignored these doctors and created the terrible moniker CFS.  

In subsequent years the CDC claimed that CFS is not ME; then, under pressure 

from patient advocates, they combined the two into a hazy hybrid, ME/CFS; and 

now they create another demeaning, confusing name.  

Is it any wonder patients feel angry, insulted, distrustful, and suspicious?  

* 

It is very important to get an entirely different name, not just a partial name 

change.  
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This this is one of the reasons I highly approve of the name change. 

* 

The name of this disease is very important for scientists, physicians and patients.  

This should fit the anomalies found and experienced.  

Makes research possible. This will help patients to get a proper treatment.  

After all, you don’t give a patient with encephalitis to a psychologist. You give 

antibiotics and rest.  

Why give very sick patients with ME a psychologist and training? I see this as a 

crime.  

* 

The name of the disease is very important because that is what people remember 

when they met a patient and hear for the first time that they are ill.  

It's like an advertisement for the new iPhone: it spread over the world like a fire. 

But we're talking about people here, really sick people so be careful and listen to 

what the patients are telling because they know what's important (àll the 

symptoms, not only the lack of exertion). 

They have a few doctors who are listening and now there's a chance to change 

the name.  

Take this change, not to change it into SEID because that's only half the story.  

This name doesn't tell anything about the nerves or the hormones, the brain fog 

and lots of other symptoms. So keep up on working and try us again! 

 

RESEARCH IS MORE IMPORTANT 

The name's not so important. Let's focus on getting more research money! 

*  

Whatever the name we need more research, validation and medical treatment 

and support. 
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*  

It's time to talk to patients. They are suffering and people a quibbling about 
names. Get on with finding the cause and a cure. 

* 

Now that it's been confirmed there are physical reasons for this illness which 

affects A LOT of people, can we please get on with approving funding for more 

research.  

We don't need a new label. We need answers and solutions to the very real 

problems this disease brings about. The name is the least of these problems. 

*  

Please expedite the funding and research for this terrible, terrible, greatly 

misunderstood and real biologically based disorder.  

We need the public and physician education similar to what happened with AIDS 

in the 80's. We need a world filled with compassion. If those who have suffered 

for decades are still wary and distrustful they have reason to be.  

Please see beyond this and just do the right thing now to find cures for the 2.5 

million suffering Americans. This will ultimately benefit the 20 million worldwide. 

Please. 

*  

Unlike other people with CFS/ME, I don't think a change in name will change 
medical attitudes.  

All that will happen is that we will have to write CFS/ME/SEID from now on.  

Finding the cause or a diagnostic test will do that.  

You have reportedly spent $1,000,000 for the right to change the name. It would 
have been better spent on research. 

*  

Government, stop spending millions on a name. We need causes and treatment. 



Setting Priorities Comments 

418 
 

* 

Why have millions of dollars gone into funding this report that primarily focuses 
on the re-naming of ME/CFS?  

Wouldn't that money be better spent researching the cause of this illness?  

It’s been 30 years since Lake Tahoe but we are still obsessed with the name of this 
illness. 

It doesn't make sense. We should be putting the effort and money into medical 
research to find the cause of this illness. 

* 

Why rename? Recognition is what counts and treatment.  

Does not say insurance company will pay for treatment. May be helpful to treat 
other conditions.  

Encephalitis is that viral or bacterial, parasitic or fungal. Which one will be 
treated? Only bacterial is treatable by insurance co by certain names.  

Might get help pre-cancer treatment. 

* 

Let's spend our energy, such as it is, advocating for more research.  

Let's let the name issue go. Research into the physiology with large sample sizes 
will start to sway the doubters, not more debate about the name. 

* 

The focus needs to be raising more funds for large scale testing and biomedical 

research.  

Naming will be more clear when more research is completed and there are 

clearer subgroups and more people are thoroughly tested. This will allow more 

specific (and more effective) treatment plans for the subgroups.  
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Names are a waste of money at this point. We want proper biomedical research, 

testing, subgrouping and treatment plans. The name argument is a distraction 

under an auto-immune dysfunction umbrella.  

SEIDS is just another silly name like CFS. :/ 

*  

Finally calling it a "disease" is a good thing, but what real difference does a name 

make if no real research funding is going to be appropriated to the disease?  

Let's get the NIH funding up to that of other serious and debilitating diseases and 

fund the appropriate biological research and do it now. 

*  

I had EBV/mono at age 20. I never recovered. I am 56 years old.  

I have been sick for 36 years. I was an editor at a major publishing company. Now, 

I am on food stamps. Because I am single, I have no financial resources. I am at 

the poverty line.  

My life was stolen by those who did not respond to Dr. DeFreitas' research in the 

1980s.  

Many illnesses were initially branded as "hysteria" or "psychiatric", do we really 

need to learn that lesson again?  

We, the patient community, are suffering. There are many illnesses we don't 

know the cause of (MS) but they are given research funding, There are approved 

treatments.  

We need approval of Ampligen. We need research dollars. 

*  

What a waste of talent and funds! Get on with the research to explain and treat 

this debilitating disease. 

*  

The new name at least uses the terms "systemic" and "disease", and is definitely 

an improvement on CFS.  
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I feel it is much more important to focus on actually getting much more real and 

detailed research for diagnosis and treatment for this horrible, life altering illness. 

*  

I think that the name change will make docs take a bit of notice. And the name 

has never been an issue to me -- the lack of funding has.  

I don't think a new name matters if funding doesn't come with it. Until we have 

the research to point in the direction of the physiology of the disease, no name is 

going to change anyone's mind. They can call it Three Stooges Disease if they 

want, if they give us the same amount of funding as MS or Lupus.  

And I don't think naming it any of the alternative names now is going to give us 

more funding. It's up to us all to capitalize on the P2P and IOM report and push 

for change while change is flowing.  

I don't think debate about the name gets us anywhere. I'm just saying, "Thanks 

for the new name, now give us the bucks for the studies that prestigious 

researchers are trying to get." 

*  

Please, please, do not let the "name game" get in the way to pushing hard for 

research -- especially research building on the existing solid body of knowledge. 

*  

The name is less important than getting more research money from NIH and 

other agencies. If the IOM report, new diagnostic criteria, and the name SEID 

leads to more research then I'm happy. If it does not, then it is a failure. 

*  

This disease has had so many name changes, which stops any further biomedical 

research and to muddy the waters even further, there is too much corruption 

with our systems, i.e. NHS, DWP, Government, pharmaceutical companies, 

insurance companies.  

This has been going on for 60 years. Enough is enough.  
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Keep ME myalgic encephalomyelitis. Use the money on biological research, not 

waste a million dollars on yet another name change or psychiatric intervention.  

It is all to do with money, they don't want to pay out for tests or benefits or care.  

It's inhumane and I can't believe they can get away with it. You are treated 

appallingly in the UK, left to rot! 

*  

The new name suggestion sucks.  

But this is a clinical name. Real researchers will vet their patients carefully.  

I think if we have to suck up the name for bio research cash, OK 

* 

The name may not be as important as the response from the agencies that hired 
the IOM.  

If there is more money for research a new name would be based on findings. 

*  

I have been very ill for over 25 years and severely ill in the past seven years!  

We need research desperately and mainly educated physicians to help us!  

ME has been around a long time and that is what I am suffering from. Neuro-
immune, viral and endocrine issues that have taken away my life.  

We cannot prove anything without research and larger studies. Make that 
happen!!! 

* 

I can see how the name of an illness can be important (I mean, I really dislike CFS), 

but I feel there is too much going on around this proposed name change.  

We should be mobilizing (from our beds and couches) for more research.  
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It seems that ME is so vast and that there are most likely various subcategories 

that if we could get more research done, we would be in a better position to label 

"it" properly.  

So, in all honesty, I can't say whether I like or dislike SEID. Whatever.  

Getting our illness talked about and generating funding for research is what is 

most important to me. 

* 

When have patients ever been empowered to name their disease?  

I think we need to go forward and deal with diagnostics, treatments, 

ameliorations for patients.  

Need to educate doctors and develop med school teaching resources.  

Fund research.  

All the patient quarreling is a waste of energy and some odd way of over-

identifying with their particular symptom suite.  

I haven't seen the subset characteristics that the IOM was supposed to report. 

That is where the full range of issues associated with this disease can be 

acknowledged.  

I also think doctors need to be aware there is no one-size-fits-all and that treating 

individual symptoms one by one or referring to different specialists can be 

dangerous. 

* 

I think the name should be much less of a topic than creating awareness and 

finding cures for this disease. 

* 

Please, use funds for proper medical, clinical research 

* 

It is not about the name, it is about evidence.  
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There must something to be found in our bodies. 

If you can work or not, it is a serious disabling disease. 

* 

Scientists can better put their energy in looking for the causes of our complaints - 

they better start with believing the symptoms we say and from there start the 

research for the cause of the illness 

* 

There is a right name and there are good primers. All we need is a lot of research 

money that should not be wasted like this! 

* 

We should put less energy and money in naming it, and more in understanding an 

curing the disease(s) 

* 

Instead of spending precious time searching for a new name, spend some more 

time searching for the cause(s). It might be better. 

* 

Stop pointing at the patients! Start real research on the causes of these diseases!  

There are thousands/ hundreds of thousands of us all around the world. Don't 

pretend it's in our head. 

I'm a 48 year old woman with fibromyalgia for 22 years, still fighting every day to 

be able to work with my handicapped children, a job I love with heart and soul. 

Still compromising on a lot to keep going, needing daily painkillers to cope with 

the pain, an always positive mind... but the disease is always, always present.  

I'm not afraid of physical action, but yes it hurts much more than normal. 

Put your efforts in research, not in "renaming"! 

 

EDUCATING DOCTORS 
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It doesn’t matter what you call it, while we have doctors that refuse to learn 

about it.  

We are in trouble to be so sick with nowhere to go for help is unbelievable. Of 

course, the psychiatrist will have you. They are desperate for patients 

*  

Please don’t let this miserable disease take more lives. Get it together and find a 

way to give this disease the respect and name it deserves, and educate these up-

and-coming doctors to be compassionate and work with researchers to find a 

cure.  

It’s been long enough for everyone. Not even one day should be spent with this 

horrendous disease. 

*  

Professionals don't need a change of label, just better education.  

Outside of the medical community the proposed name has the same problem as 
CFS in that it is open to misinterpretation and belittlement of the daily reality of 
the condition. 

*  

I don't care about the name, I care about the education.  

Does anyone know what AIDS stands for, does anyone care? An effective 
campaign was what made the difference, not the name. 

* 

The name means nothing. 

We need every doctor globally to accept, be educated, and understand this 

disease.  

There must be mandated training and the devalue/discard/abuse must end and 

there must be consequences for those doctors who fail to treat and acknowledge 

very sick patients. 
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* 

The disease has been prevalent for decades if not centuries 

So rather than mystifying it even further by changing another name, why don't 

governments spend more on a cure or prevention or a solution to symptoms 

other than antidepressants?  

Also why are doctors not better educated in this illness? 

* 

It does not matter to me what we call it as long as the doctor are able to ID the 

patient cohorts they need for particular study and we move forward. 

 

HELP US 

Please help diminish the stigma and lack of serious research and treatment 

*  

I pray the name will bring a focus on the disease for research and development of 

a cure. Thanks to all those without ME/CFS, or whatever we call it, that invest 

their time and resources for those who are suffering from this disease. Sufferers 

struggle daily with little hope of relief or a cure, so thanks for caring and trying. 

*  

I think this could be good thing. Getting people to come up with the name it 

would raise the profile.  

I don’t have problem with the change but worry will it be accepted will it take for 

insurance companies etc. to accept or update their support for people living with 

this.  

Will it prevent or stop any treatment of people living with this?  

I think the work that has been is amazing and everyone should be thanked for 

doing this. I wish you all well 

*  
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Please make any decision quickly and get to the real business of research and 

treatment.  

I want hope that I don't have to live this way for decades.  

*  

I know they tried their best, but without patients and carers and advocates on the 

panel, it was always going to be well-meaning but weak.  

Short-sighted. They are trying for clarity but will give naysayers another excuse to 

claim obfuscation.  

Stick together, stick to one path, hammer the message home!!! 

* 

I cannot understand why every country has another meaning about the disease.  

We are so numerous being sick.  

Lobbying is the biggest problem with this disease.  

If the deciders could only take into account the problems of the patients and not 

have to think about the insurance companies, etc., the results might be much 

more in favour of the patient!  

But we cannot change our society!  

* 

Be not so busy with a name but finding something to relieve the pain. 

* 

Why discuss a name? All energy is needed to help patients.  

Everybody who suffers from M.E. knows that this is about money.  

* 

There are people so sick of this disease and they’re arguing about a word instead 

of helping those people too have a better life instead of pushing them to work 

while they can't work because of their disease.  
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Imagine the pain we must have every day the same or worse, no one can imagine 

that unless you have this disease yourself.  

* 

Stop talking about names and diagnoses: help the severely ill patients!  

Remember: first do no harm! 

* 

Instead of wasting our precious time looking for a new name we absolutely don't 

need, they should listen to us and start taking us seriously!!  

They better start/continue looking for things that can help us instead of making us 

worse! 

* 

The name is unimportant. 

Healing and therapy that works. Support by diagnosis and healing. Focus on 

what's the result of living with it. 

* 

Make an end to the suffering of millions of people with a very severe disease 

based upon playing with the name(s) and its false contents.  

Treat people the way you would like to be treated. End this horror!!! 

* 

Just hope this disease at last gets recognised for what it is - a real chronic 

disabling disease which affects all systems of body - whatever the name becomes. 
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SYSTEMS AND SYMPTOMS  

Must address immune system, energy production and use, pain. 

*  

The name must reflect that the illness affects both cognitive and physical abilities. 

*  

Brain involvement and severity of illness cannot be understated 

*  

The disease name must include the immune and neurological system collapse and 

reflect the brain abnormalities and immune complications already found.  

It must also say that it is systemic, affecting many bodily systems. "Commeo" is a 
Latin word that means up and down, back and forth.  

I feel this would convey the unusual "good days/bad days" presentation seen in 
this disease, so doctors would understand the symptom fluctuation is distinctive.  

It will help docs to listen instead of judge patients on how they occasionally look 
or function. 

* 

I don't have any ideas what the name should be, but it should contain the aspects 

of severe pain and exhaustion. 

* 

Any name without a physical cause or system in it will be prone to 

misunderstandings and distract from further physical research.  

Mitochondrial Exhaustion could be the new ME.  

* 

I think ME is a dysregulation of the parasympathetic nervous system.  

Dysautonomia sounds good to me, but I think that term only includes POTS and 

OI. ME doesn't cover it either.  
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It's not only muscle pain. It's all kinds of pain that occur because the brain doesn't 

process stimuli properly.  

Encephalomyelitis is probably right, but is it proven yet?  

I'd say until anything is proven, stick to the broadest term for the deregulation of 

the autonomous nervous system. It covers IBS, it covers heart rate and blood 

pressure dysfunction, it covers body temperature problems, and all other 

problems with organs that we can't control.  

Exercise intolerance is a result from the heart rate and blood pressure 

dysfunction. It's the most important reason many of us are unable to work. It's 

essential in understanding how to function.  

That's why I think SEID is probably an improvement compared to ME.  

 

SERIOUSNESS 

I want a serious sounding name for a serious disease.  

I like Disabling Systemic Exertion Intolerance Disease 

* 

I am mother and carer for my son with ME.  

A legitimate name which conveys the severity of the illness, without misleading 

connotations such as CFS or associations to past prejudice, can only help us being 

accepted as a family instead of judged and ostracised. 

*  

The name must reflect the seriousness and complexity of the many symptoms 

that are present in this disease. 

*  

I have suffered for 30 years. I would just like a name that makes people believe. 

 M.E., CFS, Fibro. I have been diagnosed with them all and yet still have to fight 
every time for my benefits.  
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I believe the current name does not help our cause. Perhaps SEID will. 

* 

My daughter has been plagued with this disease for 5 years. She struggles every 
day to get enough rest, to concentrate at college, and to keep her immune system 
able to fight illness. Her weight is a battle due to the problems she often has with 
joint pain and fatigue when she exercises.  

People need to know that this is a serious illness that has far reaching effects for 
the afflicted, not only that "they are tired a lot" which seems to be the prevailing 
thought.  

* 

We need to be taken seriously. 

