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Politician's Guide: How To Advocate For a Constituent With Severe 
Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (M.E/C.F.S) 
How to help ensure the best possible care is provided. 

The number of severe M.E/C.F.S patients in the UK has grown significantly due to the pandemic and it is clear 
that, due to the poor knowledgebase on the disease, these patients are often being failed within NHS hospitals. 
The illness can be life-threatening for people if not managed properly.  

 
Patients are needing to advocate for themselves whilst very unwell in hospital. They would benefit from having 
additional advocacy support from their politician to ensure they receive appropriate, and often lifesaving, 
treatment. Patients have died as a direct result of poor care received within NHS hospitals. 

This guide will provide information as to how hospitals should be caring for severe M.E/C.F.S patients and how 
you can encourage adequate and appropriate treatment.  

Please be aware that there is minimal adherence to the NICE guideline on M.E/C.F.S across the UK, this applies 
to patients on the whole M.E/C.F.S spectrum. This causes symptom exacerbation and 'crashes' in less severe 
patients and can cause life-threatening complications and deterioration in severe M.E/C.F.S patients. 

 

NICE Guideline on Severe M.E/C.F.S 

1.17.1 Be aware that people with severe or very severe ME/CFS may experience the following 
symptoms that significantly affect their lives, including their mobility, emotional wellbeing, and 
ability to interact with others and care for themselves: 

 
• severe and constant pain, which can have muscular, arthralgic or neuropathic features. 

 
• hypersensitivity to light, sound, touch, movement, temperature extremes and smells 

 
• extreme weakness, with severely reduced movement 

 
• reduced ability or inability to speak or swallow. 

 
• cognitive difficulties that limit the person's ability to communicate and take in written or verbal 
communication. 

 
• sleep disturbance such as unrefreshing sleep, hypersomnia and altered sleep pattern. 

 
• gastrointestinal difficulties such as nausea, incontinence, constipation, and bloating. 

 
• neurological symptoms such as double vision and other visual disorders, dizziness 

 
• orthostatic intolerance and autonomic dysfunction, such as postural orthostatic tachycardia syndrome (POTS) and postural 
hypotension. 

 
1.17.2 Recognise that symptoms of severe or very severe ME/CFS may mean that people: 

 
• need a low-stimulus environment, for example a dark quiet room with interaction at a level of their choice (this may be little 
or no social interaction) 

 
• are housebound or bedbound and may need support with all activities of daily living, including aids and adaptations 
to assist mobility and independence in activities of daily living (for example, a wheelchair) 



• need careful physical contact when supported with activities of daily living, considering possible sensitivity to touch. 
 

• cannot communicate without support and may need to choose someone to be their advocate and 
communicate for them. 

 
• are unable to eat and digest food easily and may need support with hydration and nutrition (see the 
recommendations on dietary management and strategies) 

 
• have problems accessing information, for example because of difficulty with screens, sound and light sensitivity, 
headaches affecting their ability to read, or brain fog affecting their concentration. 

 
1.17.3 Personal care and support for people with severe or very severe ME/CFS should be carried out by 
health and social care practitioners who are: 

 
• known to the person and their family or carers wherever possible. 

 
• aware of the person's needs. 

 
1.17.4 Risk-assess each interaction with a person with severe or very severe ME/CFS in advance to 
ensure its benefits will outweigh the risks (for example, worsening their symptoms) to the person. 
For people with very severe ME/CFS, think about discussing this with the person's family or carers 
on their behalf (if appropriate), while keeping the focus of the engagement on the person with 
ME/CFS. 
 

[Of note away from the NICE guidelines is that clinicians should not question a person’s mental capacity, and it is 
crucial that a person with Severe M.E/C.F.S is not excluded from the decision-making process]. 

Dietary management and strategies 

1.17.10 Refer people with severe or very severe ME/CFS for a dietetic assessment by a dietitian with a 
special interest in ME/CFS. 

 
1.17.11 Monitor people with severe or very severe ME/CFS who are at risk of malnutrition or unintentional 
weight loss because of: 

• restrictive diets 
 

• poor appetite, for example linked with altered taste, smell and texture. 
 

• food intolerances 
 

• nausea 
 

• difficulty swallowing and chewing. 
 

Follow the recommendations on screening for malnutrition and indications for nutrition support, in the NICE guideline on 
nutrition support for adults. 
 
[Of note away from the NICE guidelines on dietary management is that some people with Severe M.E/C.F.S may 
well be living with gut dysmotility and or/gastroparesis. Clinicians must consider this and seek specialist 
advice where appropriate]. 

 
1.17.12 Give advice to support people with severe or very severe ME/CFS, which could include: 

 
• eating little and often 

 
• having nourishing drinks and snacks, including food fortification 

 
• finding easier ways of eating to conserve energy, such as food with softer textures. 

 
• using modified eating aids, particularly if someone has difficulty chewing or swallowing. 

