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There is an urgent need  to develop an appropriate  model of practice for people with severe  Myalgic Encephalomyelitis (ME), if practitioners are to avoid  tragedies like that of Sophia Mirza, who died from ME , after suffering appalling treatment at the hands of doctors and nurses following sectioning under the Mental Health Act for two weeks in 2003.(Hooper 2006)
Crawford, Aitken and  McCagh (2008) found that nurses still  respond more positively to patients with Multiple Sclerosis and Rheumatoid Arthritis than patients with ME/CFS, which they are more likely to wrongly view as  a psychological disorder. Nurses also report low levels of training and confidence in their skills when working with patients who have ME/CFS. 

A great  deal of conflicting advice still surrounds  ME/CFS ,  leaving many patients "dismissed and abandoned without support. (Hooper et al 2005).  

Central  to the care of   people with ME/CFS  and the cornerstone of any nursing model (Archibald 2000) are  the beliefs and values, the experience and knowledge of the nurse.


Background

There are  an estimated 62, 500 people with severe ME /CFS in the UK (DH2002) .The disease, which   can occur in both sporadic and epidemic forms (Jenkins 1991) has been described in the medical literature for about 70 years. Over  4,000 papers have been published, documenting the biomedical abnormalities  found in ME/CFS (CDC 2006) 

Since 1969 ME/CFS  has been classified as a neurological disorder by the World Health Organisation  .   ME/CFS  was recognised  as a specific disease entity by The Royal Society of Medicine in 1978  and as an organic disorder by the Department of Health in 1987 (Hansard 1987).

Included   in the  NHS National Service Framework (DH 2004)   as a long-term neurological condition,   cycles of severe relapse are common in ME/CFS  as are further symptoms developing over time.  "Substantial improvement is uncommon and is less than 6%" (Anderson et al. 2004); and, "Full recovery... is rare" (Cairns & Hotopf, 2005). 


The Experience of Severe ME/CFS 

It is not 'fatigue' or 'tiredness' that is the one essential characteristic of ME/CFS but central nervous system (CNS) dysfunction (Bassett 2006). 

Bell  (1995) describes the word "fatigue" as: 'A very inappropriate term for what patients experience. It's not really fatigue at all, which is defined as a normal recovery state from exertion and that is precisely what does NOT happen in this illness"; this  is extremely important for the nurse to assimilate, in order to effectively work with people with severe ME.

Everyday life for the severe ME sufferer is a perpetual struggle. As Owen (2007)  points out the most severely affected may not be able to speak, eat,  swallow, open their bowels.  They may not be able to sit up or move themselves, they may  be too exhausted to dress or  wash  .   The sound of running water  may be too much for them to bear, they may not be able to open their mouth to brush their teeth. 

Crowhurst L. (2007) describes how : "Having severe ME is unimaginable ; the experience is so different , intense and unremitting than anything I have ever experienced before. I am never unaware of the range of symptoms that rage through my body , and are dominated by intense never ending pain in every millimetre of my skin and muscles, over and throughout my whole body; head shoulders, back, front , arms legs, hands , feet, toes , fingers, eye lids , scalp the soles of my feet, the tip of my nose , my eyebrows even. They all burn, throb, tingle, itch, and hurt in ways indescribably unbearable , along with other unusual sensations"

There are no known appropriate treatments for ME/CFS available at this time and it has been found that some of the  mainstream therapies applied to ME sufferers have been unhelpful or harmful on many occasions , especially treatments such as Cognitive Behavioural Therapy and Graded Exercise Therapy..  (Crowhurst 2005).
 
Knowledge, sensitivity and awareness are  paramount. The nurse must  be able to  respond creatively in order to aid the person. This means learning to understand :

· what is needed, 
· when it is needed and 
· how it is needed ; 
which may not always be obvious or repeatable.

Any  activity where thought and action  work together can easily become out of reach of the person with severe ME/CFS, without any clear understanding or explanation of why. Simply speaking on a telephone for example, could be far too much for the person :



	The person needs to : 

· Be  able to hold the phone or put on a headset.

· Be able to bear the noise.

· Have the energy to physically answer the phone.

· Have the energy to speak.

· Have the ability to focus.

· Have the ability to concentrate.

· Have the cognitive ability to receive  the information.

· Have the cognitive ability to process the information.

· Have the emotional strength to deal with the other person's emotional state.

· Have the ability to cope with the tone of voice, loudness of voice , pace of conversation..