* 

The name for this horrible illness has to convey the severity of it and to not 

trivialise the people suffering from it. 

* 

We need a name that doesn't trivialize the disease! A name that says "this disease 
destroys lives"!  

The rest of the world calls it ME, let's not separate ourselves! Why would we even 
consider a different name? That's really thoughtless! 

* 

I won't have fools telling me that they have CFS too because they get tired 
sometimes after working 80 hours a week and going out on the weekends etc.  

I also won't be embarrassed or ashamed to tell people what I have. 

* 
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We need a name that will help physicians and researchers take the disease 

seriously.  

We need research dollars.  

This is a life changing, seriously debilitating, chronic illness. 

* 

Important to add level of illness or functionality to the name. 

 

SIMPLE NAME 

We need a name that is simple to say, to understand and to explain.  

Since doctors aren’t prepared to give us much time, we need info to give them 

and wait for them to read (not too long. Then we can hopefully proceed from 

there with some clarity, understanding and especially compassion. And also 

willingness to keep up with new findings.  

They are not likely to be doing that now, even if you have been their patient for 

years! 

*  

It needs to be a clear, concise name without having to incorporate all symptoms - 

most importantly it needs to be promoted so when the name is heard people 

know straight away what someone is suffering from. If you say cancer etc., people 

understand straight away.  

I feel it is multiple body dysfunction – i.e. lots of parts of the body are not working 

as they should - makes it much easier for others to understand 

*  

I want no complicated names and names with an inventor in it. 

Keep it simple and refer to one or two symptoms and don't use Latin! 

 

ACCURACY 
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The disease needs a name that sounds scientific but easy to accurately describe 

symptoms. 

*  

It needs to be able to be understood and accepted by both patients and medics, 

for any headway to be made in this area. 

*  

I don't really like any of the names suggested, but don't have anything else to 

offer.  

The name should be something that patients, doctors and laymen can understand 

and identify without minimizing the disease or belittling the patients. 

*  

I think the name should be as descriptive as possible without being encumbering. 

This is a serious and complex disorder and needs to be treated as such. 

* 

Considering the shaming and vilifying of disabled people that is going on in our 

countries, it is more important than ever to take care in choosing a name that 

truly describes the illness. 

 

SYSTEMIC AND DISEASE 

I think the name needs to include the word systemic and disease. 

* 

Whatever the final name is, I think it's important that it includes the word 

'disease' instead of 'syndrome', and that it is clear that this is a condition that is 

serious and not just that we are lazy and not because we don't feel like exerting 

ourselves. 

 

PERMANENT 
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Please give the disease a name it can keep. 

* 

A name based on current symptoms, without out regard to past or future 

symptoms is doomed to the large dump heap of misadventures in the study of 

ME/CFS/CFIDS. 

This is not a static illness.  

Some of the symptoms in the patient pool today may be caused by medications, 

by over-exertion or by specific level (stage) of illness where as some of the 

symptoms not experienced by some patients today may be a result of successful 

symptom management, or stage of illness moving to other areas of the body, and 

not because of the absence of illness. 

 

TRUTH 

Let's just try being truthful. 

*  

We need a name that tells the truth. For example, "poisoned for profit 
syndrome." 

 

FOCUS ON CAUSES 

I would avoid pathophysiologic etiology in name because we do not yet 

understand the cause or causes 

* 

We should indicate causes of syndrome and should seek out the real causes. 

* 

It would be good to name this illness (or multiple illnesses) on the basis of its 
cause, not its symptoms.  
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That would help patients and doctors to understand the nature of the illness. Like 
"strep throat"--you culture the throat to look for streptococcus. 

 

PHYSIOLOGICAL 

The name must be classified completely outside of any psychiatric category- 

somatoform, functional. It must mean what it says - that any type/amount of 

exertion causes physiological damage to body systems.  

Treatment must be based on this, as Ramsay makes clear -complete rest from the 

outset (not after six months) and advice/aids must be provided to help patient 

resume normal activities designed around maximum conservation of exertion.  

The belief that the patient has a physiological illness in which exertion does do 

harm must be acknowledged as correct. 

CBT to change those beliefs is medical malpractice; GET is medical abuse. Use of 

these methods should result in prosecution and loss of license to practice. 

*  

The most important thing in naming this disorder is that the symptoms must not 
be minimised or narrowed to the most obvious single subjective symptom.  

This leaves the possibility of psychological causation unchallenged and 
encourages misguided treatment plans that may do further damage.  

We have enough evidence of chronic systemic physical dysfunction to warrant 
careful naming that allows for no assumption of psychological causation.  

We sufferers have had quite enough of being exhorted to try harder to overcome 
the fatigue that is the result of biological processes that are in no way a 
psychological conversion disorder or a lack of will to recover.  

This is not a psychosomatic illness. Fatigue has been demonstrated to be the 
outcome of physical disruption of the neurological, endocrine and immune 
systems of the patient.  
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However, the word fatigue has come to connote, by association, psychological 
depression, lack of motivation, avoidance of effort, lack of will power, non-
compliance etc. etc.  

The victim-blaming for non-recovery will continue until the breadth and 
magnitude of this disorder is fully described by its name.  

The severely ill who are bedridden must be studied in depth, for it is they who are 
likely to have the clearest biological markers that will lead to an in depth 
understanding of the disorder that goes well beyond the bland and unhelpful 
rubric "fatigue.” 

* 

As this illness is a physical condition, the name has to refer to a physical condition. 

 

MORE CONSIDERATIONS 

I don't actually mind SEID because, at the risk of damming it with faint praise, at 

least it's better than "CFS.” It'd be _very_ hard to do worse.  

I think we're best off with a moniker that is separated from the symptoms or 

causes, like one of the name diseases.  

I think it should be short and pronouncable, so Bell/Petersen/Cheney is off the 

table for being too long. I also have EDS and spelling out "Ehlers-Danlos" is a pain 

in the neck - I don't need to spell out BPC as well!  

I also agree with the medical folk that say ME is technically inaccurate for most 

people. We're never going to get over that hiccup. 

*  

I've had chemical sensitivity for 10 years. In the last 2 years I've been told I have 

CFS symptoms also.  

I've heard it's common to get it like this, it would be good if there was a disease 

title for MCS with appropriate rebranding because of all the 'weird' ideas that 

have come out over the last few years. 
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* 

Idiopathic has a long, long distinguished history of use in medical nosology. It 
means a disease is real but we don’t know the cause.  

The term idiopathic should be included in the name no matter what else is chosen 
to go along with it. It has many advantages.  

Its use places it in the company of many other diseases known to be real by 
clinicians and researchers. It immediately establishes its bone fides. It will be 
taken seriously and once more it is honest.  

In addition, stipulating that we don’t know the cause will bring researchers out of 
the woodwork seeking the Nobel or Lasker that is certainly awaiting someone at 
the end of the trail. 

* 

I think the name should reflect uncertainty about the cause but needs to mention 
the (main) effected biological systems.  

An open name which is not too specific, but highlights the severity of the patients 
suffering as well as some of the physical attributes already found in research.  

* 

The history of the disease should not be neglected either and therefore a new 

name must reflect it.  

The name that I find most appropriate is the one that refers to the auto-immune 

aspect. 

* 

In all the articles I have read about the proposed name and diagnostic symptoms, 
even ones that explained the illness well, the vast majority of the comments 
written by people who do not have this were very derogatory.  

Nearly all had the theme that the name says that we are just lazy and don't want 
to work. CFS was bad enough, as so many thought we were just tired, but this is 
worse.  
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Something involving neuroendocrine immnue and mitochondrial issues would be 
much better. 

I'd also be happy with Ramsey's Disease or even with sticking with M.E.  

And, yes, I have read the reasoning behind the new name as well as why they did 
not want to go with the other ones I mentioned. I still feel that any of those I 
mentioned would be significantly better. 

 

PERSON OR PLACE 

The new name should take into consideration biomarkers like low natural killer 

cell function, chronic viral infections such as EBV and HHV-6, abnormal cytokines, 

POTS/NMH, abnormal PET scan, abnormal 24 hours stress test etc.  

Because one name cannot encompass all of these, I suggest using the name or 

names of people who have made significant contributions.  

Also, I think that the public and hopefully the medical community would tend to 

take this more seriously than a ridiculous name like chronic fatigue syndrome. 

*  

The name should not be a geographical location or description of some of the 

symptoms. There is already enough confusion and misunderstanding about 

names and definitions.  

A person's name (Ramsay) will not need to be changed when there finally is 

knowledge and agreement on what the illness actually consists of. 

ME was the best attempt so far, which Ramsay used. 

*  

I think they should stop trying to use a descriptive name, especially when so much 

is unknown about this illness.  

I keep hearing that naming diseases after a person is now discouraged, but I think 

that naming it after a person or place would be the best bet in this case given that 
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so much is unknown. At least that way, there is no need to argue over whether 

there is enough proof to warrant a name or whether it accurately describes it.  

When people hear the name of a disease they haven’t heard of that isn’t 

descriptive, they will have to ask what it is, rather than just assuming it is just 

about the symptom it is named after.  

For instance, in addition to ME/CFS, I have adrenal insufficiency or Addison’s 

Disease. If I say I have adrenal insufficiency, people unfamiliar with it tend to 

make assumptions based on the name and mistakenly think it is the same as 

adrenal fatigue or that it has to do with adrenaline. If I say I have Addison’s 

Disease, people admit they don’t know what that is and ask—that gives me the 

chance to accurately explain what it is. 

*  

I don't think the name should reflect any physiological symptom links. 

I suggest Ramsay's Disease or Royal Free Disease. Those reflect its history and the 
man who first discovered it 

* 

It is so complicated I wish they could name it after a person since they can't name 

it after a known cause. 

* 

The definition of this disease process will change with increased knowledge.  

The name must be neutral to remove past bias and to allow for future growth in 
understanding of the pathogenesis of disease.  

That is why naming the disease for the physician, Ramsey, makes the good sense. 

*  

My thoughts are to name this disease after the doctor who first discovered it.  

This will eliminate any negative connotation and would not have to be changed 
again as research further unlocks it. 
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*  

While it sounds like WHO doesn't support disease names related to doctors, I 
think calling it Ramsey's Disease makes more sense.  

The general public is familiar with diseases named in this way; Alzheimer's, 
Hashimoto's, Thyroiditis, etc.  

A one-word name can stand the test of time and easily incorporate new research, 
symptoms, etc. as they become known/proven.  

It would also be a suitable honour in the memory of Dr. Ramsey for his very 
significant efforts in this field. 

*  

Ramsay's Disease or Gilliam's Disease are better name choices than SEID.  

For one thing, it would be easier for patients to remember, especially those who 

have cognitive issues. 

 Secondly, I think naming the disease after one of those doctors sounds a bit more 

credible and respectable, just as Crohn's disease gives credibility to the patients 

who suffer from it.  

I don't think that the same stigmas would be attached if it were named after one 

of those doctors.  

Tahoe disease would also be acceptable as a new name. 

* 

Exertion intolerance is the consequence, not the cause. 

Why not call it after a planet?  

I am serious. Why the hell not? 

There will never be a good abbreviation that covers all the boxes and there is not 

anyone yet who discovered the cause (that can give his or her name).  

There will be much less protest against Jupiter disease.  
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* 

I believe the name should either include/describe specific physiological 
irregularities of the disease- widespread inflammation, genetic deregulation...or it 
should be non- descriptive, e.g. Ramsay's disease.  

This approach is validating in that if a person is clueless about the disease, they 
would look it up if interested. If not, they'd have no reason to discredit it.  

To come to an opinion would require actual information- hopefully- about the 
illness. It wouldn't be dismissed out of hand because of its pejorative name.  

Consider ALS, also known as Lou Gehrig's disease.  

Additionally, if named for a person, place, or event- that gives a story and an 
explanation of sorts about the disease.  

It could help to re-craft public opinion, which is abysmally callous and willfully 
ignorant. 

* 

By naming the condition after a person, it doesn't need to cover a huge number of 

symptoms and won't need to be changed if new research identifies a clear cause 

or biomarker. 

* 

The SEID name is a valiant attempt.  

I would like to see the immune, neurologic and autonomic system dysfunction 

that accompanies the condition described in the name.  

Failing that, naming it after the two imminent physicians treating the condition in 

the field, Drs. Cheney and Peterson.  

So Cheney Peterson disease, and that way all the symptoms (neurological, 

immunological, orthostatic intolerance and other autonomic dysregulation) can 

be covered in the disease’s description. 

* 
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Royal Free speaks to the history of symptomatic records. Tahoe disease speaks to 

current commitment to treating it.  

I would like to see some reference to neurologic, endocrine, and immune changes 

driven by continued adverse, often childhood, experiences. 

* 

I would have liked Ramsay's Disease or DSEID for Disabling Systemic Exertion 
Intolerance Disease. 

 

NEID 

I think NEID is also a good name. It covers more.  

* 

I think the ME/CFS community needs to calm down a bit and not react with such 

angry emotion.  

SEID is accurate if not ideal.  

ME is not accurate but is unfortunately popular, but does not make it the best 

name.  

NEID is the best choice I have heard so far.  

Let us go slowly and do it right. 

* 

On reading the proposed names, I would give my vote to NeuroEndocrineImmune 

Disease (NEID).  

* 

Neuro Endocrine Immune Disease (NEID) describes the underlying disease 

mechanisms as it is. That's a serious name for a serious disease!  

* 

A good name is Neuro Endocrine Immune Dysfunction. 
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CFIDS 

Following the last Lipkin study, it is clear that the patients suffer from an acquired 
immunodefiency syndrome. 

 There can be no argument that the correct name for the illness was that initially 
chosen, namely Chronic Fatigue and Immunodeficiency Syndrome (CFIDS). 

Straus could not detect those abnormalities because of a poor diagnostic 
approach and the primitive tests of the day which lacked the sensitivity and 
detection range of modern multiplex assays. 

Also, most of the immune players detected as abnormal in the recent study had 
not even been discovered at the time! 

I would suggest chronic fatigue and immnodeficiency syndrome or CFIDS to give 

patients the respect they deserve. 

 

ME/CFS 

Keep the name ME / CFS. 

* 

CFS must go, ME/CFS must go. 

 

CFS 

I actually like the name "Chronic Fatigue Syndrome" because it's easy to 
understand, and doesn't take as much explaining as "ME" does.  

I'm not a fan of "ME" because it is too specific about the assumed cause of the 
disease and makes it much hard to explain to others.  

"Systemic exertion intolerance disease" is a mouthful and confusing. I suppose it's 
accurate, at least. I've never thought of CFS as an "intolerance" before, but I know 
it's a weakness.  
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As my doctor and I have focused on strengthening my very weak digestive organs, 
my fatigue has lessened.  

"Chronic Fatigue Syndrome" might sound too unscientific and unofficial, but it's 
accurate and requires less explaining to others. When I'm feeling fatigued the last 
thing I want to have to do is explain this condition to others. 

* 

CFS is self-explanatory and easy to remember and say for us with foggy brains. 

* 

I feel that keeping "fatigue" in the name is not all that bad, and could be helpful, 
as even with a new name, many physicians may still downplay the illness, because 
of the existing stigma.  

In my case, that is the word that stood out to me and caused me to further 
investigate what that disease included, as my doctors did not know what was 
wrong with me.  

Once I gathered information, I presented it to my doctors. They concurred with 
my findings.  

I think that "fatigue" stands out to patients, especially the ones who cannot get 
out of bed and helps them to have hope, that there is a reason for why they feel 
they way they do. Though I do agree that "fatigue" is not an exact description of 
the symptom, as it manifests like recovering from a major illness and even 
surgery.  

However, I do not believe there is an actual word in the English language that 
adequately captures the description.  

Syndrome should be removed, because of the stigma, and syndromes are not 
necessarily treated as a disease.  

Though Chronic Fatigue has a stigma as a Mental Illness, physicians must realize 
that there can be other causes, and though things sound alike on paper, that does 
not mean in life they are the same, nor have the same etiology.  
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I also think that ME has a long established history, and patients generally feel they 
will be treated as having legitimate disease (except in the USA where none of my 
doctors have heard of this).  

Also since no one seems to know if CFS & fibro are one disease process, still a 
large percentage of patients suffer from both, the MECF portion of my suggestion 
would cover that. And I know that many of us have neurological and immune 
components.  