 
• oral nutrition support and enteral feeding. 

 
Please note that being 'unable to eat and digest food easily' is one of the major issues for severe M.E/C.F.S 
patients under hospital care. Some patients are finding that medical staff believe anorexia nervosa is the 
underlying issue and so are being inappropriately referred to psychological teams (see Life-Threatening 
Malnutrition in Very Severe M.E/C.F.S) (2021) 



'Very severe Myalgic Encephalomyelitis (ME), (also known as Chronic Fatigue Syndrome) can lead to problems 
with nutrition and hydration. The reasons can be an inability to swallow, severe gastrointestinal problems 
tolerating food or the patient being too debilitated to eat and drink. Some patients with very severe ME will 
require tube feeding, either enterally or parenterally. There can often be a significant delay in implementing 
this, due to professional opinion, allowing the patient to become severely malnourished. Healthcare 
professionals may fail to recognize that the problems are a direct consequence of very severe ME, preferring to 
postulate psychological theories rather than addressing the primary clinical need.' 

A number of severe M.E/C.F.S patients have been at risk of starving to death due to the misunderstanding 
around this disease. In these instances, we would ask you to intervene, and signpost medical staff to the 
research and guide included in this document, and to a M.E/C.F.S specialist. 

 
The Bateman Horne Centre (US), has put together a quick guide on how to support M.E/C.F.S patients when they 
become acutely unwell. 

 
Medical considerations when treating urgently ill patients with underlying Myalgic Encephalomyelitis/Chronic  
Fatigue Syndrome (ME/CFS) (2021) 

 
This guide includes the following information - 

 

Presume the patient is orthostatic and treat as if in “hypovolemic shock” (abnormal perfusion and 
circulatory failure) 
Increase and maintain intravascular volume with IV saline (even when peripheral edema is present, as this 

is often 2/2 venous preload failure with secondary peripheral third spacing). 
Monitor orthostatic vital signs. Monitor and replace electrolytes. Consider alternating NS and LR. Avoid 

hypotension and hypovolemia. Albumin is not required in most instances. 
Provide oxygen even if not severely hypoxemic. SpO2 levels could be falsely depressed as a function of 
poor peripheral circulation (such as is seen with Raynaud’s). 

Allow patients to lie down, or sit with feet elevated, limit activity and rest as needed. Avoid prolonged 
standing, or even sitting with feet on the floor. Provide a wheelchair for energy conservation when 
mobilizing. 

 

 

Please note that it is standard practice for patients to recline at a 30-degree angle whilst in hospital and tube 

feeding. 

'a combination of a head-of-bed position elevated to at least 30 degrees and use of a small-bowel feeding site 

can reduce the incidence of aspiration and aspiration-related pneumonia dramatically in critically ill, tube-fed 
patients.' 

 
However with both Post Exertional Malaise (hallmark characteristic of M.E/C.F.S) and the common co-morbidity 

Postural Orthostatic Tachycardia Syndrome (PoTS) this angle will cause a significant flare of M.E/C.F.S and other 

symptoms. Doctors need to weigh up the risks and benefits of tube feeding a very severe M.E/C.F.S patient at a 
lower angle. 

“In severe cases a 30 degree raise of the upper body is enough to reduce brain blood flow causing light 

headedness, nausea, vertigo, sometimes even loss of consciousness,” (3) states William Weir, UK M.E/C.F.S 
specialist and infectious disease physician. 



What is also crucial for tube feeding to work and not be rejected is that it needs to be hypoallergic feed that 
must be given at body temperature, and at a very slow rate. Also, antiemetics may be necessary too. 

Overall, consideration should be given to any intersecting illnesses and conditions – particularly hereditary 
connective tissue disorders like the Ehlers-Danlos syndromes (EDS), and specialists sought to provide input 
into, and help co-ordinate, the patient’s care. 

Finally, we need politicians to understand, as has been stated above, most medical professionals have a poor 
knowledgebase on this disease. Advising a severe M.E/C.F.S patient to go back to their GP for help and support 
is not appropriate when they are acutely unwell or severely malnourished. Intervention needs to be made 
whilst the patient is in the hospital setting with signposting to available published literature. 

M.E/C.F.S specialist contact information available from - 

25% M.E. Group - 25MEGroup.org 
 
 

Please get in touch if you have any questions about this issue. 
 

The Chronic Collaboration 

Email: hello@thechroniccollaboration.com 

Facebook - TheChronicColab Twitter - @TheChronicColab Instagram: @TheChronicColab 
 
 
 

Stripy Lightbulb CIC 

Email: info@stripylightbulb.com 

Website: www.stripylightbulb.com 

Facebook: StripyLightbulb Twitter: @StripylightCIC 
 
 

ME Foggy Dog 

Email: mefoggydog@gmail.com 

Website: mefoggydog.org 

Facebook: MEFoggyDog Twitter: @MEFoggyDog Instagram: @MEFoggyDog 
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