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Patients with Myalgic Encephalomyelitis have a variety of specific care needs, some of whieli-armwn and
common to a variety of other illnesses and athdrich are unique to M.E. and with which hospital staff or carers
may bewholly unfamiliar.

Inappropriate caréven if well intentionedgan have serious consequences for Mdfentsn the short term ah
the long tem, or even permanenthiKnowledge ofome of the basics abdudw M.E. dfects the bodys vital if
you are in the position of providing cdi@ someone with M.En order to avoid additionalnnecessary suffering
and disability.This papeprovides a bef overview of tlis topic for hospital stafarersandor family members

What is Myalgic Encephalomyelitis? How does itaffect the body?

Myalgic Encephalomyelitis is a debilitatimgurological CNS) diseasavhich has been recognised twe World
Health Organisatiosince 1969 as a distinatganic neurological disorder with the code G.98.8an occur in
both epidemic and sporadic forms and ovep6tbreaksf M.E. have been recorded worldwide since 1934.

M.E. is an acute onset neurological disease initiated by a virus (an enterovirus) with multi system involvement
which is characterised by post encephalitic damage
Encephad my e | M.E.iissidilar.in a numbesf significant ways to diseassach as multiple sclerosiMS),

Lupus and PolioM.E. can be extremely disabling least 25% of M.E. sufferers are severely affectedsaad

almost completelyor completelyhousdound and/or bedbound. Children as young as five can get M.E., as well

as adults of all ages. M.E. has a similaikse-rate to MSand is gpotentially fata) chronic/lifelong illness.

M.E. is primarily neurological, but because the brain controls @il bodily functions virtually every bodily

system can be affected by M.E. Although M.E. is primarily neurological it is also known that the vascular and
cardiac dysfunctions seen in M.E. are also the cause of many of the symptoms and much of the disabilit
associated with M.H. and that the wellocumented mitochondrial abnormalities present in M.E. significantly
contribute to both of these pathologies. There is also 1system involvement of cardiac and skeletal muscle,
liver, lymphoid and endocrine gans in M.E. Some individuals also have damage to skeletal and heart muscle.

Thus Myalgic Encephalomyelitis symptoms are manifested by virtually all bodily systems including: cognitive,
cardiac, cardiovascular, immunological, endocrinological, respyratormonal, gastrointestinal and museulo
skeletal dysfunctions and damage. Myalgic Encephalomyelitis affects the brain, thallresst every bodily
systemand every cell of the body. One of the defining features of M.E. is an inability to maintaindtasis.

What all of his meansn practice ighat patients with M.E. have to bery careful withor limit:
1 Physical activity

1 Cognitive activity

1 Sensory input (exposure to light, noise, movement and vibratiod)

9 Orthostatic stress (maintaining an ighit posture)

The main characteristics of the pattern of symptom exacerbations, relapses and disease progression (and so on) in
M.E. include:
A. People with M.E. are unable to maintain their-flireess activitylevels. This is an acute (sudden) change.
M.E. patients can only achieve 50%, or less, of theisipress activity levels postl.E.
B. People with M.E. are limited in how physically active they can be but they are also limited in similar way
with; cognitive exertion, sensory input and orthostaticsstre
C. When a person with M.E. is active beyond their individual (physical, cognitive, sensory or orthostatic)
limits this causes a worsening of various neurological, cognitive, cardiac, cardiovascular, immunological,
endocrinological, respiratory, hormonadyuscular, gastrointestinal and other symptoms.
D. The level of physical activity, cognitive exertion, sensory input or orthostatic stress needed to cause a
significant or severe worsening of symptoms varies from patient to patient, but is often triviaredmp
t o a p a-lness tolerédnses gnd abilities.
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E. The severity of M.E. waxes and wanes throughout the hour/day/week and month.

F. The worsening of the illness caused by overexertion often does not peak udd Bdurs (or more)
later.

G. The effets of overexertion can accumulate over longer periods of time and lead to disease progression, or
death.

H. The activity limits of M.E. are not short term, a gradual (or sudden) increase in activity levels beyond a
patientoés i ndi vi drelapde, disdasaiprogsessmraondeathirl patierdsavithsaVieE.

I. The symptoms of M.E. do not resolve with rest. The symptoms and disability of M.E. are not just caused
by overexertionthere is also a base level of illness which can be quite severe even at res

J. Repeated overexertion can harm your chances for future improvement in M.E. M.E. patients who are able
to avoid overexertion have repeatedly been shown to have the most posititertarggognosis.