· Have the ability to access information if they are asked a question.

· Have the stamina to cope with a conversation of unknown length.

· Have to ability to cope with waiting in a queue or waiting for a person, which uses an inordinate amount of energy and they may run-out of ability.

· Have the ability to cope with the increased symptoms that will follow having used  the phone.

· Have the ability to cope with the potential shutdown of various systems that should support the actions they  are doing, for example, their muscles running out, noise becoming too loud, their voice going, while  on the phone.

· Have the ability to cope with the post-exertional impact. (You have to remember that physical and emotional energy are equivalent in ME/CFS .)

· Have the ability to coordinate their thoughts, energy and physical ability. the more complex the task, the more impossible daily living becomes and the more isolated the person becomes from the normal world; because the normal world becomes out of reach because of the complexity of the tasks and the impact of the multi-system dysfunction of the body.


The difficulties of speaking on the telephone for the severe ME/CFS sufferer.

Management :

. Family members and carers, with the patient’s agreement ,  can contribute a wealth of essential knowledge and valid information., in the development of an   individualised management plan. 

People  with severe ME/CFS are at great risk, generally,  of a dramatic  increase in their symptoms, which could plunge  them into even greater depths of illness especially   if they leave  the safety and security of their known environment :
	ME/CFS is characterized by (Mark 2005) :

malaise following even modest physical activity
delayed reaction to physical and/or mental activity (up till 24 hours and more);
abnormal length of convalescence (out of proportion to level of activity)

varying and fluctuating symptoms during the day, but also in the course of days, weeks and months




In planning any transition  a  host of environmental issues  need to  be taken  into account  well in advance, for example : 


Physical comfort
Weight of bedding
Softness of mattress
Neck and back support
Noise and light exposure
Food /chemical sensitivities/allergies
Timing of meals
The how and when of physical assistance 

The nurse may not have the answers, but it is very important to ask the right questions and not assume anything, as this  Observation and Assessment tool shows :



	Symptom
	Questions/Observations
	Comments

	Hyperacusis
	What is the patient’s response to electrical equipment, noise, telephone, doorbell, washing machine, 

Hoover ?
	Noise sensitivity can be so great that even a whisper sounds like a shout; it may be painful and it may increase a whole range of symptoms.

	Hyperesthesia
	Does the patient flinch, become irritated and depressed ? Is the skin hypersensitive to touch ? May be unable to tolerate massage, stroking, accidental contact.
	The patient may find any kind of contact or movement over the skin unbearable. May flinch, may react strongly, verbally, be very distressed by even a slight brushing. The nurse has to be very careful and aware.

	Pain
	Is  the patient experiencing sleep difficulties because of pain ? Do they need special aids and 

equipment ? Are there analgesics that help/ease the pain ? Is touch and lifting difficult because of pain ?
	The patient with severe ME might experience muscle pain, nerve pain,

skin-crawling sensations, burning, itching, throbbing pain. The person with ME might feel extremely ill al the time, on top of the other symptoms. It may help to identify some of the symptoms in order to aim for relief.

	Multiple chemical sensitivity


	Does the person feel nauseous, experience headaches, rashes or other symptoms in response to being exposed to certain chemicals, smells, perfumes, toiletries, household cleaning 

agents ? Have they developed specific food sensitivities/allergies ?
	The nurse must be aware that perfumes, deodorants, might have a deteriorative effect on the person with ME, which can be extreme and immediate. Household cleaning agents etc require careful consideration. Organic products might be less harmful.

	Orthostatic intolerance
	The patient may become greatly distressed moving from lying to sitting, to standing. They may be unable to sit upright. They may experience dizziness, increased feeling of illness, panic even, if made to stand.
	The severe ME sufferer may feel utterly ill and/or unable to stand, but may not be able to identify why. It is important for the nurse to know there is a physiological reason for this.

	Unrestorative sleep
	Does the patient feel more ill and in more pain upon waking ? Do they feel unrefreshed and unrested ?Do they have difficulties going to sleep and staying asleep ? Do they have difficulties waking up ? They may need to sleep during the day ? Sleep may push the person into a worse state of illness and paralysis.
	The sleep pattern in ME is altered. May be awake during the night and asleep during the day. They may not experience restorative sleep. They may have nightmares. Paralysis is a significant symptom in sleep disorder.