I think if this entire thing could be under the umbrella of one name, it would be 
helpful for patients and providers and then as research continues, there could be 
sub-groups. This makes the most sense. 

* 

I would like to see neuroimmune in there...but that can be added as research 

develops. 

Keep the name CVS (CFS).  

 

TWO NAMES 

Why not give it two names?  

SEID describes the condition accurately and highlights that exertional intolerance 

is the most important feature of the illness for physicians and others involved 

with the patient to recognize and thus treat with techniques such as pacing.  

However taking into account the fact that very famous and credible historical 

figures including Charles Darwin and Florence Nightingale had the condition, why 

not use their names thereby giving the condition increase publicity and 

credibility?  

Florence Nightingale's disease doesn't roll off the tongue very well however you 

could use Nightingale’s disease or Darwin's disease in addition with SEID. 

 

LYME AND MOLD 
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Call it what it is, a bacterial infection? 

* 

CVS (CFS) is not a disease, it is just one symptom of a disease. And it is linked to 

millions of other diseases.  

Doctors do not look hard enough for the cause of the fatigue. I've been diagnosed 

with CVS several years ago.  

In January this year, I had a bad Herxheimer reaction and my new doctor (in 

functional medicine) had me tested in Germany for Lyme. It appears that all this 

time I've had Lyme.  

I'm not saying every patient with CVS has Lyme, I am suggesting that doctors take 

us seriously, search until they do find what is wrong instead of referring us to a 

psychiatrist. Which I have heard multiple times myself by the way.  

Finally I can start treatment and try to live with Lyme. But at least I know what I 

have and this is my wish for all patients.  

And the name SEID is again just another symptom that is seen with many 

patients. It does not help patients, so what is the use? 

* 

Please look at the ILADS to be sure the people don't have Lyme. A lot of people 
get the diagnose CFS/ fibro and the cause is actually Lyme (borrelia, bartonella 
and other co-infections). 

* 

CFS/ME is a constellation of symptoms that tend to cluster.  

What it's called is irrelevant, since the name has no relationship to what underlies 
the pathologies.  

Getting a label often causes patients to stop looking for answers beyond the label.  

My child was misdiagnosed with CFS/FM for 6 years and almost died as a result, 
since he actually had Lyme disease. 
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* 

How about Lyme disease?  

People really need to be aware of the fact that the high probability of their issues 
are caused by Lyme. I have CFS, MCS, mold illness, Lyme babesiosis, fibromyalgia, 
adrenal fatigue and other things all caused by Lyme except mold.  

More education about Lyme would solve this whole thing.  

People keep giving symptoms names as if they aren't all connected. It's all Lyme! 

* 

ME/CFS can include a lot of illnesses and potential diseases. Its vagueness is what 
limits it.  

CIRS is better, if the labs agree.  

We need to get away from "syndromes" and be more specific, but SEID is just 
another vague and unhelpful name for what I have = mycotoxin illness from 
chronic, long-term poisoning.  

* 

I am concerned that the mould-affected community seeks to influence the name 
of a disease, i.e. ME.  

Mould-affected people often have ME but thus appears to be a co-morbid 
condition and needs to be separated out with its own name and code. 

ME research and mould-affected research are both harmed by being lumped 
together. 

* 

There could be a number of possible names; the problem is not the name itself 
but all the different related maladies that patients are suffering from.  
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Is it mold related (allergies)? Caused by a previous viral infection? Mitochondrial 
dysfunction, etc.?  

Until the cause(s) are definitively outlined, it will remain somewhat broad. 

* 

Canada needs to acknowledge mold poisoning and related disorders. 

* 

I am skeptical of "PEM" as the primary (only?) symptom and how it's 
measured/assessed.  

I would like those patients that have mold illness (with "ME" characteristics), 
possibly chronic Lyme, etc. break away from the nonsense that has become "CFS.” 

* 

CFS is a symptom, not its own disease.  

It is caused by a disease called CIRS: chronic inflammatory response syndrome. 

Check out Dr. Dietrich Klinghardt and Dr. Dave Ou.  

It's amazing to me that people still don't know how to treat CFS. There is help! 

* 

I am a former CFS sufferer who found out that CIRS caused that condition and got 

treatment. I no longer have CFS.  

Renaming a symptom doesn't change anything unless you give it the proper name 

so that sufferers can get help. 

 

OTHER COUNTRIES 

How will there be agreement with a name change if other countries are left out of 

the process? 

*  
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What happens in the US influences other countries. Therefore, I believe it's vital 

for the IOM to slow down, look at this from various perspectives - including 

seriously ill patients. 

*  

If nothing else, a new name should be developed by an international of ME 

specialists.  

Why does the U.S. government get to rename a disease that affects people 

globally?  

I would like to see a name that takes into account the disease process rather than 

one symptom.  

I like that the name included "disease.” 

*  

Who died and made America ruler of the world?  

Forgive me for being flippant, but there are ME/CFS patients all over the world. It 

doesn't seem fair that the United States should be deciding this.  

What about the World Health Organisation, for example?  

It needs to be an international body. 

*  

Never mentioned is how this will affect the international healthcare community in 

name and diagnosis.  

Other illnesses are recognized worldwide with diagnostic criteria and treatment 

such as ME, muscular dystrophy, etc.  

Will it help? Clarify or further confuse? 

*  

This disease affects people worldwide and has been formally recognised by the 

WHO under the name ME since 1969.  
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The introduction of the name CFS by the CDC and the various different criteria 

introduced over the decades have already muddied the waters enough when it 

comes to research and awareness of this disease.  

While I am heartened by the IOM's very clear statements that this is a serious 

organic disease that needs better research and to be taken more seriously, to 

introduce yet another name and definition without international consultation and 

agreement will simply cause more confusion, especially as this illness under the 

name ME is final starting to be taken more seriously elsewhere in the world.  

A name change at the current time may hinder the progress of global awareness. 

*  

I think an international committee should make the decision since this is not just 

an American disease.  

I would also like to see input from people affected. 

*  

Reports in medical journals such as the UK Lancet show that some medics aren't 
willing to take the research from America seriously. 

* 

What you do in the US has massive repercussions around the world. The Holmes 

and Fukuda definitions have had such negative effects on the way we are 

treated/not treated in this country.  

Please, at least choose a better name than SEID. 

* 

CFS is the worst option so far. Making a clean break from all the old harmful 

misconceptions and the psych lobby's propaganda is massively important, hugely 

crucial.  

However, I don't know how a name change would affect everything else 

(continuity regarding research, physician's training and education, re-diagnosing 

of patients, etc.)  
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Most important of all: the existing international community of biomedical ME/CFS 

expert clinicians and scientists has to be allowed to actively take part of the 

process, have their say etc. 

The international patient community has to be invited to participate somehow 

too. At least offered to give feedback a few times along the way, if not allowed to 

take part in the final decision process. 

 

SUBGROUPS 

I think there are definitely sub-groups within the illness and agree that this should 

be recognised within the name (A/B/C version of the illness). 

*  

It needs something that is easy to remember and that talks about how it affect 

the immune system, neurology, disease, permanent, debilitating. There are just 

so many symptoms and affects so many people differently.  

Maybe make it into 2 disorders?  

Hard to come up with a name, just like with MS, ALS, etc. 

* 

I feel that whatever name gets chosen it needs to be an umbrella under which 

subcategories are also named.  

The name and new criterion describes the key components of my illness. I have 

many more symptoms and co-illnesses, but the key points are covered.  

However, for a severe case with a multitude of neurological symptoms this is not 

the case and grossly diminishes the illness.  

I like NEID as it seems to cover most bases of systemic effect.  

But when we discuss criteria we have to be careful.  

It seems that with the multitude of variances with this illness, we have two pretty 

clear subsets: the CFS type and the ME type.  
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I'm way over simplifying, but the medical community needs help understanding 

that I'm disabled mostly due to horrific fatigue and PEM, but my friend is having 

seizures and cannot talk.  

How do we simplify that gap? I think creating subcategories like diabetes has will 

help with this confusion. 

* 

Opinion - this is an illness with a spectrum and combination of symptoms and 

causes.  

I am not able to prioritize. All things are not equal.  

But the important big picture concept is that it most provably involves our 

individual genetics and biology (predispositions) in relation to our environment 

(exposures).  

Any name that is not inclusive enough will marginalize other illness expressions 

along the spectrum.  

 

NAMING PRACTICE 

Any name must take account of current nosological practice and for all practicable 

purposes needs to fit with SNOMED Systematized Nomenclature of Medicine--

Clinical Terms software  

http://www.nlm.nih.gov/research/umls/Snomed/snomed_main.html  

Merely plucking a name out of the air is not sufficient if the name is gain clinical 

support or have academic sustainability.  

http://library.ahima.org/xpedio/groups/public/documents/ahima/bok1_030837.

hcsp?dDocName=bok1_030837 

*  

I think we as a community should tread carefully and strategically here.  

* 

http://www.nlm.nih.gov/research/umls/Snomed/snomed_main.html
http://library.ahima.org/xpedio/groups/public/documents/ahima/bok1_030837.hcsp?dDocName=bok1_030837
http://library.ahima.org/xpedio/groups/public/documents/ahima/bok1_030837.hcsp?dDocName=bok1_030837
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It's a done deal. The name has already been decided and we are fooling ourselves 

if we think we can bring about a change. 

 

CONSIDER PERCEPTIONS 

It is important to consider how a name will be perceived outside of the medical 

and patient communities.  

This affects not just patients' experience in public and the workplace but also 

public and government subscription to research programmes. 

 

PATIENT INPUT 

Patients need to be listened to, because the fact is, they are the most qualified to 

tell anyone what is happening to them.  

Telling me to ‘rest and drink water,’ and ignoring the severity and complexity of 

my illness has done me personally no favours, and if I had been listened to by the 

handful of GPs who have said exactly that, then I may have realised the potential 

severity of me not listening to my body, and I could've possibly avoided the major 

relapse I had a year ago.  

Because of their negligence, I have suffered and lived in pain for the past year of 

my life, and for me, that is unforgivable. 

*  

Involving patients in the naming of this disease is very important because the 

patients seem to know more about the effects of the disease than the doctors 

they need to see in order to seek treatment or filling out forms for disability 

insurances. 

*  

Patients and their carers are currently a hugely under-tapped resource for 

knowledge of this illness.  

For progress to be made, patients, carers and those with firsthand knowledge, 

need to be leading the way. 
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*  

Please listen to the patient population on the name.  

I'm a writer. Names have power and they cause people and yes even doctors to 

respond differently.  

I told someone I had Chronic Fatigue Syndrome. I was told "You're not really sick."  

I told someone I had Myalgic Encephalomyelitis. They said, "Wow that sounds 

really serious. Could you please explain what this disease is exactly?" 

*  

If all else fails, ask the patient. 

*  

I appreciate that the I.O.M has made the effort to be sensitive by a) calling it a 

disease and b) stating that all exertion causes a worsening of symptoms but more 

consultation with us, the ridiculed, ignored and humiliated patient cohort needs 

to be undertaken.  

This should not a final decision to call it SEID but a suggestion to be discussed. 

And emphasis should be put on the complex nature of the illness. 

*  

SEID was concocted the same as CFS, in secret, without widespread patient input, 
and it still demeans the severity of the disease.  

To quote Dr. Leonard Jason, the researcher who has studied the name more than 
anyone, "However, their process in making critical decisions was secretive, and 
whereas for most IOM initiatives this is understandable in order to be fair and 
unbiased in deliberations, in this area — due to patients being historically 
excluded and disempowered — there was a need for a more transparent, 
interactive, and open process."  

http://blog.oup.com/2015/02/disease-name-chronic-fatigue-syndrome-me/  

The name of this disease belongs to those of us with it.  

http://blog.oup.com/2015/02/disease-name-chronic-fatigue-syndrome-me/
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We should decide if and when a name change is needed, not a government 
committee from one country.  

People from all around the world have this and allied conditions, why should a US 
committee set out to unilaterally change its name?  

Let's sit tight until scientific evidence is discovered that may require a name 
change. 

* 

Thank you for asking for the patient's point of view, that is very important.  

We are the ones who must live with the name. This is what we will tell our 

doctors we have.  

We are so tired of doctors, family and friends telling us it can't be that bad!!! The 

name that is finally chosen will be very important to us.  

The names you say are up for approval are names of people we don't know, it 

isn't helpful and has nothing to do with explaining what is wrong with us.  

I strongly ask that a name for this disease be something that will immediately 

relate to our symptoms and this disease immediately, as soon as you say it.  

Thank you again, this is much appreciated. 

* 

Thanks so much for this survey. I've had this for 24 years (half my life) and it's 

important that we have a voice in a medical and governmental system that has 

often ignored us. 

 

ASK THE EXPERTS 

Let the experts in the condition known as ME/CFS come up with the name and 

diagnostic criteria.  

We are dying here while the government plays musical chairs on the titanic. Stop 

it! 
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*  

ME/CFS specialists should have the largest input to give this complex illness a new 

name.  

The FDA should approve medications that have helped others or given them some 

relief. So many people with this condition have committed suicide, any side 

effects have not been that severe.  

More research needs to be done on the endocrinology of each person.  

Please help us!!! 

*  

We need a name that fits the illness appropriately and we need the new 

diagnostics for doctors to be able to give a diagnosis in a timely manner.  

I've known I've had this illness for decades but it took over two decades to find a 

doctor that believed it was real but that only lead to them test me to make sure I 

had nothing else so years of specialists simply to rule out what I don't have when I 

know what I have.  

Also, we need the information online to be more aligned and in agreement 

because googling CFS or ME you get a million different opinions which affects 

how people see the illness. They'll see it depending on what website popped up 

first even if it's inaccurate. A new name might help in this.  

The new name, however, is for the purpose of being positioned and taken 

seriously so that research can be done so it should not be a distraction of 

attention, time and funds that desperately need to be spent finding the cause and 

a cure.  

I have so much in my heart and mind that I want to do but am trapped in a body 

that doesn't function. It is like they call it, "the living dead.” 

I struggle to get support from friends and family because of lack of understanding 

and demeaning names and mixed information online. I struggle to get 

government help in the form of disability because they don't recognize the 

disease for what it is because of how the medical community has handled it.  
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If only those in the position to make change could know what this disease is really 

like and how devastating it really is. God forbid they find out one day personally 

or through someone close to them.  

I say ask the few specialists in the field of CFS/ME for their opinion and approval 

of what the new name should be. 

*  

Please, for the love of God, do not adopt this new name! Try again, only this time, 

with all the experts who worked with the W.H.O. to change the name to M.E. 

*  

Only clinicians and research scientists who currently work with ME/CFS patients 

should have any say in how our disease is researched and named.  

No other disease would allow non-researchers into their disease to decide their 

fate. We all know it. 

* 

The name SEID doesn't reflect the nature of the disease and is an affront for 
patients suffering from it.  

Therefore, don't follow IOM's recommendation, but invite real experts in this area 
(and also patients) to identify a more suitable name. 

* 

Scientists should name this disease and use the underlying source of the disease 

in the name.  

The medical world should urgently adapt the practices of exact science because at 

the moment there is much too much arbitrariness in the handling of diseases and 

symptoms. 

* 

When will the right people be in charge? I mean, ask Dr. James L. Wilson. He 

knows more about the subject. 
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* 

I answered three names on survey just because you asked. I do not feel at all that 

I have any right to do so.  

I believe in our professionals, just have a reject on their first choice. I am calling it 

their first choice, as I would have hoped the process would have included the 

patient population before they released it. The disease makes for very close 

relationship between doctor and patient.  

Let's stay with the rest of the world with ME until we have a good choice and 

consensus that likes it. In the meantime, let's hope we can get past this so can at 

least have a name to go out into the world and advocate for ourselves. And let's 

get some treatments, let's get something.  

And although not related to this survey, but when you read Facebook and hear 

how some patients are on this or that and have never been offered to me, I get 

upset. It is impossible to become a patient and then impossible to get treatment 

and in the meantime we waste our precious energy fighting for ourselves. I will 

die before any of this changes. 

*  

I don't know why we patients would expect to have a voice in the naming of the 

disease. We want to be taken seriously as people suffering from a legitimate, 

physiological illness and yet we insist that having actual medical professionals 

decide on a name for the illness is unacceptable?  

