	[Your name]

[Your address]

[Your email]
	
	WHO
Regional Office for Europe
8, Scherfigsvej
DK-2100 Copenhagen 0, Denmark
Telephone: + 45 39 171 717
Facsimile: + 45 39 171 818
E-mail: postmaster@euro.who.int


Open letter to the WHO

Date: [day today]

Health care for people with myalgic encephalomyelitis (ME) in [your country]
I am writing because there are huge problems in my country in all levels of care and knowledge of ME (WHO ICD-10 G93.3 – also known as CFS or ME/CFS). I hope WHO can do something to require that one of its member states does not systematically disregard one disease in the healthcare system. At the end of the letter I have attached a personal account of the situation for ME suffers in my country.
Yours sincerely, 

[ your name, country and city here]
Can WHO do anything to improve the situation?

Does membership in WHO require the member country to include all the diagnosis in the WHO ICD-10 list, when performing diagnosis and treatment?
Is a country allowed to systematically disregard one entry of the ICD list?
 

Is it acceptable that WHO member states do not have primary care units with knowledge about the primary symptoms and primary concerns for one ICD list entry, and do not have any specialist (when primary care does not have enough knowledge) that have up-to-date knowledge (diagnosis, treatment, clinical experience) about the disease condition?
I would wish that the medical system in my country has ME in mind when doctors perform a diagnosis. This means that:

· ME should be on the schedule in the education of new doctors (during medical university studies),

· the present medical staff would need additional training/education, and

· diagnostic and treatment guidelines are readily available to the doctors.

Furthermore, I wish for the medical system to work together to be able to perform an early diagnosis. ME should be suspected after, at the most, 3 months after onset and be confirmed after 6 moths.

ME also strikes children. For children the time for diagnosis can be set shorter. The medical services at school and teachers should be aware of ME. They should also be aware of the special characteristics of ME among children. Usually ME expresses itself a bit differently in children.

Is it possible for the WHO to recommend their member states to use for example the Canadian diagnosis criterion
 for ME?

Suggestions for improvement of the regional health governments in my country
It is of fundamental importance to diagnose ME early, because it is the most important way to reduce the risk of a life-long invalidity. Patients with ME stay alive for decades, but with such limited abilities that they are mostly dead.

I would like this to happen in the health care system:

· that primary caregivers are aware and attentive about ME, and that preliminary diagnosis is made within 3 months of onset. 

· that primary caregivers know the symptom-picture of ME and include it early in a differential diagnosis

· that at least one neurologist in each region of my country has special knowledge about ME

· that biomedical research is performed on ME with the objective to find a cure

· that the Canadian consensus report is used in the clinical work for diagnosis and care

· that the RNase L test is used as a complement in diagnosis, but not as a sole means because the test only detects 95% of the ME cases. Possibly some individuals can have an earlier diagnosis with an early use of the RNase L test.

Change proposal for WHO ICD-10

Doctors in my country feel very uncertain how to use ICD-10  for coding a ME/CFS (Myalgic Encephalomyelitis/Chronic Fatigue Syndrome) diagnosis. In the tabular list3, the term "chronic fatigue syndrome" does not exist. In the index the term "chronic fatigue syndrome" indeed exists, but it would be helpful that "chronic fatigue syndrome" is also present in the tabular list.

The widely used term in research articles CFS (chronic fatigue syndrome) can not be found anywhere in the tabular list, which also makes doctors quite confused. The closest they can come is F48.0 "neurasthenia", which has "fatigue Syndrome" below the describing text.
The word "benign" before "myalgic encephalomyelitis" in the code of G93.3 makes them to feel insecure, as to whether it is the same thing as "myalgic encephalomyelitis".

So my proposal for a less confusing ICD-10 is:

· Add the term chronic fatigue syndrome to G93.3 in the tabular list.
· Avoid using terms, that can be confused with chronic fatigue syndrome, for other conditions. For example the terms "chronic fatigue" and "fatigue syndrome", are easily confused with chronic fatigue syndrome. (Another solution could be to make researchers stop to use chronic fatigue syndrome and skip that term altogether for G93.3, but that would probably take a lot of time and lead to a lot of confusion in the research area).
· Add the term Myalgic Encephalomyelitis to G93.3, or simply put the word "benign" in parenthesis before Myalgic Encephalomyelitis.

So my wish is to have a text in the tabular list of ICD-10 for the code of G93.3 as in the example below in italics:

G93.3 Postviral fatigue syndrome, benign myalgic encephalomyelitis, myalgic encephalomyelitis, chronic fatigue syndrome.
Condition that is defined by the Canadian consensus document: "Myalgic Encephalomyelitis/Chronic Fatigue Syndrome: Clinical Working Case Definition, Diagnostic and Treatment Protocols" (Carruthers et al, ISBN 0-7890-2207-9, year 2003).
Would it be possible to make such an update? I think it would straighten out a lot of confusion among professionals in their clinical practice.

Internet links

· UN Convention on the Rights of Persons with Disabilities: http://www.un.org/disabilities/convention/conventionfull.shtml –– see article 25 Health

· An overview of the Canadian Consensus Document: http://www.mefmaction.net/documents/me_overview.pdf
· Canadian consensus document : www.mefmaction.net/documents/journal.pdf  –– see "Myalgic Encephalomyelitis/Chronic Fatigue Syndrome: Clinical Working Case Definition, Diagnostic and Treatment Protocols"
· RED laboratories performs the RNase L test: http://www.redlaboratories.be/2/index.php
Situation for people that suffer from ME/CFS in my country
[Give a brief description of the situation in your country]
� � HYPERLINK "http://www.un.org/disabilities/convention/conventionfull.shtml" ��http://www.un.org/disabilities/convention/conventionfull.shtml�     -  see article 25 Health


� � HYPERLINK "http://www.mefmaction.net/documents/me_overview.pdf" \t "_new" �http://www.mefmaction.net/documents/me_overview.pdf�


3 � HYPERLINK "http://www.who.int/classifications/apps/icd/icd10online/" ��http://www.who.int/classifications/apps/icd/icd10online/�





