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| put togetheiThe ultracomprehensive Myalgic Encephalomyelitis symptom
listin 2004 using references from the v
ti me however | 6ve wanted to create a
combines the availablesearch with a detailed personal description of the

iliness and which might more accurately describe what it rézadlg liketo

have M.E., far more than a purely clinical list of symptoms (even an accurate
one) ever could.

It is important that the scigéfic facts of M.E., including an accurate general

idea of the symptomatology of the iliness, become widely known by the media
and the wider medical community, as well as the friends and families of
sufferers and the public at large.

There is also a realeed for more of this type of information to be available to

the M.E. community. So many of the emails | get from people with M.E. (and
the conversations | see in M.E. support groups), have to do with sufferers trying
to find out whether the textbook M.EBymptoms they are experiencing are
common in M.E. or not. It's completely unacceptable that despite the abundance
of good research available dating back to the 1950s (and earlier), most people
with M.E. todayi thanks to the financially and politically rneated creation of
the bogus di sease c athawg tttewr noihforndatioh S 6
about the various neurological, cognitive, cardiac, cardiovascular,
immunological, muscular and gastrointestinal (and other) symptoms which
characterise ME.

The symptom list is divided into three categories:

Section 1: The myths about M.E. and the symptoms of M.E.

Section 2: Descriptions of individual symptoms

Section 3:0n the pattern/cause of symptom exacerbations, relapses and disease
progression in M.E.

Section 1: The myths about ME. and the symptoms of M.E.
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Because of the vast amount of inaccurate information being propagated about
Myalgic Encephalomyelitis by various vested interest groups (helped

| mmeasurably by the creation of the
Synd omed6 as wel | as a number of vague
OME/ CFS6 OCFS/ ME6 O6CFI DS6 and Myal gi
important to explain briefly the myths about M.E., and the symptoms of M.E.

Myalgic Encephalomyelitis is not synampus with being tired all the time. If a
person is very fatigued for an extended period of time this does not mean they

are having a O0boutdé of M. E. To sugge
t hat prolonged fatiguet meahsmal pepbke
Parkinsonds di sease or Lupus. |l f a p

be taken to mean that they have M.E. no matter how severe or prolonged their
fatigue is. Fatigue is a symptom of many different ilinesses as walesgure

of normal everyday lifé but it is not a defining symptom of M.E., nor even an
essential symptom of M.E.

There are a number of pegtal fatigue states or fatigue syndromes which may
follow common infections such as mononucleosis/glandularfénepatitis, Q
fever, Ross river virus and so on. M.E. is an entirely different condition to these
selflimiting fatigue syndromes however (anchist caused by the Epstein Barr
virus or any of the herpes or hepatitis viruses), the science is verpuldas
point. People suffering with any of these paisal fatigue states or fatigue
syndromes do not have M.E. M.E. is also not the same condition as Lyme
disease, athletes ovrining syndrome, burnout, depression, somatisation
disorder, candida, miiple chemical sensitivity syndrome or Fibromyalgia, or
indeed any other illness. M.E. is a distinct neurological illness with a distinct;
onset, symptoms, aetiology, pathology, response to treatment, long and short
term prognosi$ and World Health Orgamration classification (G.93.3Hyde
2006, 2007, [Online]) (Hooper 2006, [Online]) (Hooper & Marshall 2005,
[Online]) (Hyde 2003, [Online]) (Dowsett 2001, [Online]) (Hooper et al. 2001,
[Online]) (Dowsett 2000, [Online]) (Dowsett 1999a, 1999b, [OnlinepyBett
1996, p. 167) (Dowsett et al. 1990, pp. Z28) (Dowsett n.d.a, [Online]).

M. E. is also not defined by o6fatigue
hoursdé as the bogus definitions of 0
postexertonal fatigue or malaise) is a common symptom of a large number of
different illnesse$ but what is happening in M.E. is quite different.

Overexertion does not cause fatigue in M.E. but instead a worsening of the
severity of the illness generally and @frious neurological, cognitive, cardiac,
cardiovascular, immunological, muscular and gastrointestinal (and other)
symptoms. The severity of these symptoms can range from mild to severe to
life-threatening. The effects of overexertion can last for houys, eaeeks or
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even many months in M.E., or can even be permanent. The onset of these post
exertional effects are very often significantly delayed so that very often the
worsening of the illness caused by overexertion has nottgumwithin 24

hours in ME., let alone been completely resolved in that time.