Honestly I'm embarrassed by the way the ME/CFS community has responded to 

this new proposal. Committed doctors who have devoted their lives to this 

disease, like Nancy Klimas, Lucinda Bateman, and Benjamin Natelson were on that 

committee.  

Honestly, if I were them, the reaction of the ME/CFS community to all their hard 

work would make me want to quit this field and no longer deal with such a 

demanding, touchy and defensive group of patients. If we want to change the 

perception of our community, then WE need to change OUR behavior! 
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PSYCHIATRISTS 

Psychiatrists should be kept out of the process completely - they have done too 

much damage already. 

*  

The name must be classified completely outside of any psychiatric category- 
somatoform, functional.  

It must mean what it says - that any type/amount of exertion causes physiological 
damage to body systems.  

Treatment must be based on this, as Ramsay makes clear. Complete rest from the 
outset (not after six months) and advice/aid must be provided to help patient 
resume normal activities designed around maximum conservation of exertion.  

The belief that the patient has a physiological illness in which exertion does do 
harm must be acknowledged as correct. 

CBT to change those beliefs is medical malpractice; GET is medical abuse. Use of 
these methods should result in prosecution and loss of license to practice. 

 

MARKET TESTING 

The name should have been market tested first by the marketing firm the IOM 

hired to see what perception people had of it (patients, doctors, general public).  

Names with a negative perception should have been thrown out. 

* 

I feel that the IOM should have done an online outreach survey targeted at the 
patient community, available through ME/CFS specialist doctors’ offices, 
prominent ME/CFS blogs, sites, and organizations like Health Rising by Cort 
Johnson and Solve ME/CFS Initiative to name a few.  
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Also they said there isn't enough evidence of inflammation in the brains of 
ME/CFS patients to call it ME, but I know of at least 3-4 studies. I've heard about 
12 exist. 

 

NAMING IS DIFFICULT 

I don't know what this disease should be called. I believe it to be a combination of 

diseases. 

*  

It's very hard to come up with a good name! 

*  

The committee did the best they knew how. 

*  

It is going to be hard to find a name everyone agrees with, that serves doctors, 

researches, and patients.  

I have lived with the chronic fatigue syndrome name for many years and have 

suffered a great deal of misunderstanding as a result. But this new name is worse.  

I have been teased enough just having lactose intolerance, to know that the 

public does not interpret intolerance the same way doctors do. The public sees 

tolerance as something you can change, or power through.  

I think this new name will cause a lot of misunderstanding and that there will be 

consequences with employment, disability applications, and schooling for 

kids/teens.  

Plus, I don't believe the disease name does anything to improve understanding or 

compassion for our condition. I think it is so generic, that it ends up making our 

disease sound minor. It does not do justice to this life changing disease. 

*  

It is very difficult to find a good name. The IOM report is very positive, but even I 

disagree with the name. 
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* 

Until there is some test that pins down this condition down, it will remain very 
difficult to give it a descriptive name.  

For that reason it would be better to call it something that does not describe 
symptoms, e.g. Ramsay's Disease, Royal Free Disease. 

* 

Very difficult disease to name. Affects entire physiology although worst symptoms 
affect the CNS, which causes the most debilitating aspect of illness.  

* 

Choosing a new names for this multi-faceted disease is difficult. I don't envy those 

involved in the process. 

* 

Although I don't think SEID conveys the seriousness of the disease and will be 

open to the same critique and stigma that CFS has (replace 'fatigue' with 

'exertion'...). 

Until there is a true understanding as to what causes this disease it is really hard 

to put a name to it.  

Some of the examples, such as NeuroEndocrineImmune Disease, may not be 

appropriate because it is not yet certain whether all of these factors are at play 

for the majority of those diagnosis with ME/CFS.  

It's a tricky area. 

I think SEID is a better alternative to ME/CFS, but hopefully when a better 

understanding of the disease is achieved it could be changed again.  

Either that or name the condition after someone that studied it, such as Ramsay's 

Disease. But I don't know if that would be helpful either, because I could tell 

someone "I have Ramsay's disease" and they'd then ask what that is, so my first 

thing to mention would be fatigue.  
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Again, not until we understand the complex, most likely multiple, causes of this 

condition can we be free of the stigma.  

For example, if it were to be determined it was an autoimmune condition, I would 

explain this rather than explaining the prime symptom. 

* 

After reading the proposed names I have no idea what to call it. I just know that it 

is a terrible illness.  

I feel like the name recognition of CFS/ME has become more excepted so I might 

be reluctant to change. We hated the chronic fatigue name but it took so long to 

get a diagnosis I am reluctant to let go of it.  

I think SEID does not sound as bad after taking survey. Ha ha. 
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General Comments 

My concerns center more around treatments and research than a name.  

I think much attention has been given to the name and it is irksome that an illness 

could actually be termed "chronic fatigue" anything; the implications are quite 

obvious to anyone.  

However, after five years very ill, I am more focused on what is actually being 

done in terms of finding real (read real, helpful) treatments and getting the 

medical care and treatments to the masses, rather than merely to those fortunate 

enough to have the resources to travel to specialist providers and pay for 

treatments received.  

At this point, this illness could be called "Nobody Gives A Crap" illness for what I 

care. My desire is to have my health restored, if that is a possibility, I truly don't 

care what name it carries.  

I know what is going on with me, what I experience, the profound illness state, 

the day-to-day, minute-to-minute struggle to meet the most basic needs of my 

life. Days when breathing seems to be all I can manage, no energy available for 

those basic needs. I want to walk (even run!) again, not have to ask friends or 

family for transportation, I want to re-enter my life, the life I deserve, a life of 

well-being. I watch others going to, from work all the while wishing it were me.  

How many of the people reading this survey feel they could live on $912 per 

month I wonder. It is beyond demoralizing to live this life as the government goes 

on about its way, ignoring the tremendous need of an entire population; a 

population that is suffering, cannot makes ends meet, cannot afford medical care 

let alone treatments when they do become available, are imprisoned within the 

walls of their own homes, cars sitting undriven in driveways, families with holes in 

them where the ill once were, lives lost, possessions lost, dignity gone.  

How about this - once proper, deserved research is done and this illness can be 

identified properly, treatments proposed and developed returning people to 

work, to their families, to their lives - then a suitable name can be addressed. This 

seems like 'cart before the horse' all the way.  
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I know that (ME/)CFS leaves many people open mouthed thinking "tired, heck 

isn't everyone tired?" but it is a diagnosis at the moment, there is literature out 

there, some research by some fine people. Why upset this unfortunate apple cart 

at this junction?  

I've grown a bit cynical waiting years to be able to live again, to shower without 

having to lie down and "recover" from it; pardon me here, but just stamp it with 

"TBD (to be determined)" and get on about the business of getting people well, 

back to the human race, being contributing members of society again. Systemic 

(sounds reasonable),  

Exertion (doesn't take exertion for me to feel like hell although if I exert I have a 

rapid descent), Intolerance (sounds as if one may actually be choosing whether to 

tolerate this or not), Disease (is it a disease?) or merely a perfect storm of events 

that came together to cause a collapse of an immune system, many other things?  

What must be determined is what these physical events are. 

*  

I don't feel the name has to be descriptive of the symptoms. As the IOM states 

themselves, the name will likely change _again_ once more is learned about the 

etiology of the disease.  

I would like a name such as Ramsay's disease that is easy to say and remember, 

and that can continue to be the name regardless of what is known or isn't known 

about the disease.  

It will be frustrating for patients to have to explain the new name, and then 

explain again a further new name.  

Most of the general public isn't very ME or CFS literate. Let's just have a name we 

can continue to use indefinitely.  

I _do_ commend the IOM on including "disease" rather than syndrome in the 

name.  

What would be best is if there was an international conference with all the 

ME/CFS experts in the world in attendance to decide on a name AND disease 

criteria, to be used globally. I really don't think one nation should have all the say. 



More Naming Comments 

466 
 

I don't particularly think patients should be included in choosing a name. What 

other illness has had patients choose the name?  

Just about anything is better than CFS in my opinion! 

* 

SEID spells DIES backwards.  

Exercise intolerance doesn't describe where the fault lies, just one symptom, 
doesn't recognise the neuro-immune-mitochondria-POTS issues.  

It's a bit like calling diabetes 'sugar intolerance disease.'  

Stupid name, really. Should probably stay as is and money spent to test and 
subgroup patients then come up with more appropriate names.  

The focus should be on mass biological testing and using the data to subgroup 
patients and develop specific markers, so treatments can be more tailored. At the 
moment medical laziness means many are not tested properly and remain 
undiagnosed.  

Best to use current names until more biomedical research is done - when it 
becomes more clear what exactly is happening with the auto immune response, 
etc., and naming will become easier (call it an neuro-immune disease and 
subgroup patients after doctors who create the biological markers).  

Until there is more quality biomedical research, the names will never be suitable 
and it does not take into consideration that there may be subgroups or different 
illnesses. It seems just another crappy name change like CFS to cover up the real 
issues.  

M.E. is the WHO definition. This should be used until further research is done and 
the scientific data actually supports a name change.  

Dropping SEID and CFS would be helpful. 

*  
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We don't want or need new names - we want proper investment in further 

biological research. 

There are circa 4,000 research papers already around the world and STILL 

NOTHING is done.  

We don't want the rubbishy and harmful British "therapies" GET and CBT (these 

mostly make people worse and we believe that the results of "trials" in these 

"therapies" are being "skewed" and are dishonest). 

We want to be listened to as patients in the style advocated by Carl Rogers as 

"client-centred," not to constantly have our reality denied.  

We are suffering horribly - especially those with the severe form of illness like 

myself and the suffering lasts for DECADES without respite for the severely ill.  

We are dying from this illness and its associated complications, but we are left to 

rot out of sight indoors. 

We are sick of this negligence and inhumanity and are deeply suspicious of the 

perceived lack of activity research-wise of any substance.  

This may sound like persecution complex, but we feel that we are being 

persecuted. Not only are the sufferers horribly affected by this state of neglect - 

equally affected are our families.  

We live mostly in poverty without hope of seeing an end to the illness and it takes 

all our inner strength and willpower to keep going day to day, through long pain-

filled nights of sleeplessness and distress, keeping as strong as we can to resist the 

urge to kill ourselves and end the suffering.  

Stats: In the UK we’re at circa one person a month completing suicide.  

As to the issue of medical neglect, the appalling treatment by "health experts" 

meted out to Sophia Mirza and her mother, with police battering down their door 

and forcibly removing her to languish in a locked psych hospital ward - her lack of 

treatment and subsequent death wherein the autopsy findings were nothing to 

do with psychiatric issues - but were plainly "dorsal root ganglionitis" - which has 

also been found in other cases of M.E., this says it all i think.  
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Presumably we have to die before any research is done properly and they autopsy 

what is left of us? 

* 

I like the word "systemic" I think that tells us it can cause symptoms throughout 
the entire body.  

The telltale symptom of ME/CFS is post-exertional fatigue so I can see why 
"exertion" is considered in the title but on its own it sounds as if it is the only 
trigger for the patients.  

Intolerance is a good word to use as ME/CFS causes many intolerances, not only 
exertion but the entire body can become hypersensitive to all environmental 
irritants, foods, light, sounds, electromagnetic frequencies, viruses, bacteria, 
molds, and physical, mental and emotional stresses. 

 But, "intolerance" on its own does not describe the severe symptoms these 
intolerances cause and actually seems degrading to the very severely affected 
patients.  

Also, the intolerances are not what causes ME/CFS, ME/CFS causes the 
intolerances. Exertion Intolerance is just one of many symptoms of the disease...  

That's one of the problems with the name Chronic Fatigue Syndrome, fatigue is 
only one symptom and not necessarily the "worst" symptom a patient 
experiences.  

I know that ME/CFS is a disease and the purpose the word "disease" would serve 
in the title, I suppose, would be to differentiate it from a "disorder." This is 
important for severity recognition issues patients experience not only in the 
medical system and insurance policies but also with family and friends.  

So, overall the name "Systemic Exertion Intolerance Disease" is not quite correct 
or accurate. Even just Systemic Disease or Multisystemic Disease would be more 
accurate but that just describes what it is.  

I like the name Systemic Environmental Disease or Multisystemic Environmental 
Disease maybe more accurate and specific.  
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"Multisystemic" describes the disease as effecting multiple systems which is true 
for every ME/CFS patient. This covers all the symptoms with just one word 
without implying severity of symptoms as we know that the severity of this 
disease can vary from very severe to very mild and can actually fluctuate quite a 
bit from year to year and even day to day. As most patients describe the disease 
starting from a sickness or flu, some describe becoming ill after an accident, and 
for some it seemed to gradually appear.  

The word Environmental would cover all potential causes for the initial disease as 
well as all the triggers that cause worsening symptoms and relapses. Using the 
word Environmental would also get more positive attention for further research 
as well as greater funding as many organizations and governments and all over 
the world are contributing more and more to environmental concerns.  

Hundreds of thousands of people have this disease and a lot of them are disabled 
enough that they have lost their jobs and sadly their friends and families. It would 
be taken more seriously now that people in general are noticing how our 
environment affects us all.  

It may also encourage good environmental practises, such as reducing toxic load 
and making healthier choices, which will help patients of this disease to become 
less symptomatic and possibly prevent new cases of this disease.  

At the same time bringing awareness to the environment looking at an even 
bigger picture, will help all diseases in different ways.  

And of course using the word "disease" is important to differentiate from a 
disorder or syndrome which causes patients to be treated poorly or have no 
treatment at all.  

I'm not sure if other ME/CFS patients would agree with the name Multisystemic 
Environmental Disease but I think it is more accurate than the current and 
proposed names. I think it presents purpose, validation, and accuracy.  

Thank you for taking time to read this. 

*  

I appreciate the hard work of the IOM.  
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As for the name, I like the "systemic" and "disease" part.  

I appreciate the "exertion intolerance" for what it is, and for it being the cardinal 
symptom of ME/CFS.  

I understand that the word "intolerance" probably has a different medical 
meaning than it does to the average person, but I fear that those of us who've 
been ridiculed for being "tired", will now be ridiculed for being "lazy". In fact, this 
has already shown up in many online comments.  

It's hard enough being sick, but we should not have to suffer from judgmental 
comments as well.  

Please, whatever you call it, educate doctors and the public how extremely 
debilitating it is to suffer from this condition. Dr. Cheney has said that the level of 
disability compares best with that of patients with heart failure who will die 
within 5 years, but we don't die. We continue in that debilitating state for 
decades.  

My understanding is that there are many research projects going on now, that 
may help shine additional light on this disease, including the fact that there is 
brain inflammation involved. Perhaps wait for some of these results to be 
finalized before deciding on a more appropriate name.  

Again, thanks to the IOM for taking this disease seriously. Please listen to them, to 
the patients, and to the doctors who treat this dreaded disease.  

But above all (except of course finding treatments, which I understand is not the 
topic of this survey) please, please, please educate people that we are SICK, very 
sick, and that dismissing us, deriding us, and telling us "I get tired too", "you need 
to exercise,” "try harder,” and "learn to live with it" is nothing more than abuse.  

We have been abused for decades, far too long, by doctors, insurance companies, 
friends, family members, the CDC, whoever is in the position to fund or perform 
research into this disease, and whoever is in the position to spread the 
appropriate information regarding the severely disabling nature of this disease. 
Please stop the abuse. 

* 
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There has been too much maligning of it and us in the medical and psychiatric 

profession and medical profession, and media and stigmatisation by the general 

public.  

Although it would be nice to keep the name and I think the name ME is fine, I am 

strongly in favour of a new name that does not suggest in any way that our illness 

is one which is psychological or psychiatric in nature, or that we are malingerers 

or people who just exaggerate normal symptoms of fatigue, etc.  

Also, I am very tired and discouraged from seeing all the infighting and 

hatefulness, including accusations of all manner of underhanded, manipulative, 

and subversive behaviour within the ME/CFS communities. I think these things 

are hurting as much as the attitudes of the general public.  

I believe that the psychiatric lobby has done the most harm, but they are players 

in a much bigger political game that is about money and power. If we can't try to 

understand which are the most serious issues to be concerned with and stop 

arguing about the details, particularly with accusations, which I see are often 

based on second or third hand information and misunderstandings of the facts, 

then this mess will never end.  

I am very discouraged in general, as I am 62 years old, have been ill for 13 years, 

and mostly bed bound for 2 years.  