K. Not every M. E. suff ertermwhibhaheywilsd dxacérbat thdiness;thisy | i mi
is not the case for the very severely affected.

In short, if patients with M.E. exceed their individual pifistess physical, cognitive, orthostatic and other limits,

they will experience some cotinlation of the following:

1 A mild-severgacute or delayedyorsening of one or more symptoffos hours, days or longer afterward

1 A mild-severe(acute or delayedyorsening of virtually every symptofar hours, days or longer afterward

1 A severdacute or dlayed)worsening of the base level of illness/disability for hours/ weeks/ months or even
years afterwardor

1 A permanent worsening of the base level of illness/disability (i.e. permanent physical damage is caused and
chances for significant recovery a@versely affected or taken entirely

It is also important to be aware thapeated or severe overexertion can also result in the death of the M.E. patient.
(Death in M.E. is most often caused by heart failure or multiple organ failure.)

So what are the top 10 most obvious things you need to be aware of in providing care to a M.E. patient?
1. Reduce exposure to light

2. Reduce exposure to noise

3. Reduce/eliminate all neessential visitors

4. Do not encourage patients to be more physically active (or uprigteriotigan they can easily tolerate

5. Tryto schedule demanding tasks for the patient's best time of day as much as is possible

6. Try to reduce the patientds |l evels of cognitive exer:
7. Be aware of any special dietary requirements

8. Be aware ofhe likelihood ofnegative drug reactions

9. Be aware of the need for extensive rest and problems with sleep

10. Be aware that these aforementdirelapses can lielayed, and that they canery serious and prolonged

1. Reduceexposure tolight
-Some patiets will require the roomat be completely dark (or very close to it), somik be fine so long as
blinds and dors are kept closed, while othgatients will fitsomewhere ifbetween these two extremes.

2. Reduce exposure to noise

-At a minimum, eborsand windows must be kept closed to reduce noise. Anyone entering the room must also
take care to reduce or eliminate noise as much as possible, particularly if a patient has severe noise sensitivity
-Open wards such as in emergency rooms are a DISASIER E. patients. They WILL without exception

cause months or more of severe relapse in the severely affected and may also cause a more immediaje worse
of the overall condition ancheuld be avoided if at all possibl@oderately affected patients gnalso relapse
severely in an open wardgsharing a room with another patient is also inappropriate for the severely affected M.E.
patient and will also cause a high level of increased painudfetiag and long term relapse.

-The problem here is not méyeain in the ears and painful or burning eyes. Even low levels of noise or light
(and other sensory inputan cause a significant and prolonged worsening of the severity of the condition overall,
as well as symptoms including seizures, severe menthlsion and inability to process even very simple
information, episodes of paralysis, problems with proprioceplialanceand so onPain levels canquickly soar

to a 10/10 level ean with moderate or brigfoise or light exposure, and recovery can béopged.

3. Reduce/eliminate all noressential visitors

-As well as reacting badly to the extra noise and light exposure caused by visitors, patients can also be made
sicker by watching the movement of someone in the room, and extitaelemarnls made othe brain when
talkingand listening to speech is required.
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-In the case of cleaners, these should be cancelled fduthton of the hospital stalgoth for the reasons

outlines above, and becausanyM.E. patients have sensitivities to many commbanicals used in cleaning
products(Exposure to these chemicals may merely trigger headaches but in some cases they can cause extremely
severe relapse.)

-It is counterproductive and itadvisedt 0 d o h o(pulsel ayd bldanl preséure checks etc d patientith

severe M.E. as this wiloon cause them to deterioratdoth the short and the long tefor even permanenily

4. Do not encourage patients to be more physically agt (or upright longer) than their bodies and hearts
can easily toleate

-Even sitting up in bed propped up by a few pi, | ows
and even 30 seconds a few minute®f being fully upright may be long enough to cause problems.
-Physical acti vi strgnuaioaetivity, dut any mosement. Bven simplemovements or

stretching of the muscles can caaseorsening of the condition in the severely affectdysical tasks may need

to be broken up into many smaller tasks with long rest periedstimeen.

-Same patients will require wheelchairs, but those who also have severe orthostatic problems (problems with
being upright, including sitting) must not be put in wheelchairs at all and will need to be moved lying flat in bed
(or lying flat on the back seat afcar)at all times. (Even then travelling can still cause severe relapse.)

