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Can you guess what complex and debilitating multisystem, chronic disease is 2-4 times more 

likely to affect women than men1, occurs in the United States at a rate greater than multiple 

sclerosis, cerebral palsy, and muscular dystrophy combined, can in its worst 25% of cases, 

leave victims bedridden and housebound for decades2, and is learned about in fewer than one-

third of American medical schools3? 

 

If you guessed ME/CFS or Myalgic Encephalomyelitis/Chronic Fatigue Syndrome, not only 

would you be right, but odds are your knowledge was derived from direct experience as a 

sufferer of the illness or through a direct link to someone close to you who is afflicted by this 

disease, as few physical therapists are trained in the etiology and appropriate treatment of 

ME/CFS.  

 

ME/CFS, formerly known as Chronic Fatigue Syndrome, is one of the most common and yet 

most marginalized complex illnesses of the 21st century. Although it is estimated to affect as 

many as 2.5 million Americans and 24 million people world-wide4, it still lacks a diagnostic test 

and FDA-approved treatment largely due to severe shortfalls in research funding putting it near 

the very bottom of NIH funding for decades5. This discrepancy is due in part to the fact that 

despite significant evidence to the contrary, many clinicians and laypeople alike continue to 

believe that ME/CFS is a psychosomatic disorder.  

 

ME/CFS onset is most common in the US between the ages of 40-606, but it can occur at any 

age and impacts all ethnic and socioeconomic groups. Recent studies indicate a high likelihood 

of under diagnosis in children, especially in minority communities7. 
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Despite most healthcare providers’ paucity of knowledge about the disease, it has been shown 

to be the illness that ranks the lowest with respect to quality of life scores when compared to 

other devastating diseases including breast, lung and colon cancers, CVA, diabetes types I and 

II, schizophrenia, depression, and rheumatoid arthritis, among others8. There are likely several 

reasons for this low quality of life assessment including the persistence of symptoms and sense 

of loss of control by patients.  

 

This illness, unlike virtually all other illnesses (Post-polio is the only other one that may fall into 

this category.), is one in which the patient benefits by, “giving in to” the demands of the illness 

versus the cultural norm in the US to “fight” an illness with exercise and normalization of 

activities. Most individuals with illnesses are seen as “heroes” when they face their challenges, 

overcome their limitations, and stay active. The opposite is true for the ME/CFS patient. Their 

success as a patient is achieved by “giving in” (although not the same as giving up), with rigid 

pacing as the recommended treatment strategy. The goal of this pacing is to avoid post-

exertional malaise which is considered the hallmark feature of ME/CFS.  

 

Post-exertional malaise (PEM) is a debilitating fatigue that has been described as “feeling like 

molten lead poured into the body” or “trying to move through semi-set cement”  and results in 

magnification of symptoms that are often always present, but may move from a manageable to 

an unmanageable state. These symptoms include, but are not limited to: extreme exhaustion; 

cognitive dysfunction; vertigo; flu-like pain including in some: sore throat/inflamed lymph nodes; 

severe headache; neurological abnormalities including weakness, tremors, dysphagia, vision 

disturbances, thermoregulatory instability, and orthostatic intolerance; sleep disturbances; 

sensory processing issues including to light, sound, touch, and chemicals (environmental and 

internally consumed); and in the most extreme cases, complete organ shut down9.  

 

PEM may occur as a result of physical, mental or emotional exertion, typically within 24-72 

hours after a precipitating event. Various studies show significant differences in the recovery 

time of healthy controls to those with ME/CFS to exertion. In some cases, study subjects never 

demonstrate recovery to pre-study baseline prior to the end of the study period10. In anecdotal 

reports and retrospective studies, strenuous exercise, emotional or mental events are often 

recognized as pivotal points of permanent decline with the illness. PEM can be brought on by 

well-intending but inappropriately trained health professionals that push disproven treatment 

paradigms of graded exercise therapy (GET)  in isolation or paired with cognitive behavioral 

therapy (CBT)  as a way to return the patient to full function. Like other sources of PEM, the 

negative impact this has on these patients can be life-long, life-altering11, and have a gross 

impact on the patient’s level of trust of the medical community.   
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Another reason that respondents likely report such a low quality of life score with ME/CFS is  

the difficulty getting diagnosed, lack of appropriate treatment, the persistence of misinformation, 

and the failure of healthcare providers, insurers, employers, family and friends to recognize that 

the disease is not psychosomatic and that despite patients “looking good”, they may very well 