I wonder if I will live to see any improvement in the treatment of this illness for 

me and others like me. 
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Criteria 

The most important is not the name itself, but how the diagnosis is set. 

*  

I think our first priority should be to get the definition corrected.  

Pain should be a core feature (at least an option, paired with O.I.). Exclusionary 

diagnoses should be added and severe patients should be discussed. 

 I do think the name is important and I like that Disease was added in this attempt 

by the IOM.  

I like the idea of Ramsay's Disease because I think patients all over the world 

could unite around it. 

*  

It's not the name that I have issues with. Sub-grouping in ME and CFS is critical 
and this just creates even more confusion where what was needed was clarity.  

Criteria for diagnosing SEID have never been studied.  

At least with Fukuda, CCC and Oxford, we had some clue as to the makeup of 
particular group using a particular diagnostic criteria. (Thanks to Dr. Jason.)  

At best, a marginally better name in exchange for potentially significant harm to 
anyone needing a USEFUL diagnosis. 

* 

The criteria worry me more than the name.  

No tests needed to diagnose this disease? The experts all use a series of tests and 

pattern emerges. Why should everyone not get the same tests they agree on?  

I would not trust the average doctor to correctly diagnose this disease with such a 

vague criteria relying on only patient self-reporting,  

They thought the CCC was too complicated? This is an extremely complicated 

disease to diagnose and treat. If the CCC and the primer made available by 
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experts is too complicated for a doctor then that doctor is not up to the task of 

treating an ME patient.  

Would they have MS patients treated in the same way? Without tests and 

without referral to a specialist?  

We need to train more doctors in this disease to accommodate the number of 

patients. 

*  

To me, the bigger concern is with the criteria and whether they are objective 

enough to avoid the conflation of diseases that we saw with CFS 

I think the description of the disease whether you call it SEID or ME is quite 

accurate and I applaud to that, but I still think this name does not describe 

accurately what is happening in your body when you have ME.  

But I also think there is progress in defining the disease and this is far more 

important than the name.  

For every new patient, there is an importance to be diagnosed quickly and to be 

recognized as someone being really neurological ill.  

(Excuse my poor English) 

* 

The IOM committee has failed to demonstrate minimal competency in creating 

new diagnostic criteria for the established neurological disease myalgic 

encephalomyelitis.  

The committee's "concerns" about the name were based on rank prejudice and 

were unscientific. The highly qualified 2011 ICC panel from 12 countries with 

collectively over 500 years of experience in the field found there was indeed 

sufficient published research evidence to justify continued use of the name ME 

for the disease.  

Attempting to change the name by the IOM panel is a brazen, politically 

motivated attempt to bury the neurological disease ME and its long history of 

numerous outbreaks in the 20th century.  
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The new diagnostic criteria developed by the IOM committee were inferior to 

both the existing CCC and ICC, and, therefore, completely unnecessary.  

The IOM diagnostic criteria failed to demonstrate the basic competence of the 

IOM committee in "redefining" a disease.  

The IOM criteria are overly inclusive and fail to list adequate exclusions, including 

an exclusion for primary psychiatric disorders. This will lead to over diagnosis of 

"SEID" and inclusion in the diagnostic category of patients without ME, or indeed 

any organic disease.  

The arbitrary 6-month delay in diagnosis will contribution to increased levels of 

disability and premature death due to the nature ME, which requires total rest as 

soon as possible after onset for the best prognosis.  

CFS patients without the symptom of PEM will be left without a diagnosis or a 

group identity.  

The IOM report will harm both ME and CFS patients.  

Finally, the creation of a new obfuscating name and botched diagnostic criteria, if 

implemented, will confound research and impede progress in understanding and 

treating the neurological disease ME potentially for decades to come. 

* 

I have been the chairman of the Danish ME Association since 2010.  

Denmark, and many other countries in Europe, take their cues from American 

policy.  

If the IOM’s report is adopted to describe CFS, then it needs to be clear that they 

are NOT describing ME.  

They call for more research, but the research that will come from using the IOMs 

diagnostic criteria will not be studying a clear ME population.  

If researchers use the SEID criteria and assume they are studying ME, then that 

will muddy the research waters to a degree that will be impossible for true ME 

patients to recover from. But then, maybe that is what they want.  



IOM Report Comments 

476 
 

IOM said they based their report on the CCC, but why in the world did they not 

use the ICC?  

If they had intended to define ME, then they would have used ICC, Ramsey and 

Nightingale.  

And the fact that Chalder’s Fatigue Scale is the first questionnaire they list to aid 

in diagnosis sends a clear message that they are still defining chronic fatigue in 

the psychiatric sense.  

The best thing about the IOM report is that the ME community can use it to draw 

attention to the fact that CFS is NOT ME. 

*  

My comment is about the list of symptoms you propose that American doctors 

use.  

You should just use the Canadian Consensus or International Consensus Criteria. 

Why reinvent the wheel?  

It is arbitrary to decide that there should only be four symptoms. 

* 

This is another disgrace by the US federal government--another means to 

trivialize a serious disease. Too many people will be diagnosed if so many criteria 

are left out.  

Let someone like Montoya who deals with viral impacts, etc. and who is on the 

cutting edge have some say along with the other experts and patients. 

*  

Including psychiatric diagnoses is a mistake….casts too broad a net. 

*  

I don't blame the 15 members that chose the name as they actually did what they 

were tasked to do.  

We didn't get our million dollars’ worth.  

I think the diagnostic criteria will work.  
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At 17/18 I could have been diagnosed instead of my early 40's.  

ME has been so maligned by the UK and Australia leaning so heavily on psychiatry 

that we need to break from them with an entirely different name and then 

_research_ and they can follow.  

By the way, those UK ME clinics are bilking their government at of a LOT of money 

pushing GET (which is injuring patients) and CBT where there is NO evidence it is 

working for REAL ME/CFS/SEID patients. 

* 

The criteria is not specific enough and will include patients with other fatiguing 
illnesses including depression.  

I would not agree that unrefreshing sleep is in any way descriptive of the initial 
onset symptoms.  

Clinicians will not take the time to read the 500 page description. 

*  

There has to be a lot of research to be done, including the immune system and 
brain abnormalities. Both will be understudied in this case I think.  

I also doubt it eliminates other diseases a hundred percent. Better take the 
existing ICC/ICP to create homogeneous subgroups. 

* 

If SEID is kept, please add a specification.  

SEID-ICC, SEID-Fukuda. In order to keep subgroups and not blunt further research.  

Also, make the SEID criteria more strict!  

People with major depression also fit these broad criteria (!)  

Make sure SEID stays out of the mental disease category when attributing a code 

to it. 

* 



IOM Report Comments 

478 
 

SEID, as a diagnosis, is an improvement for sure. 

* 

Weak diagnostic criteria.  

The diagnosis S.E.I.D. with this criteria would not exclude psychiatric diseases, 

which is extremely detrimental to the patient. 

 

SUPPORT THE REPORT 

We need to embrace the positive from this report and move forward. More 

funding will lead to better science and a proper name.  

We had such fears waiting for the IOM report but it has many positives and I 

believe it was a sincere effort.  

We need more cooperation. We’re getting close. Let’s not throw the baby out 

with the bathwater. 

*  

Backing the IOM report increases the chances of getting funding for centers of 

excellence and research, which is the most important thing.  

I wish people weren't so focused on the name, but on the substance of the 

report. 

*  

Personally I think we should get behind what the IOM are trying to do and move 

forwards and see what happens in five years.  

The important thing is research and care.  Many severely ill people are being left 

without care in America at the moment. 

*  

I fully accept and embrace this change. 

* 
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SEID wouldn't be my personal first choice, but now that the IOM has put it 

forward, I think the best option is for patients to accept it.  

SEID is way better than CFS. Fighting amongst ourselves about a perfect name 

isn't the best use of our energies. 

I think we should be using that energy to spread awareness and focus on 

disseminating all the good things in the IOM report. 

 

PROS AND CONS 

I feel at the same time happy and very unhappy with the name and further 

outcome from the IOM report.  

Of course, to be acknowledged as a serious disease that needs research (funding) 

right now is positive. Also positive is the open attitude of the committee: in five 

years a new investigation must take place to consider results from research that 

will come soon.  

But at the same time so much more is already known about ME, described in the 

ICC, which is not reflected in the outcome of the report.  

Also the very recent results from Japanese research about the inflammation in the 

brain is ignored, whereas this would justify the name ME.  

So in my opinion it is and a step forward and a step behind. 

*  

I want to thank the committee for its work. I know they were just doing their job 

and tried to do the best they could.  

I especially appreciate them trying to make clear how real and serious this disease 

is. I appreciate them actually calling it a disease.  

I know they were trying to think of ways to simplify things for physicians and to 

call attention to the legitimacy of this disease and how to diagnosis it. There is so 

much real physiological evidence! Everyone needs to know that. I am grateful that 

the new name calls attention to these things.  

And it needs to continue because it's obvious that many still want to believe lies.  
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I just wish there was a larger scale PR push by our government. ME/CFS patients 

are too sick and caregivers are too tired.  

Along with that, we need research dollars!! 16 million for male pattern baldness 

and ME/CFS patients who are dying get 5 million??? But the ME/CFS numbers are 

growing and something needs to be done.  

I know the ME advocacy groups are being hard on the committee. Please 

understand that we are all just so frustrated and angry. We are sick, we know we 

are sick and it seems like people don't care. How would you feel if you had to fight 

for your life against the very people who were supposed to be saving and helping 

you??  

I have not been involved with all of this very long even though I have had this 

disease for years. My diagnosis took so long because the medical community 

knew nothing about it and it was very hard on me, so it's easy for me to 

understand the frustration. It took 10 years and 10 doctors and I was seen at 

several prominent medical facilities including KU Med Center and Mayo Clinic.  

We just want to feel better. We just want to be well. We want to be heard. We 

want our lives back. We want to know that we are believed and supported. We 

want to know that our lives matter, to our government and to physicians who are 

supposed to "first do no harm". And to not be treated in a condescending manner 

and blown off.  

How would you feel if you had cancer and you were treated the way we are 

treated?? If it's hard to think about, imagine living it.  

Thank you again. 

*  

I appreciate the committee's volunteering and agree with highlighting PEM as the 

most pronounced symptom, but I found the SEID name difficult to remember and 

cumbersome.  

I agree that the narrative around CFS has to change as it still has a negative 

connotation in Australia and most GP's are still unaware of the varying array of 

symptoms that accompany this illness.  
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I have a specialist so am one of the lucky ones but there is still a lot of societal 

misunderstandings surrounding the impacts on everyday life and levels of 

functioning physically and cognitively. I have a diagnosis of ME/CFS and a 

separate diagnosis of ME/CFS and fibromyalgia by a rheumatologist.  

I am especially thankful we have such top researchers looking at treatments and a 

cure, please never give up. 

*  

I thought the IOM report was generally excellent.  

It was therefore that much more disappointing to have the panel recommend 

such a weak name. 

*  

I want the IOM members to know that I appreciate their efforts, but that the 

name change is not dramatic enough, and that their inclusion criteria are too 

broad, 

*  

I think it is wonderful that this terrible illness is actually finally being recognised as 

a disease. Thank you for that!  

However most people I know with this illness, including myself, want to have it 

called ME or Myalgic Encephalomyelitis. I hope we are listened to!!! 

*  

I am grateful for the IOM's work and hope that it moves us as patients towards 

being treated with the medical dignity and respect afforded other diseases.  

One day I would hope to receive some health care, or at least validation from my 

GP. This has not happened in three years of being ill.  

Indeed, the only piece of advice I have been given by my doctor is that 'the 

important thing is that you push yourself.’ 

*  
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I am so appreciative of the IOM's efforts, that I don't even know how to express it. 

Thank you.  

I wish you'd involved patients, researchers, clinicians, etc., in the name selection.  

Also, I wish the IOM had requested funding for CFS equal to AIDS, MS and cancer 

combined, for 2015 and on, until causes, treatment and prevention were found 

and available.  

Also, IOM should've recommended it be taught in all medical schools and 

continuing education for current physicians, clinicians, etc. 

*  

Obviously $1 million would have been better spent on research. But all told, this 

outcome wasn't nearly as bad as I was lead to expect. 

*  

I am thrilled just to finally have this disease recognized as real. Some of my 

symptoms have finally been listed, unlike before when the chief symptom was 

fatigue.  

There is so much more to this disease - and it is a disease, not just a syndrome.  

Hopefully with the new findings, that those of us that have not been taken 

seriously by some physicians, family and friends will now be recognized as a 

person with something real and not imaginary. 

*  

The IOM didn't rename our disease. They were charged with suggesting a new 

name, as a committee, and they did.  

They had to sign confidentiality agreements before starting, which hindered them 

from reaching out for suggestions or public discussion.  

I don't love the name they suggested, but I also can't fault the committee. It was 

the parameters of the study which were faulty. 

*  

The questions didn't leave scope for my opinion re the IOM's naming.  
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They didn't take public input because it was not within the scope of what they 

were tasked to do.  

They are merely suggesting a new name. It is not enforceable.  

I believe after they have come up with this name, public consultation should be 

sought by the HHS/NIH, etc., before they make any change official.  

At this stage it is merely a new suggestion. 

* 

I think those who participated in the IOM Report missed the opportunity to really 

raise the awareness and credibility of the illness ME/CFS people suffer with.  

Also for those who are suffering to get the legal cases accepted for disability, the 

SEID name, does not do justice to all the symptoms that affect patients.  

It’s a great disappointment to me! 27-year sufferer. 

 

Criticisms 

The IOM process has tried to reduce this illness to something less than it is leaving 

much of the most relevant research out of consideration.  

It fails to provide critical information that doctors and researchers need to better 

understand and help the patients. Their actions take the field back 25 years. 

*  

Although I personally opposed the IOM contract, those involved held the power 

to do one thing that could help patients in a profound way--recommend a name 

that legitimizes the illness, that attracts research dollars, and that interests 

researchers and practitioners.  

Along with processing disbelief of the name we are now burdened with, I am 

questioning the process in new ways.  

Why were reviewers slapped with gag orders? Why is one member of the panel 

using social media to gain patient approval?  

The more we learn, the more convoluted this process appears.  
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The lives affected by this illness name matter. Patients who are hanging on, 

seeking hope, trying to get the help they need matter. We matter.  

In my opinion, this name says nobody on the panel understands the real name-

associated issues affecting patients. 

*  

The IOM "ME/CFS" project is not legitimate and irrelevant to the disease Myalgic 

Encephalomyelitis.  

It was sad to see taxpayer money and valuable research money wasted in such an 

underhanded move by HHS.  

CFSCC/CFSAC has been making valid recommendations for more than a decade, 

and has been ignored.  

There have been at least four other name change campaigns, the latest 

overwhelmingly supporting ME and its newest definitions.  

Why should anyone take notice of IOM, who admittedly are just learning about 

this disease?  

Our researchers and experts spoke up with an unprecedented letter to the 

Secretary in 2013, speaking as one with patients, that we already have a 

definition and name.  

The IOM report needs a big INVALID stamped on every page. 

*  

The IOM is deliberately attempting to denigrate the people who suffer from a 

major debilitating condition. 

*  

I'm very concerned at the lack of exclusions in the proposed criteria. This means 
that if the criteria were used for research, the cohort could include those with 
primary psychological conditions.  

I'm also concerned about whether or not the term SEID is designed to replace 
only Chronic Fatigue Syndrome, or if it's designed to also replace the term Myaglic 
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Encephalomyelitis, considering that it uses ME's cardinal symptom in the new 
name.  

It's generally believed that these two conditions are different and separate, in 
spite of them being conflated by many bodies.  

If it's the latter, then I vehemently disagree that we should lose the term ME. It's 
already listed in the WHO's ICD10 at G93.3 and, as such, already has a history.  

I would strongly oppose any attempt by the IOM to lobby to replace this.  

If the International Consensus Criteria can advocate keeping the term ME, then 
we should continue to do so.  

Which brings me to the conclusion that this IOM report and the whole process 
has been a waste of $1 million when we already had the fully comprehensive ICC, 
developed by experts and specialists in the field. 

* 

Since patients have been deeply harmed and stigmatized by the government’s 

decision to change the name to chronic fatigue syndrome, the least they can do to 

make up for the years of suffering the name has caused is involve us in choosing 

an appropriate new disease name.  