The reaction people with M.E. have to physical and mental activity, sensory
input and orthostatic stress not only has nothing to do with mere fatigue (or
Omal ai sed6) but | s unberbfavays. Thismeaogan & sot 0
abnormal in fact that exercise testing is one of the series of tests which can be
used to help confirm a M.E. diagnosis, as are various tests which measure the
abnormal responses to orthostatic stress seen in M.E. Bwspl/ not the case

in postviral fatigue syndromes, Lyme disease, Fibromyalgia and so on. These
patient groups do not exhibit the same measurable pathological abnormalities as
M.E. patients in these (and other) tests. Recent research has also shown that
postural stress exacerbates cardiac insufficiency in M.E. and that this cardiac
insufficiency is the cause of many of the symptoms and much of the disability

of M.E. This pathology is also not seen in any of those illnesses causing fatigue
afterexertonwi ch are commonly misdiagnosed
with M.E. respond to physical activity and orthostatic stress (etc.) is profoundly
different than in these other illnesses; it is an entirely different problem, of a
much greater magnitud€heney 206, [video recording]) (Hooper & Marshall
2005, [Online]) (Hyde 2003, [Online]) (Dowsett 2001, [Online]) (Hooper et al.
2001, [Online]) (Dowsett 2000, [Online]) (Dowsett 1999a, 1999b, [Online])
(Dowsett et al. 1990, pp. 2&91) (Ramsay 1986, [Online]).

What defines M. E. i's not O0chronic fa
damage to the brain. Myalgic encephalomyelitis is an acutely acquired illness
initiated by a virus infection with multi system involvement which is
characterised by post encephaldmmage to the brain stem; a nerve centre
through which many spinal nerve tracts connect with higher centres in the brain
in order to control all vital bodily functioristhis is always damaged in M.E.

(Hence the name Myalgic Encephalomyelitis.) Centralogs system (CNS)
dysfunction, and in particular, inconsistent CNS dysfunction is undoubtedly

both the chief cause of disability in M.E. and the most critical in the definition

of the entire disease process.

Myalgic Encephalomyelitis is a loss of thaldp of the CNS (the brain) to
adequately receive, interpret, store and recover information which enables it to
control vital body functions (cognitive, hormonal, cardiovascular, autonomic
and sensory nerve communication, digestive, visual auditory leaé&tap It is a
loss of normal internal homeostasis. The individual can no longer function
systemically within normal limits. This dysfunction also results in the inability
of the CNS to consistently programme and achieve normal smooth end organ
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responseThere is also muksystem involvement of cardiac and skeletal
muscle, liver, lymphoid and endocrine organs. Some individuals also have
damage to skeletal and heart muscle.

This diffuse brain injury is initiated by a virus infection which targets thanjpra
M.E. represents a major attack on the central nervous system (CNS) by the
chronic effects of a viral infectioMd.E. is an infectious and primarily

neurological disease process which occurs in epidemic and sporadic forms.
There is a history of recordeditbreaks of M.E. going back to 1934, when an
epidemic of what seemed at first to be poliomyelitis was reported in Los
Angeles. A review of M.E. outbreaks found that clinical symptoms were
consistent in over sixty recorded epidemics of M.E. spread alltbgewvorld.

M.E. has been linked to Poliomyelitis (Polio) since 1934 and for a number of
years M. E. was refeTfThe dwarol das Olad aypii 1
(namely Ramsay, Richardson, Dowsett and Hyded others) have all

indicated that ME. is caused by an enterovirus, the same type of virus which
causes polio. The evidence which exists to support the concept of M.E. as an
enteroviral disease is compelliffépr example: M.E. epidemics very often
followed Polio epidemics, M.E. resembles iB@t onset, serological studies

have shown that communities affected by an outbreak of M.E. were effectively
blocked (or immune) from the effects of a subsequent polio outbreak, evidence
of enteroviral infection has been found in the brain tissue of pafents at
autopsy, and so on. (Sééhe outbreaks of M.Eand for more information.)

M.E. is primarily neurological, but because the brain controls all vital bodily
functions virtually every bodilyystem can be affected by M.E. Again,

although M.E. is primarily neurological it is also known that the vascular and
cardiac dysfunctions seen in M&ie also the cause of many of the symptoms
and much of the disability associated with Mi.Eand that thevell-documented
mitochondrial abnormalities present in M.E. significantly contribute to both of
these pathologie3here is also muksystem involvement of cardiac and
skeletal muscle, liver, lymphoid and endocrine organs in M.E. Some individuals
also hae damage to skeletal and heart muscle. Thus Myalgic
Encephalomyelitis symptoms are manifested by virtually all bodily systems
including: cognitive, cardiac, cardiovascular, immunological, endocrinological,
respiratory, hormonal, gastrointestinal and musskkletal dysfunctions and
damage.

M.E. is an infectious neurological disease and represents a major attack on the
central nervous system (CNSand an associated injury of the immune system

I by the chronic effects of a viral infection. There is atsmsient and/or
permanent damage to many other organs and bodily systems (and so on) in
M.E. M.E. affects the body systemically. Even minor levels of physical and
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cognitive activity, sensory input an
individual postillness limits causes a worsening of the severity of the iliness
(and of symptoms) which can persist for days, weeks or months or longer. In
addition to the risk of relapse, repeated or severe overexertion can also cause
permanent damage (eg. to thealt), disease progression and/or death in M.E.

M.E. is not stable from one hour, day, week or month to the next. It is the
combination of the chronicity, the dysfunctions, and the instability, the lack of
dependability of these functions, that createshigh level of disability in M.E.