5. Try to schedule demanding tasks for the patients best time of day as much as is possible

-Find out when the patientdés best owdsmechaspossbey i s, a
-Dond6t expect that a patient will necessarily be ab
may only be possible at certain times of day, or after a long period dfliashg a patient do difficult taskast

the time of day when they are at their most ill, can not only make the task much hamggossible, btialso

cause a far worselapse than if attempted at their most well time of day.

n
I

6.Trytoreducet he pat i e rdgrtse ekedionarndsensory input

-Sensory input includes; light, noise, moveméntichand also vibration.

-Travelling by car can be excruciatimgth severe M.E. and can cause a severe and prolonged worsening of
neurological, cardiac and other problems. Eveindp liftedfrom one led to another can cause relapse.

-Cognitive exertion includes talking and listening to speech, reading and writing, watchitigtdivMng to music

and so onTalking as well as listening to speech can be very difficult or impossilén speakg to someone
with M. E. for | onger than they can easily cope with
and cause very severe relapse or a deterioration of their overall cor@agmitive tasks may need to be

simplified andbroken up into many smaller tasks with long rest periodsdtween.

-Someseverely affecte@atients are unable to maintaionsciousness for more than short periods at a time. Some
may only be properly conscious for a few hours a day or less. Sometime®uaeness cannot be maintained for
more than 10 minutes soconsecutivelfor less) Trying to force these patienitsto consciousness for longer
periods can only be countproductive, unfortunately. It can quickly make the problem even worse. (Aside from
certain medications and other treatmewsat will help improve this condition most is rest.)

-Even mildly cold or warm weath¢or room temperatusg can caussevere problem@nd severe sufferindor

many M.E. patientgarticularly warnor hotweather If patients become cold it can exacerbate joint stiffness and
pain, and beyond a certain point iy is unable to make itself warm again without something like a warm bath
aswith M.E. thebrain andbody has lost the ability to properly reg@ldaémp@rature(to maintain homeostagis
Warmor hotweathetis tolerated very poorly by M.E. patients and can easily cause sseprolongedelapse

of all symptoms and a severe loss of abilibcluding cognitive abilities Because M.Emakesthe bodyunable

to reactand adapas it should tavarm and cold temperaturgmtients musMANUALLY be able tanake sure
theydo not get too hot nor too coildeven for short period$Air conditioning is vial in summerand blanketsa
heaterand possibly also warm batbsan electric heat paeke needed in winteBome patients also have such
severe problems with tempéuiee control that they are unbearabbld even in the middle fummey ortheygo

from very hot to very coldver and over agailtom one 5 nnuteperiod to the nexand so neetb keep
continuallyadjusting blankets etto try to cope.)

7.Be aware of any special dietary requirements

-Patents will oftenbe intoleranbf a large variety of foods. Some may also have food allergies.

-There mayalso bestrictrequirement$ due to the metabolic problems seen in M.Ehata patient eatsvery 2
or 3 hours (or even more often) and that meals or sraaeksgh in protein and low in sugar and carbohydtate
prevent relapsgHigh sugar or higharbohydrate foods are often very poorly tolerdigd/.E. patients

-Some patients will require assistance from a carer to eat (or tube feeding in sever@aader)s with
swallowing can also make eating or drinking difficult or impossible for tHe. lgatient.
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8. Be awareof the likelihood of negativedrug reactions

-M.E. patients can react badly to almost every type of drug; particularly those which act upon the CNS. Some
severely affected patients are unable to tolerate any drugs or oveuttiercotamirs and other supplements at

all, although many will have found a small number of products that they can tolerate through much trial and error.
-Negative effects from taking certain medications can range from headaches and feelings of lmrirgd,dois

severe worsening of the overall condition, and so onrélapsecaused by medications can also sometimes be
semipermanent; the patient does not regain the level of health they had before they tried the new medication

-All new medications shdd be startedne at a time andt very low doses (eg. 1/10th of a standard dose)

-Patiens may also react badly to theemicals contained in many personal care prodlidtss sensitivity is very
severe, visitors mustvoid wearing these produ@s nuch as possibleefore visiting

9. Be aware of the need for extensiveest and problems with sleep

-Patients with M.E. need a lot of rest, but often find it impossible to get much sleep or find initiating sleep very
difficult, or can only achieve a vetgw quality of sleepr sleep only for short periods at a time

-It may take some patients 4 or more hours to initiate sleep. Being interrupted with noise or light or visitors during
this time may make that period even longer, or prevent the initiatiskee altogether. Even low level noise can
sometimes wake M.E. patients who cannot achieve normal deemslsp are very light sleepers