be very sick. Studies have shown that patients with ME/CFS may have any or all of the 

following: low natural killer cell cytotoxicity and compromised immune response; abnormal brain 

scans; abnormal cognitive-evoked EEG brain maps; up-regulated 2-5A antiviral pathways; 

prominent activation of pro- and anti-inflammatory cytokines; measurable reduced aerobic work 

capacity; and cardiovascular abnormalities [neither of which are related to deconditioning]12; 

increased gut permeability in response to exercise13. Despite all of these physical abnormalities, 

most of them are only recognized by ME/CFS specialists, and typical medical work ups very 

often frustratingly come back with normal findings leaving clinicians unversed in this illness 

doubtful of the patient’s complaints, further perpetuating doubt regarding the seriousness of this 

disease.  

 

ME/CFS has a high-degree of overlap with several other complex, misunderstood diseases and 

syndromes including fibromyalgia, orthostatic intolerance, multiple chemical sensitivity disorder, 

mast cell activation syndrome, chronic pelvic pain, irritable bowel syndrome, interstitial cystitis, 

migraine, joint hypermobility syndrome/Ehlers-Danlos Syndrome, and temporomandibular joint 

dysfunction14. Other comorbid conditions that are being closely analyzed for their relationship 

with ME/CFS are craniocervical instability, atlantoaxial instability and tethered cord syndrome.  

 

Currently, there is great concern in the ME/CFS research community that Covid-19 may result in 

significant increases in the numbers of individuals experiencing the lasting effects of ME/CFS as 

one of the surmised triggers for the disease is as a post-viral response. In a significant 

percentage of patients, severe viral infection predated the onset of ME/CFS. According to the 

Open Medicine Foundation website, “It is thought that up to 11% of patients who had severe 

infections from Epstein-Barr virus (EBV), Q fever (Coxiella burnetii), or Ross River virus (RRV), 

and others, develop ME/CFS. Other studies following SARS and MERS suggest an even higher 

proportion (50%) develop ME/CFS or Fibromyalgia15. This is especially concerning given the 

limited numbers of healthcare providers adequately educated in how to diagnose and manage 

ME/CFS.     

 

It is important for physical therapists to know about this beast of an illness and to be ready to 

treat in all therapy venues - from school settings to skilled nursing facilities, but women’s health 
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specialists are especially equipped to address the needs of women and men with this complex 

disease. First, the familiarity with other complicated illnesses such as fibromyalgia, interstitial 

cystitis, chronic pelvic pain (vulvodynia, in particular), and irritable bowel syndrome give the 

therapist a leg up in knowing how to approach this challenging patient population. Successful 

clinicians must know how to listen, be willing to practice ahead of the curve and meet the 

specific and unique needs of the individual patient, of which can seem at times, overwhelmingly 

precise and demanding - skills that all women’s health physical therapists already use daily.  

 

Secondly, all physical therapists have the skills already to know how to work with ME/CFS 

patients - they just don’t know it and are often either turned off by the diagnoses due to 

misinformation or by their own insecurities about how to treat it. All PTs should take time to 

learn the basics of the illness and know how to effectively treat it which largely incorporates 

pacing involving energy-conservation, heart rate monitoring and analeptic exercise training.  

 

Lastly, there is a need for highly trained soft tissue manual therapists to work with ME/CFS 

patients with pain control programs using the gentlest of approaches and recognizing the 

futileness of patients participating in more active pain-management programs due to the nature 

of the illness. These therapists may also have a meaningful role in the assessment, 

management and/or referral to surgeons for CCI/AAI and tethered cord as this potential 

relationship between ME/CFS and symptomatology becomes more understood.  

 

As a former practicing women’s health provider, I believe women’s health PTs are likely 

mistreating some pelvic pain patients, especially as there are probably undiagnosed ME/CFS 

(or misdiagnosed) patients that present in your offices with CPP as their primary focus. Learning 

about ME/CFS and how to include it in a thorough evaluation and how its multisystem impact on 

the body, especially the vulva, and knowing how to effectively instruct in management may 

significantly change your outcomes with these complex and under acknowledged patients.  

 

Join our group on Facebook, “Physical Therapy and Occupational Therapy Resources for the 

Treatment of ME/CFS” to learn more. We provide easy connection to quality online resources, 

research, practical ideas for treatment, documentation, and mentor/mentee opportunities, etc. 

all with the goal of helping you transfer this information into the clinic setting.  

 

 

 

 