Most of the IOM committee members are not ME researchers, doctors, or 

patients, and have no business deciding what to call it.  

We are the people who will live with this label.  

It is one thing for the IOM to do an independent literature review, which was 

controversial enough, but they do not deserve to name this disease. They have 

not earned that right.  

Anyway, if you call it SEID, it does not mean patients, researchers, or doctors will 

use it. That has been demonstrated with CFS already. 

*  
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I have concerns about the political influences operating on the IOM - it lacks 
credibility in relation to this disease. 

 

OBFUSCATION 

Even to want to change the name/criteria is again a denial of the disease, it’s so 

clear. What a shame!! 

* 

Why change a name that has been used all these years?  

Is this to distract the fact that so many people suffer and that there is not a good 

cure that can be offered?  

* 

The new name is an attempt to minimize the severity of the illness and to make 

the diagnosis of ME disappear. 

* 

Until the media get it absolutely correct and report any naming or 

recommendations totally without mention of CFS, it does not matter what HHS 

does with the IOM Recommendations.  

We need a total media blitz without historical bias or governmental influence.  

I just do not see that happening. We just do not need to wait five years before we 

can get any medical care that addresses the serve markers that have destroyed 

our lives.  

I firmly believe this is a name "implied" in a hallway conversation someplace that 

carried enough weight to influence the outcome from the IOM.  

I do believe that the panel did us some justice and compassion in their work 

together. I think that the entire process was a façade for the CDC and CFSAC to 

have total control over the entire process.  

The advocates from both angles put pressure on all of HHS and the IOM, which I 

personally was never acknowledged appropriately in the process.  
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I am going to die before this is ever resolved.  

Such is the life of chronic when the numbers of afflicted have grown daily.  

Thanks for all the commitment to this convoluted politicalized "disease.” 

* 

I am not encouraged that anything will change after the IOM process.  

We need research money and quality research into the abnormalities already 

proved by research. What is happening to our organs, especially our brains? Much 

should have already been done. 

Why does this illness trigger such negative reactions from government agencies? 

Why have we been subjected to such vitriol? 

There is now a new generation falling ill. Can we all just please try to help the 

children? 

Too many people with dreams of a future have given up so much.  

Will the government finally take down the roadblocks to help the children?  

Thirty years has been a long time to still be at square one. 

* 

Once again I feel this illness is being "treated" as an appeasement and insult to 

those of us suffering.  

More attention and early recognition of possible precursors needs to be made 

known and accepted in the medical community.  

We are "tired" of defending ourselves. 

* 

It is a further obfuscation of the disease in a long line of obfuscations and denials 

chronicled in e.g. Osler's Web (Hillary Johnson) and Skewed (Martin J Walker). 

*  

It is time to end the cover-ups!!! This is a pandemic now worldwide.  
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The immune system is dysfunction. Acquired Immune Deficiency Syndrome fits.  

I was part of the Grand Rapids Michigan Surveillance study, and did fight to have 

children be part of the studies. I have three children with it, and I have it. I ran 

support groups for children and adults and know firsthand what this does to 

people, and many pets that became sick.  

I put my money and trust in the only group that was really looking for the cause, 

The National CFIDS Foundation. We are past the cause and now looking for any 

treatments. 

*  

If the IOM succeeds in this totally inadequate redefining of ME, I insist on it being 

quarantined in the US until the HHS realises they have perpetuated a myth 

started by the CDC in the mid 1980's, that ME is NOT a real and physical multi 

system neurological disease that needs bio-medical research and proper medical 

treatment and respect from the health services, governments and health 

insurance companies.  

It does not need ANY psychiatric input AT ALL! 

*  

CDC needs to take active role to find a cause and cure.  

It appears that the sole reason to rename at this time is of course because money 

is the heart of the matter as social security is inundated with persons afflicted 

with this disease and no end in sight. 

*  

While it's good that the IOM has acknowledge that this is aa actual disease, it's 

still ludicrous that the CDC (and therefore the USG) has refused to accept a) the 

name that was in place before they started muddying the waters and b) the 

International Consensus Criteria for assessing patients.  

This has allowed agenda-driven charlatans like Simon Wesseley to claim that it's a 

psychological syndrome, to the detriment of many, many sufferers.  

What you do in America has impact beyond your shores. Don't ignore that. Do the 

right thing. 
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*  

The name does not reflect the cause!  

Hokama's testing eliminated all viruses.  

The scientists pointed to radiation as the cause of CFIDS/ME. The test were all so 
check by our own federal government uses for testing radiation closing your eyes 
and ears does change the outcome.  

It does show us this is a cover up by our government! 

* 

It's had too many name changes already when ME myalgic encephalomyelitis is 
the name the patients want.  

This is just further tactics to delay any serious biological research, and the 
corruption with the pharmaceutical/NHS/government and insurance companies.  

All to do with money, they don't care that we suffer. Which is astoundingly 
obvious when you look at the history of this illness, and most important the 
evidence that is ignored. 

* 

Even with the recommendations of the IOM which might or might not give 
research and treatment of ME a positive impulse, it is scary to think what other 
influences or persons or organisations with other interests (like insurance 
companies) may start playing a role diverting the IOM-advice to again a more or 
less psychosomatic disorder or even disease.  

* 

This is just another attempt to sweep me under the table, just as the CDC did by 
introducing the stupid CFS in the 1980s.  

The world and especially the USA cannot afford to recognise ME. They are broke 
from fighting other nations’ wars. 
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* 

When the IOM and the scientific world are ready to accept that these kinds of 
illnesses are infection-driven and caused by the use of vaccines, and genetically 
engineered organisms, then the patient population will be properly served.  

Unless and until that happens, they can invent all the names they want to hide 
behind "diseases" that are simply the manifestation of symptoms caused by 
infections which are activated in the body by a number of means, but are solidly 
proven in research and in genetic engineering patents to be the result of 
reactivated genetically modified organisms which have no business being in our 
bodies.  

But the IOM and the scientific establishment doesn't want to hear the truth nor 
wants the public to know the truth.  

Until that happens, what is the point of what you name anything? It is all invented 
"disease" with the same cause.  

Scientific irresponsibility.  

There was a reason there was a moratorium on genetic engineering ... it is 
dangerous and causing illnesses in people all over the world.  

* 

It's not quite accurate that the CDC "renamed ME" back in 1988. 

The illness being investigated by the CDC "possesses all the primary determinants 

of ME," but for anyone who read Osler's Web... there was so much more. 

Tons of new evidence not known in Ramsay ME for the very simple reason that 

the testing Cheney and Peterson used was brand new. 

To have just said the Tahoe illness was ME would be like impressing that new 

evidence backwards onto a dataset not yet tested for it. 

The CDC called this "ME plus" by the name CFS. 

Most likely with the hope that patients would be so eager to get rid of it that they 

wouldn't care that "ME" had just taken a giant leap forward. 
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Straus wanted patients to fight against the name, to get rid of the syndrome for 

him. 

What I was waiting for from the IOM is whether there was any provision to bring 

the entity back to the level it was when the CFS term was conferred. 

Or whether they wanted to "move on,” in accordance with Straus's design, to 

leave that evidence behind. 

The IOM clearly wants to "move on.”  
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STORIES 

Almost eight years ago, before CFS came a-calling on yours truly, I was a very 

healthy 50 year old who weighed a strapping 167 pound with a BMI of 12%. I was 

then an avid road cyclist who regularly took 50 mile rides, and who sometimes 

would ride another 25 just because I felt like it. I worked eight hour days as a 

carpenter, or more accurately, a self-employed Jack-of-all-trades.  

The point being made here is that I was, and always had been, abundantly 

energized. I loved physical exertion. I relished sweating. Conquer and overcome, 

that was my credo.  

Then, one November morning, while working at my craft, I observed that I didn't 

feel quite 'myself'. A day or two earlier, I'd noticed that I had a swollen lymph 

gland in the fold of my upper leg and my lower abdominal area. The client that I'd 

been working for dropped by, telling me about his morning, and mentioned that 

he'd just been to get his influenza shot, and that I should take advantage of the 

deal he'd received.  

"I may have already waited until too late," I replied, "I feel as if I'm already coming 

down with it."  

"Not to worry," he assured, "Since you're about to wrap up here we can start on 

our new project any time next week you feel like it."  

After completing the job, I went home and prepared for the week of misery. All of 

the signs of the influenza were there: eye pressure, raised body temperature, dull 

headache, lethargy, and that uneasy feeling that it usually brings. Days passed. 

The flu never came, yet the feeling of impending illness hadn't left.  

In addition, I was beginning to feel extremely exhausted. I could hardly vacuum 

the recording studio, or clean the ashes from the fireplace without having to sit 

and rest. Naturally, this was cause for concern, after all, I NEVER got freaking 

tired.  

The next week I was sitting in front of a physician, explaining my symptoms. 

Copious notes were taken, blood work and x-rays were ordered. All results turned 

up negative.  
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Next came the MRI, the stress test, another MRI, more blood tests, more this, and 

more that. Five weeks later, I felt no better, and still there was no prognosis.  

Each time I went back to the clinic to get my results, I was prepared for the worst. 

I knew they were bound to finally find something that was going to be bad, and 

terminal. Still, nothing.  

Eventually, I became sick and tired of being sick and tired. "Piss on this bullshit," I 

declared. "I'll train this crap out of me." After all, that is what I'd always done, just 

push through it.  

And with that I donned my riding attire, hauled my rollers out onto the veranda, 

and pushed my bike outside. I hopped into the saddle and started riding. After a 

few short sessions throughout the next few days, which left me consumed, I was 

really pissed, and was intent on knocking this stuff out of me.  

I was at least going to train for an hour, come hell or high water. That was the 

longest, most grueling hour of my life. After I'd finished, I virtually fell off of the 

bike. I actually nearly collapsed. My muscles felt as if they were made of lead, and 

my muscles were burning badly. My head was pounding. I was gasping for breath.  

This left me exasperated; my resting pulse rate was still 52 beats per minute. My 

blood pressure was 112/60...but I felt like I was 101 years old.  

That was the last time that I attempted to ride my bicycle. I was convinced that I 

was dying. And I was going through hell trying to explain to doctors and others 

how I was feeling.  

I told one, "After staying awake all night, do you know how disoriented you feel 

by noon the next day? That's how messed up I feel all of the time."  

To another I explained, "When you were a kid, did you wonder how Superman 

must've felt when he was weakened with Kryptonite? Well, now I know."  

To yet another I said, "Imagine waking up with a hangover, only to discover you 

are coming down with the flu. That's how I physically feel all of the time."  

They kept telling me that they could find nothing wrong with me.  
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To add insult to injury, I was asked on multiple occasions if I thought that I might 

be suffering from depression. I was appalled that a self-diagnosis was even 

suggested.  

"Hell no", I assured one physician, "but I certainly am suffering from a bad case of 

frustration, in that my condition is being written off as mental illness. I'm suffering 

from a physical affliction, I tell you."  

And that was only the beginning.  

I had to put myself through the humiliation of deciding that I was a broken 

individual. I had to shatter my self-esteem and start the process of filing for 

disability. That took over a year.  

In the end, I was denied my benefits. It was determined that I wasn't 'disabled 

according to law'. I was furious.  

It was only much later that I discovered precisely what 'according to law' implied. 

In every case trial, the defense of Chronic Fatigue Syndrome has been presented, 

argued, and won by those jackass disability attorneys, as a mental condition.  

In order to win cases and thereby receive their fees, the attorneys choose the fail-

safe argument, because they know that an emotional illness cannot be disproved. 

The winning argument, revolving around a false premise, sets a precedent, and 

every other case argument is based on the last determination. Every case takes 

'law' farther and farther from the truth, but the lie obviously satisfies the Social 

Security Administration. The disability attorneys that you see on television 

promising that they'll win your case are, in effect, authoring these erroneous 

laws.  

Therefore, if you, or anyone you know, suffers from CFS, it is only in their mind, 

according to law. It has become a wicked doubled edged sword for me.  

Bad Karma. You see, I was once one of those who believed that people only 

suffered from imagined illnesses, and that all they needed to do was get up off 

their asses and get a job. I once wished I could retire and devote all of my time to 

my craft.  

Now however, nature having forced my retirement, stripped me of my energy to 

carry out the work of my primary occupation, constraining me to draw on my 
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resources in order to make ends meet, and faced with a dreary life of struggling to 

maintain any semblance of a daily routine...  

I swear I'd take a good days work and a long bicycle ride over a million dollars, 

because all of the money in the world can't buy back what I want most. 

* 

I am 67 years old. After a spinal fusion, I woke up with fibromyalgia and chronic 

EVB and later was diagnosed with CFIDS.  That was 18 years ago. 

* 

I have been ill with this dreaded disease for 30 years, declining.  

I have severe autonomic and neuro dysfunction, impaired eyesight, heat/cold 

intolerance, cognitive symptoms, short-term memory loss, bedbound, 

housebound, heart/cardiac abnormalities and POTS. 

* 

I have been ignored by the medical system and family.  

* 

I have been volunteering with the National ME/FM Network here in Canada for 

the past seventeen years since I was given a diagnosis by a neurologist/virologist.  

I have written my mismanagement of diagnosis and care in a book. 

* 

Central nervous system dysfunction, especially inconsistent. Not able to control 

vital body functions within normal limits. Neurological. 

* 

I would like to make more comments, but am having a bad crash today so this 

was all I could do. 

I can’t believe this. I have 20 years fibro. I have every day pain and I have tried 

everything. Nothing helps. 

This is real and not in our head. 
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* 

My wife has had ME/CFS and fibromyalgia for over 11 years - and I can see how 

life-altering, limiting and threatening this disease is. 

* 

Please, support doctors that really want to make a difference with their 

investigation but who are denied by their government and can't get any money 

for research like Prof Kenny Demeirleir (Belgium). 

His therapy is now not accepted by healthcare and too expensive for most of the 

people. Make that also nutritional vitamins can be paid by health care as we need 

so much of this. 

* 

Please take it seriously. 

I used to love to move, but I simply can’t any more. 

CFS for 16 years, I’m 42 now. Big part of my young life was determined by it.  

No job anymore, loved my work! 

I just want to be healthy, but it’s no ‘movement’ issue. It’s a lot more than that. 

All the body processes are influenced by CFS. 

It seems like there's nothing working properly, although they can't see anything in 

a standard blood test and the tests that Prof De Meirleir is using are not paid by 

the health insurance. But in his tests, he can see abnormalities (natural killer cells, 

RNase, all types of mycoplasmas). 

Please help us, there are becoming more and more people with CFS, even 

children. 

 

MISTREATMENT 

Society does not know how damaging this horrific disease has been to millions. 

There is no respect for those who are ill. 
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* 

Such a disgrace, the way this disease has been treated by governments and 

medical the last 30 years and ignoring 4000 studies showing abnormalities is in 

humane and scandalous. 

* 

There is so much politics and economics surrounding chronic neuroimmune 

disorders. It is a shame that people inflicted with these ailments must endure the 

social and professional backlash created by this.  

The creation of theories that these diseases only exist as an emotional 

hypochondriacal disorder has done the most harm. This needs to be reversed in 

order to concentrate on finding causes and cures. 

* 

It appears that many of these related conditions (MS, ASD, DD as well as psyche 

and cognitive issues) are being diagnosed flippantly yet are not being effectively 

investigated in terms of causation, especially by physicians, hospitals and larger 

health care centers that take insurance.  

This group of physicians often cause more harm to the patient physically and 

emotionally.  

The science that is already available needs to be expanded and policy needs to 

change to support the treatment.  

Too many of our doctors’ licenses are also put in jeopardy as a result of insurance 

companies or fellow "colleagues" care to disagree.  

This is especially true with children and parents losing custody to the state 

(Boston Children's Hospital is a good example) or patients are committed to 

psychiatric wards that offer nothing in terms of care or support. It's a waste of 

time, lives and a financial drain on the system. 

* 

What will it take to have the voice of the patients heard? 



Additional Comments 

499 
 

It is 30 years since I have been diagnosed.  Why has there been no genetic 

sequencing for this disease? 

* 

The disease starts with inflammation of the cells. 

And because you do nothing, we become sicker. 

Our immune system is broken. Hormonal problems, intestinal and muscle 

problems. And many other problems. 

You guys make us sicker. 

Why? We cost too much money. 

The situation as it is now iIs nothing short of scandalous.  