-Some patients cannot ever sleep for more than a few hours a timd.gosand so they need to be left alone as
much as possible in order that they get these much needed sleep feBddse e p doesndME. necessa
symptoms muclkh often patients feel just as ill even muctworse on waking than theldid before they went to

sleepi but missed sleep causssere worsening of symptoms/disabilifyhe way it feels to have M.E. and not to

have slept much the night before is indescribably horrific, particularly when MsEvése)

-Rest periods are very important in M.E. (including short miesis). Patients ay be made far more ill by tasks

which do not allow suitable rest periods. (Even talking very fast with no pauses to someone with severe M.E. can
cause them to become more ill and to not be able to understand what is being said, for example.)

10.Be aware thatthese aforementionedelapses can be significantly delayethnd so they are not always

visible on superficial examination) and that they can be very serious and prolongedor even fatal in a

minority of cases

-Dondt makeliesviopgBjrdidgemdnt s of a .lbhyod waet to kndvg how dopatlenitisy | e
feeling or if they can or candét do a certain task,

- People with M.E. argery highly motivated to be as active as they possibly caadanyone would be witlos

many restriction on their livesput they know that if they push themselves to do more than their bodies can

handle, the end result will be a huge LOSS of ability leald a higher level of sufferingndso this is noin

their best interest¢Theway people with M.E. get to be as active as possible is by carefully staying within their
postM.E. limits. This also gives the patiethie besthance for their best possible letegm prognosis.)

-Do take the risk of r elssmsnmeceaiybedconeltiaemopedl for daywgelss un wi
or longeri very seriouslyMany M.E. patientare suffering in a fairly extreme way alreadyd their lives arso

painfuland limitedas to almost be unbearable already, without any additionakwimg of the condition.

In conclusion

Just @ yourhonestest. Achieving all of these tasks perfectly all the time may not be possibld s a | ot t o
and a lot to think about all at ondmut everything that you cafoto reduce theelapse fom a hospital stay will

make a real difference and be much appreciated. There is a huge diffesbieen a 2 montlong relapse and a

6 month relapse and between symptoms worseshinigg this timeo a 7/10 level rather than &19 or 10/10

level...or between a relapse that merely lasts weeks or monthss@migpermanent opermanent.

(We appreciate what a hassle it is to accommodate the demands of M.E. only too well. M.E. is an acute onset
disease. We went from being normal and healthy one dawiochto cope with all these limits and disabilities

the nextor from one hour to the next even. Weig#tat M.E. is very unforgivingoverwhelmingndjusta huge

hassle to deal with on just abouteveneleWe t hi nk s o t oo . thB redlity,tnfortusatelg.o e s n 6t

Following this text are sonmdditional forms about specific symptoms and disabilitiestlest patients may or
not want to (or be well enough to) fill ot order to give you more information about their needs, wiiseas
appropriateThank you for taking the time to read this paper.

Additional notes on this text:

1 For more informatiomn all aspects of M.EseeWhat is Myalgic Encephalomyelitis?

1 Ifa M.E.patient is in hospital for surgery, please be aware that certain precautions must be taken with
anaesthesia for the safety and wellbeing of the patient. Pleaséneadthesia and M.E.
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1 Note that hospital trips (or any travelling out of the house) should be an absolute last resort for patients with
severe M.E. because of the enormprise theypay for such tripsit should be avoided wherever possible.
Requiring patients with severe El.to go to hospitgletc) is like making a persowith two freshly broken
legswal k for 5 hours t o ggdductiveaddicruehs itisagodispglypainfuld s as c¢

This extreme level of sufferinig not short term eithert is very, very common for severely affected
patients to spend 6 months, 12 months, several years or longer recovering from a hospital trip, or for the
patient to still not have regained their previous-lewel of health 5 or more YEARS later. Some never do
recover (Again, there have also been cases whéfeEa patient has left hospital only to go home and die.)

People with severe M.E. are some & thost vulnerable memberssafciety and they deserve and
desperately need appropriate care; care given in the asmech as possible. It is unreasonable that these
already very severely ill patients have to be made so much more severely ill to get the basic care they need,
most of which could easily be administered at hatren immensely reducethysical cost to thpatient.