	Muscle dysfunction
	Can the patient do something one moment and not the next ? Does the person have difficulty holding implements, difficulties with gripping ? Do they have difficulty holding even a light 

object ? Do they have difficulty sitting or standing at varying times during the day ? They may require help eating, or vary in degree of help needed.
	The ability to use any muscle may come and go and vary throughout the day and night and is beyond the control of the person with severe ME. They may be physically able to do something one moment and not the next. The patient must never be pushed to do something, just because they can it sometimes.  There is a post-exertional malaise response to using muscles, that can occur up to hours and days afterwards.


Severe ME/CFS : Observation and Assessment tool

As the chart shows,  in severe ME/CFS sleep/awake times and personal care needs  are unlikely to fit into standard patterns. 

An ME-aware  Nursing Model 

In the author’s experience (Crowhurst 2005) , the most appropriate nursing approach is one that   incorporates   the Nursing Process (Yura  and Walsh 1967)   within a self-reflective model of practice .

Crowhurst (2005) has outlined how the  experiential learning cycle (Kolb and Fry 1975) can be used to underpin ME/CFS nursing practice , encouraging   nurses to reflect upon their practice experientially and holistically . Some  important  areas for practitioner  reflection   are listed below :
	MIND :

· What am I thinking about when I approach the severe ME/CFS sufferer?

· Can I  focus solely about what I am doing ?

· Have I thought ahead about what potential issues might come up ?

· Do I understand that ME/CFS is an organic, physical disease ?
	BODY :

· What is my intended posture ? Open ? 

· Partnership ?

· Is my physical posture in keeping with my intention ?

· Am I able to be gentle enough , when I help the patient ?

· Am I too tired to help sensitively and carefully ?

· Am I in pain anywhere myself ?



	SPIRIT :

· How do I feel about being with the patient ?

· Can I connect with the patient and their need ?

· Am I flowing with the right energy to make contact with the person ?


	EMOTION :

· What is my emotional state ?

· Is it going to have a good impact upon my interaction ?

· Am I distracted about other issues ?

· Am I distressed by the patient’s issues ?

· Do I feel good about myself ?

· How do I feel about the patient ?




An ME-aware  approach requires the nurse to be :

· particularly conscious of  how ME/CFS  manifests.

· the full range of symptoms.

· the likely impact of  any interaction upon the person.

The prepared nurse can lessen the chances of any deterioration in symptoms :
ASSESSMENT :

It is the way the nurse approaches the patient with severe ME/CFS that determines the outcome of assessment.

 Particularly with ME/CFS, the underlying beliefs, knowledge and understanding  the nurse has about the disease  itself, could result in two very different assessments, depending upon whether the nurse  believes  ME/CFS is a physical disease or a mental health issue and  whether they adopt an authoritarian "I know best" approach or a more empathic partnership style of relating.

Not only are the nurse's views and understanding of the illness important, their awareness in regard to their own  power and responsibility are  vital. An authoritarian approach, coupled together with an assumption that ME/CFS  is not a real disease, that somehow  the "patient is just not trying hard enough" , or has in some way caused their illness by wrong beliefs,  means that the assessment will be deeply flawed.

PLANNING :

Again, the nurse's underlying assumptions and  knowledge  of the disease will play a crucial role in planning any intervention. Unless the nurse is aware that the person with ME/CFS is a long term chronically-ill patient, who is unlikely to get better ( anyone  severely affected for more than 5 years has a poor prognosis of recovery (DH 2002))  ,  the planning may be way too hopeful with way too high an expectation of the patient.  The nurse’s preparation must be done with awareness before intervention in the patient’s life.

 Planning  should be  focused upon the way the nurse interacts and responds to the patient. Without  key- planning the dangers of an immediate worsening of illness and a long term relapse through poor understanding are  likely outcomes.

IMPLEMENTATION :

Implementation needs to  focus on  acute awareness of the severity of  illness and the multi-system dysfunction the person is experiencing. This cannot be emphasised enough or over-played ; it is the  key to any successful intervention. The nurse must be able to be flexible and understand the potential impact of any movement, speech,  action , upon the severe ME/CFS sufferer and must always trust and listen to the patient and their reaction.

The response of people with ME/CFS is not always predictable; often the opposite rather than the expected occurs. This must be understood by the nurse . It would be well to   consider alternative interventions  in advance,  so  the nurse is prepared when something is not working.

Even if an intervention is not possible at one moment, it may still be possible at some other point in time, for there are fluctuations of experience of symptoms within the general chronicity of the illness.


EVALUATION :

Integrity, wisdom and patience are required . Any improvement or response may be extremely small, almost invisible perhaps to the nurse, yet the person with severe ME/CFS may discover significant benefit from what might seem like a small, even insignificant outcome. Patience is particularly required, both for the nurse and for the patient. 

Because of the severity and the long-term nature of the illness and the ease with which any intervention can lead to a worsening rather than a bettering of illness, how the nurse approaches an evaluation is very significant.  

It must be remembered that the person with ME/CFS may have severe cognitive dysfunction, may not be able to write or read , speak , understand or cope with questions. A very gentle approach is essential  in developing a  partnership with people  who have ME/CFS.
An example Case Study :

	Ms H is 50 year old woman with severe ME . 

Nursing intervention : assisting patient with eating lunch 
Assessment

Ms H’s  main symptoms are :

Symptom                                                                                          Impact 
Pain :                                                                               cannot bear touch

Transient paralysis                                                          unable to use limbs affected.

Numbness                                                                       cannot feel properly

Muscle weakness                                                            cannot grip properly

Muscle fatigueability                                                      post exertional malaise/pain increase
Light sensitivity                                                             needs dark glasses, low light

Noise sensitivity                                                            any noise can hurt and aggravate symptoms

Food sensitivity/allergies                                              can only eat certain foods, no dairy, wheat or oil
Gastritis                                                                         stomach pain, bloating

Hypoglycaemia                                                             irritability, distress, worsening symptoms
Swallowing difficulties                                                 food gets stuck

Breathing difficulties                                                    malaise increases, chest muscle pain

Spasms                                                                           head, limbs, body shaking violently,

Presenting Issues :
· Variability of symptoms and severity
· Functional difficulties in eating

· Potential deterioration to complete incapacity

· Sitting up/postural issues

Planning :

Intention  :

· Provide finger food

· Provide padded seating and back/neck support

· Low light

· Quiet, peaceful environment

· Ensure appropriate diet

· Provide assistance with drinking (straw).

· To have a warm open accepting posture with no quick movements, minimal noise, sensitivity to physical pain.

· To proactively respond to the person’s needs, in partnership.

· Patient not to be stressed or rushed.

Implementation :

The nurse followed the intended plan however there was a complication which needed creativity, adaptability, patience and calm especially, on the part of the nurse.

Complication requiring immediate response :

Patient began to spasm severely immediately she attempted to eat . Food fell everywhere, patient became distressed, tearful, breathing difficulties and swallowing difficulties manifested.

Response : maintain valuing posture . Wait for spasms to subside. Maintain silence but thinking what to do to help the patient. Patient tried several times to eat unsuccessfully, reduced ability to bite rice cake Patient suggested breaking the food into small pieces and placing directly in mouth. Replaced lost food. Successful intervention.

Evaluation : 
Patient  evaluation  : Was surprised by the strength of spasms and shocked by the loss of ability to even bite a rice cake . Grateful for the calm and valuing posture and support in being enabled to eat, because she needed the food to avoid hypoglycaemia. Shaken by the intensity of the experience.

Nurse’s  evaluation :

Mind : Pleased they  had the knowledge and insight to appreciate the complexity of symptoms .
Body : Remained very still and maintained an open, calm and affirming  posture.

Emotion : Felt concerned and dismayed yet managed to convey warmth and positive unconditional valuing.

Spirit : Maintained stillness and centeredness, despite distressing circumstances and maintained partnership stance, open for patient’s communication.
Learning : although meal planned well, with awareness of potential symptom issues, the strength of the spasms and the rapid deterioration was unexpected in reality. Even under stress and with patient distress the nurse responded as intended. Replacing the food was an important aspect.




 
     
Conclusion

New ways of enabling nurses to assist patients with ME/CFS urgently  need developing . The starting point, as this article has stressed , must be  awareness that 
 ME/CFS is  a neurological  disease , with multi-system dysfunction . 
Some of  the complex environmental  hurdles that ME/CFS sufferers  have to overcome in order  to access care have been detailed. A  self –reflective, partnership-based  model of practice  has been  outlined,   in  order  to begin  to meet the complex  needs of these still neglected patients .
(Author information : Greg Crowhurst, who cares for his wife, a  long-term  severe ME sufferer.
 A comprehensive  series of video by the author , showing  the impact  and  the reality  of severe ME ,  are available for free online at : http://www.youtube.com/user/gregcrowhurst
Contact : gcrowhurst@gmail.com.)
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