* 

Please start real research with real scientists instead all those shrinks telling 

whatever the insurance company wants to hear. 

 

THE DISEASE 

As time increases for the patient with this illness, there are various stages to this 

illness increasing both in severity and systemic ANS/CNS dysfunction. 

* 

In my humble opinion, the illness affects the neuro-endocrine system, autonomic 

systems, the limbic system, the hypothalamic pituitary adrenal axis, the 

gastrointestinal tract, the microbiome, cognitive function and may cause 

mitochondrial failure along a raft of hormonal, neurologic, emotional, social and 

physical concerns. 

* 

Case definitions for the illness exist. A causal factor is lacking but a single causal 

entity is not likely to be relevant. It's likely multifactorial. Hence management is 

multifaceted.  
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WISHES 

It is my greatest wish that we, patients, are finally going to unite us and that we 

join forces worldwide. Let’s do it! 

Too fatigued to comment. I thank everyone for their effort and work to make 

things better.  

Here's to the help and understanding we need. And treatments and a cure. 

 

OTHER LANGUAGES 

Ik denk dat ze gewoon eens een medicijn moeten zoeken voor de ME/CFS 

patiënten inplaats naar een naam. ME/CFS is genoeg  

* 

ME/CVS, de ziekte is er in verschillende gradaties, de naam is voor iedereen nu 

duidelijk, dus zo laten. Anders duurt he weer 30-40 jaar voor men eet wat SEID 

betekent. Laat ze aan het werk gaan om met oplossing voor de ziekte te komen 

ipv te ouwehoeren over een andere naam. 

* 

Laten zoals het is, was CVS/ME 

 

ON THE SURVEY 

I truly hope someone is paying close attention in this survey. 

* 

I hope you make the results of this survey available to those who participated and 

to the public. 

* 

Thanks for giving this chance to avoid further stigma for ME/CFS patients. 
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* 

Thanks for doing this! 

* 

Thanks 

* 

Thank you for this good work. 

* 

Thank you for finally asking our opinion. 

* 

Thank you for asking. Good luck! 

* 

Thanks for putting together this survey. I hope it will be sent to the HHS, not the 

IOM. 

* 

Thanks for speaking up, Lisa 

* 

Thanks for your efforts creating this survey. 

* 

The survey questions show the bias of the researchers. No questions about 

agreement with ME/CFS. 

Either the government agencies will accept the proposed name SEID or they will 

opt to keep, for now, CFS. You are unrealistic to think that any of the other names 

offered for vote in your survey will be adopted.  

* 

The implication of this survey is that you think the IOM did a poor job. I don't 

share your view.  
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You self-appointed "advocates" have neither the intelligence nor political savvy to 

move patients' quest for justice and more funding for research forward. 

* 

I listed Neuroimmune Disease as my 2nd choice then saw 

NeuroEndocrineImmune Disease in the proposed names list. I'd like to choose 

that one! Thanks!  

Excellent job, ME Advocacy 

* 

Thank you for your concern. :-) 

* 

Thank you for taking the time and making the effort to involve the ME/CFS 

community in the process of selecting a name for this DD ! 

* 

I'm a caregiver to two sons with a ME, POTS, CVID diagnosis. You didn't list 

caregivers in your survey so I selected advocate. 

*  

I don't even have enough energy to give your great survey the attention it 

deserves. Thank you. 

*  

Thank you for asking -- it feels gratifying to know that people want to help! 

There's no box for my thoughts! This is mostly a negative survey 

*  

Thanks for the opportunity to be a part of this survey. 

*  

Bless you for doing this. I've designed surveys myself and you must've worked so 

hard to get this out so quickly, and make it so M.E.-user friendly. THNK YOU. So 

important that IOM know. 
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*  

How can you do a legitimate survey without giving people the opportunity to say 

what they do like about the name? 

*  

This survey seems to be leading people to be negative toward the name. It is not 

an unbiased survey. I hope that you give those of us a chance to say why we feel 

this working name is appropriate, like you give those who are against it a chance 

to state their stance. 

*   

I felt you have asked some leading questions which will only encourage further 

misunderstanding of the fact the IOM process needs to be secretive in order to be 

fully independent (for all diseases) and the name change is only a 

_recommendation_ (i.e. proposal) at this stage.  

I wish you were working on more scientific understanding, access to medical 

people who won't just label us as psych cases, cures or just symptom relief then 

fiddling around with names. 

* 

It is very obvious by the way this survey is structured that it is strongly biased 

against the new name SEID. :-( 

*  

Thank you all for putting out this survey, we need our voices to be heard. 

Blessings. 

* 

Cheers  

*  

Thank you for your action against this horrible name. Love from Belgium. 

*  

Thanks for listening. 



Additional Comments 

504 
 

* 

Thank you for taking care of us and asking. 

*  

Thanks for doing this! 

*  

Thank you for the opportunity to weigh in. 

*  

Thanks for this opportunity to voice my opinion about my preferences of naming 

this disgusting, debilitating disease.  

*  

Any other opinions I have are already voiced by thousands of sufferers. 

*  

Thank you for this survey! 

* 

The people who made this survey don't understand the standards for naming 

diseases.  

Many of the choices they provided have no real possibility of being adopted.  

Do some research, people. 

*  

In your list of interested parties, you need to add in 'carer', and 'friend/family 

member/colleague' of patient. Maybe also 'employer'. 

*  

Thank you for giving me the chance to express myself on the subject, keep the 

good work! 

*  
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Thank you for all that you do on behalf of patients, and for providing this survey 

to give us some input, it is greatly appreciated.  

*  

Thanks for your work and efforts! 

  

Everything has already been mentioned in this survey. Good job! 

*  

Thank You for this survey! I Bless You With Peace. 

*   

I feel the first section {of this survey} was a bit misleading in that the IOM didn't 

rename our disease. 

*  

Thank you for this survey. 

  

Thank you for letting me comment on this. Hopefully what I offered was useful. 

Thank you. 

*  

Thank you for creating this survey.  

* 

Thank you for your work on our behalf!  
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Kristina Bray – Change.Org 

Petition: Cease calling for and/or reject a change in the name of ME to SEID 

As sufferers of, carers for or supporters of people suffering from the debilitating 
neurological illness M.E. (Myalgic Encephalomyelitis) we call upon the IOM 
(Institute of Medicine) to cease any attempts to have M.E renamed as S.E.I.D. We 
also call upon the HHS (US Department for Health and Human Services) to reject 
the aforementioned name change.  

As people with first hand experience of the horrors of ME we do not feel that 
"Systemic Exertion Intolerance Disease" in any way expresses the severity, 
complexity nor the full impact that ME has on those who suffer from it. Indeed, 
we feel that changing the name will hinder, rather than help people in seeking 
proper diagnosis and/or medical support and could also undermine attempts to 
raise awareness of this serious and chronic condition among the general public.  

Sufferers of ME need awareness, support and treatment in the short term and 
research over the longer term to give them the best possible chance of achieving 
improvement, they do not need a "re branding" exercise that can do nothing to 
tackle the real struggles faced by people with ME. 

https://www.change.org/p/institute-of-medicine-cease-calling-for-a-change-in-

the-name-of-me-to-seid 

 

Cheryl Coon – Disability Blog 

When the news spread that the Institute of Medicine was looking at CFS/ME, 

many diagnosed with this debilitating disease were hopeful that it was another 

step towards public recognition that this disease is not in their heads.  

But the new name “systemic exertion intolerance disease” doesn’t seem large 

enough to encompass the disease.  

While sufferers do share in common an exhaustion and fatigue that is chronic and 

severe, the new name doesn’t seem to insure that the disease will be taken 

seriously any more than did “chronic fatigue syndrome”, which was coined in 

1988. 

https://www.change.org/p/institute-of-medicine-cease-calling-for-a-change-in-the-name-of-me-to-seid
https://www.change.org/p/institute-of-medicine-cease-calling-for-a-change-in-the-name-of-me-to-seid
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http://www.stc-law.com/socialsecurity/does-a-name-matter-chronic-fatigue-

syndrome-cfsme-versus-systemic-exertion-intolerance-02-2015 

 

Robin Funk (ME Advocacy) - The Washington Post 

The new name, Systemic Exertional Intolerance Disease or SEID, also is causing 

controversy.  It still does not adequately convey the seriousness of the disease, 

again connoting that we are just lazy. 

http://www.washingtonpost.com/news/to-your-health/wp/2015/02/25/new-

chronic-fatigue-syndrome-report-doesnt-help-us/ 

 

Leonard Jason - Oxford University Press Blog 

Several individuals were even more critical in their reactions — suggesting that 
the Institute of Medicine-initiated name change effort represented another 
imperialistic US adventure, which began in 1988 when the Centers for Disease 
Control changed the illness name from myalgic encephalomyelitis (ME) to chronic 
fatigue syndrome. Patients and advocacy groups from around the world could 
perceive this latest effort to rename their illness as alienating, expansionistic, and 
exploitive.  

The IOM alleged that the term ME is not medically accurate, but the names of 
many other diseases have not required scientific accuracy (e.g., malaria means 
bad air).  

Regardless of how one feels about the term ME, many patients firmly support it. 
Our research group has found that a more medically-sounding term like ME is 
more likely to influence medical interns to attribute a physiological cause to the 
illness.  

In response to a past blog post that I wrote on the name change topic, Justin 
Reilly provided an insightful historical comment: for 25 years patients have 
experienced “malfeasance and nonfeasance” (also well described in Hillary 
Johnson’s Osler’s Web).  

 

http://www.stc-law.com/socialsecurity/does-a-name-matter-chronic-fatigue-syndrome-cfsme-versus-systemic-exertion-intolerance-02-2015
http://www.stc-law.com/socialsecurity/does-a-name-matter-chronic-fatigue-syndrome-cfsme-versus-systemic-exertion-intolerance-02-2015
http://www.washingtonpost.com/news/to-your-health/wp/2015/02/25/new-chronic-fatigue-syndrome-report-doesnt-help-us/
http://www.washingtonpost.com/news/to-your-health/wp/2015/02/25/new-chronic-fatigue-syndrome-report-doesnt-help-us/
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This is key to understanding the patients’ outrage and anger to the IOM. 

http://blog.oup.com/2015/02/disease-name-chronic-fatigue-syndrome-me/ 

 

Cort Johnson – Health Rising 

Names are just so tough. Finding a name for the two websites I created was 

brutal, but naming a disease is something else. Ron Davis said the committee 

went through over 100 options and stated they really struggled with it. He didn’t 

feel they’d found the perfect name, but citing his struggles getting the seriousness 

of the disorder striking his son across to others, that it was essential to get rid of 

the chronic fatigue syndrome name once and for all. 

The committee proposed that chronic fatigue syndrome or ME/CFS or ME or 

whatever you want to call it, would henceforth go by the somewhat awkward 

sounding, but nevertheless very descriptive “systemic exertion intolerance 

disease” 

Fatigue is finally out and post-exertional malaise, i.e., “exertion intolerance” is in. 

Syndrome is out and disease is in – two substantial steps forward. With this name 

“ME/CFS” finally has the opportunity to be known by its core characteristic – an 

intolerance to – not a problem with – but an actual intolerance to - exertion. The 

committee clearly put a priority on producing a very descriptive name. That 

meant naming it after a person (“Ramsey’s disorder”) was out, as was probably 

the crowd favorite, myalgic encephalomyelitis (ME).  

As good as ME was it simply did not describe anything close to the range of 

research findings in this disorder. Scientifically the members of the committee 

could not justify using it. SEID says what it is – there are no mysteries involved. 

Any doctor should immediately understand the prime characteristic of the disease 

– an inability to exert oneself – and refrain from pushing patients too hard, simply 

by hearing it. Telling them to go exercise themselves out of this illness should 

disappear. That would help an awful lot of people. 

http://www.cortjohnson.org/blog/2015/02/10/iom-swings-fences-proposes-new-

name-definition-chronic-fatigue-syndrome/ 

 

http://blog.oup.com/2015/02/disease-name-chronic-fatigue-syndrome-me/
http://www.cortjohnson.org/blog/2015/02/10/iom-swings-fences-proposes-new-name-definition-chronic-fatigue-syndrome/
http://www.cortjohnson.org/blog/2015/02/10/iom-swings-fences-proposes-new-name-definition-chronic-fatigue-syndrome/
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Cort Johnson – Health Rising 

The P2P and IOM reports – both federally funded – that assert ME/CFS should 

receive far more resources have a much greater chance at changing the 

“listening” this disease gets at the NIH and producing change. It’s unfortunate, in 

my opinion, that the proposed name change is overshadowing the most 

important outcomes of these reports: the opportunity to more effectively 

advocate for more resources.  

The IOM Committee considers SEID to be a temporary name that will be eclipsed, 

sooner hopefully rather than later, by a more physiologically appropriate name. In 

order for that to happen, though, ME/CFS needs more funding. In order for 

appropriate treatments to be found and developed ME/CFS needs more funding.  

Funding ultimately takes care of everything – changing the name does not. 

Mounting an effective advocacy movement to obtain more funding and produce 

Centers of Excellence where patients can have access to the best treatments 

available is the most critical factor right now. 

http://www.cortjohnson.org/blog/2015/02/17/name-name-name-controversy-

continues/ 

 

Cort Johnson, Health Rising 

Unless the DHHS leans heavily on historical factors and patients’ wishes, my guess 

is that the DHHS would not, in this day and age, go with ME. I’m also guessing that 

NEID is simply too vague for the researchers populating the DHHS to agree to as 

well.  

Those are just guesses but if they’re true that would leave the DHHS with the 

choice of formally accepting the name as it is (ME/CFS) or going with SEID. The 

advantage of ME/CFS is that it does bring ME into the equation in perhaps the 

only way the scientific community may allow it to be brought – as a historical 

factor. The disadvantage is that CFS is still in there, the name is really long and 

difficult to explain and it’s basically confusing.  

SEID does accurately describe the core symptom in this disorder, and would 

surely help doctors and others understand the disorder better, but it’s not well-

http://www.cortjohnson.org/blog/2015/02/17/name-name-name-controversy-continues/
http://www.cortjohnson.org/blog/2015/02/17/name-name-name-controversy-continues/
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liked by a patient community that is very wary of another symptom-based name 

that may be misinterpreted.  

http://www.cortjohnson.org/blog/2015/02/22/new-name-chronic-fatigue-

syndrome-community-survey/ 

 

Gary Kaplan, D.O. – U.S. News & World Report 

The IOM proposed the name Systemic Exertion Intolerance Disease to replace 

CFS. While I completely agree that a name change is necessary, as many consider 

CFS to be both stigmatizing and/or trivializing, SEID is not appropriately 

descriptive. It does not speak to the underlying complex pathophysiology of the 

disease but remains descriptive only of what is now regarded as the hallmark 

symptom – post exertion malaise.  

The World Health Organization regards CFS as a neurologic disease, and the 

International Consensus Criteria regards it as an immunological mediated neuro-

inflammatory disease with multi-system manifestations.  

The term Myalgic Encephalomyelitis speaks to the pathophysiology and is 

accepted worldwide. ME does not carry a negative connotation, and I believe it 

should have been accepted by the IOM. 

http://health.usnews.com/health-news/blogs/eat-run/2015/03/02/whats-

missing-from-the-iom-report-about-chronic-fatigue-syndrome 

 

Meghan O’Rourke - The New Yorker 

The language that we use to talk about diseases shapes our understanding of 

them, as I myself found in the years in which I was mysteriously ill before being 

given a diagnosis. And so the I.O.M.’s proposed new name for chronic fatigue 

syndrome is meant to elicit broader recognition of the condition’s severity. The 

use of the word “fatigue,” after all, invites a misapprehension: we presume to 

know what it feels like, when in fact the fatigue that affects ME/CFS patients is as 

different from regular, end-of-the-day tiredness as Ebola is from the common 

cold.  

http://www.cortjohnson.org/blog/2015/02/22/new-name-chronic-fatigue-syndrome-community-survey/
http://www.cortjohnson.org/blog/2015/02/22/new-name-chronic-fatigue-syndrome-community-survey/
http://health.usnews.com/health-news/blogs/eat-run/2015/03/02/whats-missing-from-the-iom-report-about-chronic-fatigue-syndrome
http://health.usnews.com/health-news/blogs/eat-run/2015/03/02/whats-missing-from-the-iom-report-about-chronic-fatigue-syndrome
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The I.O.M. paper is undoubtedly an important advance, but not all ME/CFS 

patients are convinced that rechristening their disease will help. “It’s hard for me 

to understand how they came up with a name that, to me, is as bad and as 

stigmatizing as CFS,” a patient in San Francisco told me. (She was nevertheless 

impressed by the report’s rigorous summary of the medical literature.) “I asked a 

few friends what they thought, and the first response was, ‘Wow, that sounds like 

a euphemism for laziness.’ ” 

http://www.newyorker.com/tech/elements/chronic-fatigue-syndrome-iom-

report 

 

Lisa Petrison - Paradigm Change 

Some people seem to be thinking that SEID is not expected to be the permanent 
name of the disease – just something temporary until another name is found in a 
few years. 

I really hate to say I am ever in agreement with Simon Wessely about anything at 
all, but it does indeed seem like it is a recipe for confusing the heck out of 
ordinary practitioners to change the name to one that nobody really likes with the 
plan of changing it again soon. 

Insofar as the name of the disease is going to be changed, I think it should be to a 
name that we can feel really good about and want to use permanently. 

Unless and until a better name is found, when I mean ME, I’ll just say ME. 

http://paradigmchange.me/wp/iom/ 

 

Mary Schweitzer - Slightly Alive 

The name SEID (Systemic Exertion Intolerance Disease) is a train wreck.  Yes, they 

gave us ‘disease’ instead of ‘syndrome’ - but I doubt it will make much 

difference.  ‘Exertion intolerance’ will be viewed by most people - including most 

in the medical profession - as a fancy way to say CFS.  And if you had any doubts, 

in the flow chart to assist diagnosis that is in both the report and the physician's 

http://www.newyorker.com/tech/elements/chronic-fatigue-syndrome-iom-report
http://www.newyorker.com/tech/elements/chronic-fatigue-syndrome-iom-report
http://paradigmchange.me/wp/iom/
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guideline, the top and defining symptom is ... ‘Fatigue.’ (P. 7 of the full IOM 

report)” 

http://slightlyalive.blogspot.com/2015/02/the-iom-report-on-mecfs-

seid.html?spref=fb 

 

Jennifer Spotila - Occupy CFS 

Name: CFS is out, but so is ME. Citing a need to focus on the key feature of the 

disease, the committee proposes Systemic Exertion Intolerance Disease. Um, 

what? Dr. Lenny Jason told David Tuller that the patient community will not like 

or accept this name. I think he’s probably right about that. 

http://www.occupycfs.com/2015/02/10/iom-report-card/ 

 

David Tuller, The New York Times 

Leonard A. Jason, a psychology professor at DePaul University in Chicago and an 
expert on the illness, predicted that patients would be reluctant to accept the 
new name. 

“The committee has come up with a name without vetting it,” Dr. Jason said. 
“And they will basically get a tremendous amount of discontent and 
dissatisfaction right from the starting point, because the patients want something 
very different.” 

Many strongly prefer myalgic encephalomyelitis, because it underscores a 
physical basis for the condition. But the authors of the new report said that 
myalgic encephalomyelitis “does not accurately describe the major features of 
the disease.” 

Although some research has suggested that inflammation of the central nervous 
system is involved, its role is not proven, and muscle pain is not as prominent as 
other features. 

http://well.blogs.nytimes.com/2015/02/10/chronic-fatigue-syndrome-gets-a-

new-name/?_r=1 

http://slightlyalive.blogspot.com/2015/02/the-iom-report-on-mecfs-seid.html?spref=fb
http://slightlyalive.blogspot.com/2015/02/the-iom-report-on-mecfs-seid.html?spref=fb
http://www.occupycfs.com/2015/02/10/iom-report-card/
http://well.blogs.nytimes.com/2015/02/10/chronic-fatigue-syndrome-gets-a-new-name/?_r=1
http://well.blogs.nytimes.com/2015/02/10/chronic-fatigue-syndrome-gets-a-new-name/?_r=1
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Erica Verrillo - Onward Through the Fog 

If the IOM failed in its charge to define the illness, it crashed and burned where 

naming it is concerned. Systemic Exertion Intolerance Disease is a name that 

means nothing. It is inappropriate, not just for this illness, but for any illness. 

Illnesses are never named after a single non-specific symptom. If they were, we 

would have Coughing Disease, Diarrhea Disease, Itchy Skin Disease. Naming this 

illness after a non-specific symptom is what has caused so much damage over the 

past three decades. "SEID" repeats the error. 

For decades patients and ME/CFS specialists have complained about the 

derogatory name "chronic fatigue syndrome." The discussion of what to call this 

disease has raged since the term CFS was first coined in the 1980s, leading many 

people to assume that no matter what you called this illness it had to be 

preferable to CFS. "Get rid of CFS," they said. "Anything is better." 

 

Now we have a new name, and it is no better - possibly even a little worse - than 

CFS. 

http://cfstreatment.blogspot.com/2015/02/the-iom-report-good-bad-and-

absolutely.html?m=1 

 

Erica Verrillo – Onward through the Fog 

It needs to be pointed out that "exertion intolerance" is a new term. Medical 
professionals are not familiar with it, and, more importantly, insurance companies 
do not include it on their roster of conditions that can be tested for. Exercise 
intolerance, on the other hand is familiar to both physicians and insurance 
companies. It is, however, not specific to ME/CFS, and therefore is fairly useless 
as a description. 
 
Dr. Clayton has responded to the objections raised against the term SEID by 
saying that SEID could be used in addition to CFS and ME, each one of which 
would have its own definition. Clayton's solution would make it impossible for 
anyone to diagnose this illness - which defeats the whole purpose of the million-
dollar IOM study. 
 

http://cfstreatment.blogspot.com/2015/02/the-iom-report-good-bad-and-absolutely.html?m=1
http://cfstreatment.blogspot.com/2015/02/the-iom-report-good-bad-and-absolutely.html?m=1
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Do we really need yet another acronym? Why not simply do away with CFS, and 
replace it with a name that has historic continuity, for example, ME? And 
wouldn't it have been more efficient to adopt the criteria that specialists have 
already devised for the illness (the CCC) rather than reinvent the wheel?  
 

http://cfstreatment.blogspot.co.uk/2015/03/petition-launched-against-seid.html 

 

Peter D. White, M.D. - Medscape 

The weight of research supports the separate existence of a CFS, particularly after 
certain infections. Calling it "myalgic encephalomyelitis" (ME) would be an error, 
because the evidence that CFS is an inflammatory condition of the central 
nervous system is limited. Diagnostic labels matter, and an inaccurate description 
of an implied yet absent pathology can be as disabling as much as a label of a 
syndrome for which effective treatments exist can be enabling…. 

I would suggest that the new proposed name of SEID may be less helpful. 

Systemic implies that the condition affects many body systems, but even the most 

replicated abnormality, of a downregulated hypothalamic-pituitary adrenal axis, 

only affects a minority of patients and is probably a secondary phenomenon. The 

report itself suggests that other replicated findings in other systems, such as 

reduced natural killer cell activity, are nonspecific.  

Exertion intolerance is consistent with a characteristic feature of the condition, 

but another characteristic feature is that the fatigue is not relieved by rest, so the 

illness is more than just being ill after exertion. Disease implies that there is an 

established pathology, but the report itself again suggests that no pathology has 

been properly identified.  

A more convincing name or names for the condition will come from a better 

understanding of its pathophysiology, which itself will come from studying the 

heterogeneous subgroups that many researchers and clinicians already accept as 

the reality of this condition. The definition of a syndrome defined by chronic 

fatigue, CFS, is consistent with our current understanding. 

http://www.medscape.com/viewarticle/841289 

http://cfstreatment.blogspot.co.uk/2015/03/petition-launched-against-seid.html
javascript:newshowcontent('active','references');
http://www.medscape.com/viewarticle/841289
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HEALTH RISING 

550 participants  

  

Round 1: 

ME – 26% of total points 

Ramsay’s Disease – 20% 

ME/CFS – 20% 

CFS – 17% 

SEID – 17% 

 

Round 2: 

ME – 789 points 

NEID – 725 points 

ME/CFS – 592 points 

Ramsay’s Disease – 531 points 

CFS – 515 points 

SEID – 481 points 

 

http://www.cortjohnson.org/blog/2015/02/22/new-name-chronic-fatigue-

syndrome-community-survey/ 

 

 

  

http://www.cortjohnson.org/blog/2015/02/22/new-name-chronic-fatigue-syndrome-community-survey/
http://www.cortjohnson.org/blog/2015/02/22/new-name-chronic-fatigue-syndrome-community-survey/
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CANARY IN A COAL MINE 

280 people 

Results were reported on Facebook 

 

What do you think ME/CFS should be called? 

46%  ME 

11%  SEID 

5%  CFIDS 

5%  ME/CFS 

33%  Something else entirely 
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NOTE: These are comments by clinicians (MD’s, DO’s, DDS’s, PA’s, NP’s) about the 

name in the Medscape article about the IOM report. The individual’s stated 

specialty is mentioned at the top of each comment. Comments from clinicians 

who acknowledged also being patients or specialists in the disease are excluded. 

 

Neurology 

Hype-driven decision. 

* 

Internal Medicine 

What a flying crock!!! Let's just add one more waste basket term that's useless in 

clearly defining CFS. One wastebasket term is enough. Let the Brits keep theirs 

and we'll keep ours.   

Yes, it's a disease. No, we don't know what causes it or how to cure it. Until we 

do, making up new names for it is ridiculous.  

* 

Dentist 

Ouch!  Sorry!. This new moniker sounds more like 'self-determination inertia' or 

'multiple social service benefits syndrome' I'd have 'em go back to the drawing 

boards. Field a contest for best new name. Winner gets an all-expenses paid 

vacation to a region on the planet of their choice, least impacted by climate 

change. 

All kidding aside...Causalgia evolved into Complex Regional Pain Syndrome. Seems 

to me that Complex Systemic Fatigue Syndrome would have been a suitable 

descriptor for the characteristics outlined. 

* 

Rheumatology 

First it was neurasthenia, then non-articular rheumatism, then psychogenic 

rheumatism, then fibrositis, then fibromyositis, then back to fibrositis, then 

fibromyalgia syndrome......now "SEID." When will it end? 
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* 

Pediatrics  

In my career in medicine [35 years ], very few if any  "diseases " have had to 

change their name to get adequate recognition  or to distance themselves 

from  negative connotations associated with their original name. Just a comment, 

that's all. 

* 

Internal Medicine 

What a great new name for an old poorly diagnosed and poorly treated disease 

* 

Rheumatology 

What's the need for the new name? I don't like it. Who are the members of 

the IOM? Is any member there in such a prestigious organization an experienced 

rheumatologist who has seen these patients before?   

* 

Family Medicine 

"A rose by any other name would smell as sweet" 

* 

Neurology 

The new name seems to be nothing more than an exercise in rebranding. 

At best it is redundant--what additional information does the word "systemic" 

provide to "exertion intolerance disease"?  

Next, given the lack of clear etiology in most cases, it still remains more of a 

syndrome than a disease; there could potentially be various causes for the same 

constellation of symptoms. That makes "exertion intolerance syndrome" a more 

accurate moniker; given that people have fatigue even in the absence of 

significant exertion in most cases, why is that any better a description than 

"chronic fatigue syndrome"?   
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Well, at least they didn't choose myalgic encephalomyelitis, which is simply 

incorrect. 

* 

Nurse Practitioner 

Why systemic exertion intolerance disease? Why does it need a new name? 

* 

Family Medicine 

Elimination of stigmata sounds more like exorcism than medicine. 

* 

Emergency Medicine 

250 pages just to call something a new name?  I had no problem with the old 

name, nor any problem recognizing that it is a real "thing" that we don't have a 

very good handle on.  I see nothing new here that would cause me to give any 

more hope to the poor people who suffer from SEID than I did to the same poor 

people suffering from Chronic Fatigue Syndrome. 

* 

Orthopaedic Surgery 

Question: What was the cost of travel, accommodations, feeding, and payments 

for the panel in order to change the name of this condition? Hidden costs such as 

salaries of government employees involved should also be considered. Was the 

name change worth the cost? Please, keep in mind that we are in the era of "cost 

effectiveness." 

* 

Rheumatology 

The symptoms are real and disabling but it is no more than the extreme end of a 

normal spectrum. Medicalising and giving it odd names eg ME, is 

counterproductive.  80% percent of successful management is to get those with 
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the symptoms to recognise it as part of a normal spectrum and not a disabling 

disease! 

* 

Emergency Medicine 

So CFS/ME is a disease where patients are usually middle-aged, tired, depressed, 

have sleep difficulties and muscle aches. Lab work is essentially normal, and it's 

treated with better sleep habits, healthy diet, exercise, NSAIDs, antidepressants, 

etc.  

I think the incidence is much higher than what is published. I like the treatment 

but hate the diagnosis.  

We, as physicians, have to stop giving out so many diagnoses, especially those 

that sound dangerous like Myalgic Encephalomyelitis. Patients hold onto those 

diagnoses forever, thinking they have something real and serious.  

The symptoms are real and easily treated, but it's not serious and doesn't need a 

diagnosis. Everyone has these feelings during their lives...some for a couple 

months, some for six months, some for much longer, some just handle them 

better than others. 

* 

Family Medicine  

C.F.S.? M.E.? I would call it: P.E. Pellagra Encephalopathy. You cannot call that 

Encephalitis, since you did not prove it to be caused by an infectious agent. The 

cause is nutrition impairment-vitamin deficiency-vitamin B-3 mainly (Niacin-

nicotinic acid). Also, please do not forget vitamin D-3 

* 

Family Medicine 

OK- so we have a name.  Now how are we supposed to TREAT it?  Why waste time 

bantering about trying to give the condition a name, when physicians like me 

want to know what to do about it?   
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NSAIDs don't work, neither do antidepressants, acetaminophen, muscle relaxants- 

at least for most of the patients.  We're not supposed to use opioids- they can 

cause addiction and all kinds of side effects over the long term.  In addition, the 

doctor is vilified as being a 'pusher' by the members of the legal profession.   

Many patients end up applying for disability- which doesn't help with much at 

all.  On the other hand a considerable amount of money can be made from 

people who are drawn into bogus treatments that are done by members of the 

medical profession.   

The physician can get so caught up in the money-making aspects that he or she 

forgets about what they are actually SUPPOSED to do.  

* 

Pediatrics 

A new name -----now "BIG PHARM " will come out with a new drug for it !!  Oh...... 

I can see the profits rising !!!!! Nebulous disease , nebulous exam and no 

definitive test , prospective patients for life !!!!!    Whatever happened to SSRI's ? 

 

http://www.medscape.com/viewarticle/839532 

 

http://www.medscape.com/viewarticle/839532
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About Lisa Petrison 

Lisa Petrison earned her Ph.D. in marketing and social psychology from the 

Kellogg School of Management at Northwestern University in 1998. 

She then worked as a tenure-track professor and director of the Integrated 

Marketing Communications master’s program in the business school at Loyola 

University Chicago.  

In addition, she has served as a marketing research consultant for a variety of 

companies, including California Pizza Kitchen, Wells Fargo, Discover Card, Shell 

Oil, Hallmark Cards, Visa, Abbott Laboratories, Rodale Press and Cox Cable. 

Prior to getting her Ph.D., Lisa worked in marketing and public relations for the 

Chicago Association for Retarded Citizens and in the banking and video games 

industries, and was a reporter for Adweek magazine.  

She has a B.S. in journalism and an M.S. in marketing communications from the 

Medill School of Journalism at Northwestern University. 

She acquired ME in 1994 and became disabled with it in 2001. She spent a dozen 

years as a mild/moderate patient and more than a year as a severe patient 

(basically bedridden) prior to recovering much of her health through mold 

avoidance and other treatments. 

She currently is the executive director of Paradigm Change, which focuses on 

providing information about the role of mold toxins in ME and other chronic 

neuroimmune illnesses. 

She also runs an organization called Rabbit Hole, designed to provide information 

about mold avoidance to those who need it. 

Lisa would like to offer her sincerest thanks to all of those individuals who 

provided comments about the survey during the development stage or the 

analysis stage, as well as to all of those individuals who participated in the survey. 

The suggestions of community psychologist Dr. Leonard Jason and epidemiologist 

Dr. Judith Richman during the development stage are especially appreciated. 