1 What isHomeostasi® Homeostasis is the property of a living organism, to regulate its internal environment
to maintain a stable, constant condition, by means of multiple dynamic equiiibdjustments, controlled by
interrelated regulation mechanisms. Homeostasis is one of the fundamental characteristics of living things. It
is the maintenance of the internal environment within tolerable limits. M.E. causes a loss of the ability of the
CNS (the brain) to adequately receive, interpret, store and recover information which enables it to control
vital body functions. There is a loss of normal internal homeostasis; the individual can no longer function
systemically within normal limits.

Metabdic problems at a cellular level also contribute to this inability to maintain homeostasis in M.E.
M. E. expert Dr Byron Hyde expl ai ns .Etpatants;ithasbeen MRI ¢
shown that because of an abnormal bugdof normametabolites, the muscle cell actually shuts down to
prevent cell death.6 This is what is happening to
the heart) and in the braas a result gbhysical and cognitivactivity and/oroverexetion(etc.y t her e i s
field shutdownd to pr @reatnygMyalgib Encephalanyditishediding he cel |
Overexertiorfor more information and for references.

T Whatdos O6r est 6 Rastmgmeans eompletely @ifferent things at different severity levels. For the
mildly ill being at rest may mean watching TV or perhaps sitting in a chair reading a book or having a quiet
night in with friends. For the severely ilhese things are not at all restful and indeed would provoke severe
relapses.

For the very severely ill, resting means lying down in a dark room, in silence and with no inputs at all
(such as TV or radio or light) anethmoving at all physically or engang in any type of cognitive activity
Clothing must also be comfortable and the room musieiiber too warm nadioo cold. For the very severely
ill a better term would be complete incapacitation, rather than 'resting.' The term resting also intjhes tha
inactivity is optional and this is often not the case in the severely ill who are often resting' (incapacitated)
because it is physically impossible for them to do anything else.

For moderately ill patients resting means something somewhere beheg®o extremes, and so on.

Of course for the very severely ill there will be no safe or symgtemactivity limit and concepts of
pacing or of stopping activities when symptoms appear are useless unfortunately and indeed a sizeable
proportion of the gry severely ill may well be so severely affected in the first place BECAUSE of
overexertion in the early stages of their illnebgcause they were not told how important it was to rest or
were not allowed to rest adequat@fisis very common in M.Rinfortunately.

1 Try not to make superficial judgements of ability or seveYityd can probably observe people with some
ill nesses carefully for an hour or so and coll ect
how severe their illness,iand what their usual symptoms are from day to day, and so on. But M.E. is not one
of those illnesses. Observing your average M.E. sufferer for ari foyweven a week or moiewill not give
an accurate indication of their usual daily activity levaldaese the severity of M.E. waxes and wanes
throughout the hour/day/week and month and people with M.E. can sometimes operate significantly above
their usual illness level for short periods of time thanks to surges of adrénalimeit at the cost of sexe
and prolonged worsening of the illness afterw&elapses of symptoms are very often also significantly
delayed(there may also be both an acute AND a delayed reaction)

Just observing someone with M.E. do a certain task should not be taken to mtkeat;tfeey can
necessarily repeat the task anytime soon, (b) that they would have been able to do it at any other time of day,
(c) that they can do the same task every hour, day or even every week, or month, or (d) that they wont be
made very ill afterwats for a considerable period because they had to really push themselves (and make
themselves ill) to do the task. Often a considerable rest period is needed before and after tasks, this may
involve hours, weeks or months. (Someone may need 2 weeks st &euting for example, and may
then spend 3 weeks extremely ill afterwards recovering from it; so just looking at them in the 2 hours they

were O6out and about and mobiled is of course not e
Most impatantly, because the worsening of the illness caused by overexertion very often does not even
begin until 48 or more hour afterwards (when most
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particular activity was so far beyond a M.E. patiehs i ndi vi dual i mits that the
themselves severely or even permanently more ill by completing thé@asdven if it killed them, to be
blunt. t i s ndt MEodeathaate,is estilmated at 3%, but deaths can and do)occur.

References

All of the information concerning Myalgic Encephalomyelitis on this website is fully referenced and has been
compiled using the highest quality resources available, produced by the world's leading M.E. experts.

More experienced and more kn@dfeable M.E. experts than théder Byron Hyde MD andDr. Elizabeth
Dowsett MD.in particulari do not exist.

Between Dr Byron hMde MD. and Dr. Elizabeth Dowsett MDand their mentors the late Dr John Richardson

MD. and Dr Melvin Ramsay MD. (respectivelythese four doctors have been involved with M.E. research and

M.E. patients for well over 100 years, collectively; from tB&0s to theoresent day. Between them they have
examined more than 15 000 individual (sporadic and epidemic) M.E. patients, as well as each authoring numerous
studies and articles on M.E., and books on M.E. Again; more experienced, more knowledgealolies ameldible

M.E. experts than these simply do not exist.

