
The System Was Built for Mild ME, Not Severe ME 

Much of the medical, social, and disability system surrounding Myalgic 
Encephalomyelitis (M.E.) appears to have been designed around people who are still 
able to attend appointments, communicate consistently, tolerate assessments, and 
advocate for themselves. Severe and very severe M.E. patients often cannot. 

People with severe ME-ICC are housebound & probably bed bound, unable to sit 
upright, unable to tolerate light, sound, touch, conversation, travel, or cognitive 
exertion. Many cannot attend clinics, complete forms, participate in rehabilitation 
programs, or endure lengthy medical questioning without worsening symptoms. Yet 
healthcare systems frequently continue to expect exactly these things. 

Standard approaches such as graded activity, frequent appointments, psychological 
interpretations, or “fatigue management” models fail to reflect the neurological, 
immunological, cardiovascular, autonomic, and metabolic dysfunction seen in severe 
M.E. Post-exertional neuroimmune exhaustion (PENE) means even basic activity can 
cause significant deterioration. 

As a result, some of the sickest patients are effectively excluded from care. They may 
deteriorate further simply because the system cannot accommodate profound 
disability. Home visits are rare, hospital environments can worsen symptoms, and many 
severe patients are left without appropriate monitoring, nutritional support, pain 
management, autonomic assessment, or practical assistance. 

Research has also historically underrepresented severe and very severe patients 
because they are often too ill to travel to studies. This has distorted public and medical 
understanding of the disease, contributing to definitions and treatment 
recommendations based largely on milder cases. 

Severe M.E. is not simply “more fatigue.” It can involve multi-system dysfunction 
affecting the brain, autonomic nervous system, cardiovascular system, immune 
system, gastrointestinal function, mobility, speech, sensory processing, and the body’s 
ability to maintain basic physiological stability. 

The system fail those with severe or very severe Myalgic Encephalomyelitis, leaving 
them entirely bedridden in dark rooms, unable to speak, and often lacking access to 
basic in-home medical care.  

The current clinical framework fails severe ME patients in several critical ways: 

* Inadequate Medical Pathways: Standard healthcare systems lack clinical protocols 
for managing at-home medical care, sensory-safe environments, or specialized feeding 
support. This frequently results in medical neglect or malnutrition. 



* Harmful Prescriptions: Many hospitals and rehabilitation programs attempt activity-
increasing therapies (like Graded Exercise Therapy). For severe ME patients with 
profound cellular energy failure, exertion causes severe crashes, neurological pain, and 
lasting physical deterioration. 

* Lack of Disability Accommodations: Severely ill patients are often excluded from 
support because clinics and government agencies demand in-person visits or 
participation in rigorous assessment formats they cannot physically tolerate. 

* Psychosomatic Misclassification: Because severe ME causes profound physiological 
dysfunction that leaves patients completely absent from the doctor's office, medical 
professionals frequently dismiss the condition as psychological.  

Because of this systemic gap, severe patients and caregivers must navigate an 
immense lack of institutional support. Advocacy organizations continue to push for 
explicit, sensory-safe clinical pathways. 

A healthcare system that only functions for patients well enough to access it is not truly 
accessible for M.E. patients most in need of care. 
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