This paper is merely intended to provide a brief summary of some of the most important facts of M.E. It has been
created by a weltread layperson purely for the benefit of those people withdl time, inclination or ability

to read each of these far more detailed and | engthy
original documents used to create this paper are essential additional reading however for any physic@re(or any
else) with a real interest in Myalgic Encephalomyeli@ibck hereto read the reference list for this paper. For

more information see theeferencepage.

Disclaimer: The descriptions of symptoms in this paper are not intended to form a definitive definition of M.E.
This paper is not intended for use as a diagnostic tool. It is a resefmchation resourcenly. Please consult

your own healtkcare provider regarding any medical issues relating to the diagnosis or treatment of any medical
condition.
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Ability/disability chart for Myalgic Encephalomyelitis

| have had M.E. for months/years, sinees

years old.

| am currently (tick the appropriate box):

¢ MILD/MODERATELY AFFECTED Physical activity is at around 50
60% of expected. Unable to perform strenuous tasks without difficulty, but
able to work partime in light activities or ddavork for 57 7 hours a day,
although rest periods are required. Physical abilities degenerate significantly
with sustained exertion. Cognitive functioning is at around @ of
expected. Unable to perform tasks which are excessively demanding on a
cogritive level, but can complete lighter activities for ¥ hours a day
although rest periods are required. Cognitive functioning degenerates
significantly in a crowded, noisy or busy environment or with sustained
and/or high level use. Social life may bederately affected. Mild/moderate
symptoms (4 or 5/10) at rest. There is mild/moderate pain and/or sensations
of illness/dysfunction throughout the body and brain for some parts of the
day. Increasing moderate symptoms (6 or 7/10) for several hours,rdays o
weeks following physical or mental activity beyond phe r slimitsd s

¢ MODERATELY AFFECTED Physical activity is at around 4®%0% of
expected. Unable to perform strenuous tasks, but able to workirparin
light activities or deskwork for 45 hoursa day if requirements for quiet
and resting are met. Physical abilities degenerate significantly with sustained
exertion. Physically undemanding social activities are possible.

¢ MODERATE/SEVERELY AFFECTED Overall activity level reduced to
around 20 30% d expected. Not confined to the house but may be unable
to walk without support much beyond 50 to 200m, a wheelchair may be able
to be used to travel longer distances. Several hours of deskwork may be
possible each day if requirements for quiet and restiagnet. Requires 3 or
4 regular rest periods during the d
day usually requiring a day or more of resbetween. Physically
undemanding social activities are possible.

¢ SEVERELY AFFECTED Overall physical activityevel reduced to around
5-10% of expected. Usually confined to the house but may occasionally (and
with a significant recovery period) be able to take a short wheelchair ride or
walk, or be taken to see a doctor. Most of the day needs to be spent resting
except for a period of several hours interspersed throughout the day when
small tasks may be completed (or one larger one). Bedbound orlsound
for 21+ hours a day. Activity is mostly restricted to managing the tasks of
daily living and some assistanagh or modification of tasks is often
required.

¢ VERY SEVERELY AFFECTED Overall physical activity level severely
reduced. No travel outside the house is possible. Bedbound the majority of
the day (22+ hours) but may (with difficulty and an exacerbation o
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symptoms) be able to sit up, walk or be pushed in a wheelchair for short
periods/distances interspersed throughout the day (to the bathroom or to
travel from room to room). Almost all tasks of daily living need to be done
by others and/or heavily modifle Eating may be very difficult.

¢ EXTREMELY SEVERELY AFFECTED Overall physical activity level
very severely reduced. No travel outside the house is possible. Close to
completely bedbound (lying flat in bed 23.5+ hours a day). May sometimes
(with difficulty and with an exacerbation of symptoms) be able to sit up,
walk or be pushed in a wheelchair for very short periods/distances
interspersed throughout the day (to the bathroom or to travel from room to
room). All tasks of daily living need to be done by othand/or very heavily
modified. Eating and drinking may be very difficult.

¢ PROFOUNDLY SEVERELY AFFECTED Completely bedbound and
often/always unable to turn or move in bed (or at all) unassisted. Eating is
extremely difficult and liquid food may be neceags&wallowing liquids
may also be difficult/impossible and in some cases ffasding tubes may
be required. Unable to care for oneself at all. Baths (and other personal
care tasks) undertaken by a carer or family member may cause severe and
lastingrelapses in symptoms and so only be able to be attempted
occasionally. Concentration, memory and other cognitive abilities are
extremely severely affected. Achieving even a low level of concentration
may be extremely difficult or impossible and there maalhigh degree of
cognitive confusion as a result. No TV or radio is possible. There may also
be a difficulty maintaining consciousness for more than a few moments or
minutes at a time. Any visitor to the room is almost impossible. Talking,
even to the aar/family, is often impossible. Reading or writing more than
the occasional few words is often extremely difficult or impossible.

There is very severe (9/10) pain and/or overwhelming sensations of
iliness/dysfunction throughout the body and bi@ntinually - worsened to
extremely severe (10/10) by even trivial physical or mental activity with a
recovery period of hours, days or several weeks or months or more. In some
patients any type of stimulus is intolerable, even very short/low exposures to
light, noise, movement and motion are excruciating and may require a long
recovery period. The smallest physical movements bring intense
exacerbations in symptoms. Mental activity is similarly affected. It is all the
person can do to just get through the daywadeconds or a minute at a time.

This is a summarised version of thefulle ngt h 6 M. E. Abi |l ity
onwww.ahummingbirdsguide.com
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Hospital (or carer) notes for Myalgic Encephalomyelitis patients

How Myalgic Encephalomyelitis affects my abilities A form to be filled out
by the patient for the benefit of Hospital staff and carers

Name:
Date:

(Patient note: Just fill in as much of the form as possibleas much as you
feelisnecesaryl t doesnd6t mat t ersfinalldfitlfyyowarec an 6
very ill, just circle those statements which are most impodadtleave the rest,

or perhaps give this form to a knledgeble family member to fill out on your
behalfor as pewour verbal instructiondarens of a child with M.E. may need

to assist thehild in filling this form out.Where multiple options are given,
eithercircle the most appropriate ansvegrcross out any which do not apply

1. Photophobia (sensitivity tolight exposure)
My problems with photophobia are mild/moderate/severe/very severe
To cope with this | need:

2. Noise sensitivity
My problens with noiseare mild/moderate/sevewery severe
The noises which bother me most are:

The time of day my noiseessitivity isat its worst isnorning /noon /afternoon
/evenindall day

Voices can also be venamful for me. Could you pleasehisper at all times
and/ordon't speak to me until afternoon /late afternoon/ evening.

To cope with thigprobleml need:

3. Visitors
Having visitors causes me mild/moderate/severe/very severe relapse
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Hospital (or carer) notes for Myalgic Encephalomyelitis patients

Visitors b my room are fine, but could you just please carefully limit
noise/light: yes/no

Pleasdimit all unnecessarily visitors to my room: yes/no

Please stop all unnecessarily visitors to my room: yes/no

Notes:

4. Physical activity and orthostatic stress

| am limited with regards to physical activity in the following ways:
¢ | need care 24 hours a day.

¢ | need assistance for abst everythingUnaided | cannot:

¢ | needminorymoderate/totahssistance with dressing, eating, food
preparation, toileting, bathing, personal care and hygiene, stahdiegd:

| am limited with how much | can be upright, in the following ways:

¢ | can be uprighfor around __ minuteshours a daybutfor no more tha
____minutes / hours at a timen{y at times of my choosingl must have
time to rest from last period standing before | can do it again

¢ | cannot sit or be standing up at all.

¢ | have to eat, drink, toilet, bath, dress lying down.
My orthostatic problesare mild /moderatsévere. If | am upright for
longer than | should be, what happe&nthe following, and so | need you to:

5. Changes to my illness severifgbilities over the day
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Hospital (or carer) notes for Myalgic Encephalomyelitis patients

My best time of the day is usually:

My worst timés of the days usually:

6. Problems with cognitive tasksand sensory input
Some people with ME. have problemsvith speaking. This is a mild /moderate
/severe problem for me:

C
¢
¢
¢

All the time.
At certain times of the day, or after | have been active in some way.
Sometimes.
Occasonally

The problem | have ig@ick all boxes which apply)

O O O O O O

| can't speak at all.

| can spek only a few words at a time.

| can speak only at great physical cost (i.e. severe pain and/or relapse).
| can only speak very quietly.

| slur my wods and am hard to understand.

Sometimes | cannot speak at all and the only way | can communicate is
throughusing hand signals

Could you please help me with this by:

The cogniive problems | have are mild/moderate /severe/very severe

¢
¢

O 0 0 O O 0O O O

| need assistance with everything

| oftenneed help understanding things

| occasionallyneed help understanding things if very unwell

| oftenneed help remembering things.

| cope bettewith written information than audio

| cope better with audio information than text

| need things repeated to me manydsover

| need to record conversations/eakotes so that | remember them

| forget things emetimesdften/very often.

| need thingexplained to me in a simple wapmetimes/often/always
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Hospital (or carer) notes for Myalgic Encephalomyelitis patients

| find it very hard/ impossible to read or to understand spattimes
| oftenhave difficulty maintaining consciousness for more than
minuteshous at a time.

¢ | oftenhave difficulty paying attention/ thinking for more than
minuteshours at a time or for morhan __ minuteshours a day.

¢ | canusuallywatch _ minuteshours ofTV a day, for ___minuteshours
at a tine, on a good day.

¢ | can listen to the radio or music for _ hoats time, for __ hours a day,
on a good day
| canusually reador _ minutes/hours a day, on a good day
| canusually talkfor _ minuteshours a day, on a good day

| would appreciate it if you couldelp me with my cognitive problems by:

I'm sensitive to temperature in tfalowing ways:

¢ Even mildly warm temperatures make me ill.

¢ If I get even slightly cold it is very unpleasant and | soon become extremely
cold for a long time afterwards (orpassouh a o0c¢.ol d f evero

¢ |only do well in a vey narrow range of temperaturesightly cold or warm
weather makes me ill

¢ Cold weather increases the problems with my joamt$ my pain levels

| amsensitive to touch in a mild/moderaeyere vay. Could you help me with
this by:

| amsensitive to vibratioim a mild/moderate/severe way. Could you help me
with this by:

7. Special dietary requirements
My diet is affected by my illness in the following ways:
¢ | require small mals every _ minutes/hours (due to metabolic problems)
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Hospital (or carer) notes for Myalgic Encephalomyelitis patients

Foods which | am intolerant of in some way include: stimulants (coffee, tea,
caffeinated soft drinks, some herbal teas which contain ginseng, lomatium,
mate and ma huang), sweeteners (sugar, dexghsmse, fructose, splenda,
aspartame and saccharin), high levels of animal fats (may not be digested
easily), additives (artificial colours, flavours, preservatives, MSG), foods
from the nightshade family (potato, capsicum, eggplant and tomato), dairy
products, fruit (may be difficult to digest and the high levels of fructose can
trigger hypoglycaemia and other problems), gas producing foods (onions,
cabbage, brussels sprouts, broccoli), spicy foods, raw foods (may be difficult
to digest), fermented amdouldy foods and foods containing yeast or wheat,
acid foods, nuts and soy.

| alsoneed to avoid the following foods:

| need my food cut up for me sometimes/often/always

| require assistance to eat some/mabteals.

| requirea low Glycaemic Indexiet (foods which release daohydrate
slowly).

| requirea low Glycaemid.oaddiet (foods which are low in carbohydrate
| require liquid mealsiibe feeding.

Due to difficulties eating / swallowing, | need to avoid foods like:

Other notes on diet:

8. Negative diug and chemicalreactions
| have sensitivities to certain drugs (and other nadios) that are usually
mild/moderategevere.

¢

| can take most medications, but have a problem with:
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Hospital (or carer) notes for Myalgic Encephalomyelitis patients

| have problems with many different medications.

| have a problem with almost every medicatiso farl can't take anything at

all.

¢ | can take a variety of ovghe-counter vitamins and herbs, but tend to have
more problems with prescription drugs (particularly those which act on the
CNS).

¢ Please read the pap&naesthesia and M.Beforel havemy operatiorso

that you are aware of some of the things to look out for with regard to

anaesthesia and M.E.

O 0

Other notes:

| have sensitivities to chemicals and airborne aflesgthat are: mild
/moderatedevere. | am sensitive to:
Precautions that | have to take because of this problem include:

If | don't take these precautions, what happens is:

9. Rest and problems with sleep

My sleep is affected by Myalgic Encephalomyelitighe following ways:

¢ Insomnia / brokenlsep.

¢ Reversed sleepake cycle (I usuallgo to sleep at andke at

)

¢ | havesleep paralysis: occasionally/ ofteways, it usually lasts for

¢ | sleep very lightly and need things to be as quiet as possible hgheep.
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