(It is also worth noting that of the CNS dysfunctions, cognitive dysfunction is
one of the most disabling characteristics of M.E.)

At first glance a list of M.E. symptoms it may seem that every symptom

possible is menbined, but the seemingly random list of symptoms in fact form
unique and distinct patteriis hey ar e anything but o6r
knowl edge of the illness and/or of h
systems. Different people have a lodifferent symptoms but the general

pattern and evolution of major symptoms are remarkably coherent from patient
to patient in M.E.; they fit a precise pattern that is nearly identical from one
patient to the next.

M.E. is a distinct, recognisable disea&swity which contrary to popular belief is
not difficult to diagnose and can in fact be diagnosed relatively early in the
course of the disease (within just a few weékgjoviding that the physician

has some experience with the iliness. (The usualafdgeE. is so distinct that
people with M.E. can recognise fellow sufferers almost in an instant.) Although
there is (as yet) no single test which can be used to diagnose M.E. there are a
series of tests which can confirm a suspected M.E. diagnosistd§tlare

normal, if specific abnormalities are not seen on certain of these tests (eg. brain
scans), then a diagnosis of M.E. cannot be cofkeale 2006, 2007, [Online])
(Hooper 2006, [Online]) (Hooper & Marshall 2005, [Online]) (Hyde 2003,
[Online]) (Dowsett 2001, [Online]) (Hooper et al. 2001, [Online]) (Dowsett
2000, [Online]) (Dowsett 1999a, 1999Db, [Online]) (Hyde 1992 p. xi) (Hyde &
Jain 1992 pp. 3843) (Hyde et al. 1992, pp. Z2%) (Dowsett et al. 1990, pp.
285291) (Ramsay 1986, [Online]) (Doets n.d.a, [Online]) (Dowsett &

Ramsay n.d., pp. 884) (Richardson n.d., pp. @2). (SeeTesting for Myalgic
Encephalomyeliti$or more information.)

All of this is not simply theory, but is based upamenormous body of clinical
information which has been published in prestigious-p@dewed journals all
over the world and spans over 60 years. Confirmation of this hypothesis is
supported by electrical tests of muscle and of brain function (includeng
subsequent development of PET and SPECT scans) and by biochemical and

www.hfme.org 5


http://www.hfme.org/testingforme.htm
http://www.hfme.org/testingforme.htm

What it feels like to have MyalgiEncephalomyelitisA personal M.E. symptom list and description of M.E.

hormonal assays. Newer scientific evidence is increasingly strengthening this
hypothesis. Myalgic Encephal omyel it/
unexplained. Many aspeat$ the pathophysiology of the disease have, indeed,
been medically explained in volumes of research articles. These are well
documented, scientifically sound explanations for why patients are bedridden,
profoundly intellectually impaired, unable to maimtain upright posture and so

on.

Myalgic Encephalomyelitis is a debilitating illness which has been recognised
by the World Health Organisation (WHO) since 1969 as an organic
neurological disorder. M.E. is similar in a number of significant ways to

llinesses such asultiple sclerosisLupus and Polio. M.E. affects all races and
socioeconomic groups and has been diagnosed all over the world with a similar
strike rate to multiple sclerosis. Children as youn@vascan get M.E., as well

as adults of all ages.

M.E. can be extremely disabling, and is not a-keliting or short term iliness.

25% of M.E. sufferers are severely affected and housebound and bedbound. In
some cases Myalgic Encephalomyelitis cao &ls progressive, or fatal.
Governments around the world are currently spending $0 a year on M.E.
research.

M.E. is an infectious neurological iliness of extraordinarily incapacitating
dimensions that affects virtually every bodily systemot a problenof

medi cal l y unexpl dHyade@D6, 28007 [Onlime]) @loopea t i ¢
2006, [Online]) (Cheney 2006, [video recording]) (Hyde 2003, [Online])

(Hooper 2003, [Online]) (Dowsett 2001, [Online]) (Hooper et al. 2001,

[Online]) (Dowsett 2000, [Online])Dowsett 1999a, 1999b, [Online]) (Hyde

1992 p. xi) (Hyde & Jain 1992 pp. 383).

More information

9 For a referenced version of this test seee Ultracomprehensive Myalgic
Encephalomyelitis Symptom &fi

1 For more information about the medical and political facts of M.E.\&/&e:
benefits from 'CFS' and 'ME/CFSWhat is Myalgic Encephalomyelitis?
M.E. vs MS: Similarities and differencaadMyalgic Encephalomyelitiss
not fatigue, or 'CFS'See also:Putting research and articles into context

. The misdiagnosis of CESmoke and mirrorandProblems with the so

called "Fair name" campaigkiVhy it is in the best interests of all patient

groups involved to reject and strongly oppose this misleading and counter
productive proposal t andProblema with 'olCF S 6
M.E. (or CES, CFIDS or ME/CFES) advocacy groups
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See also those papers created exclusively for M.E. patients including:
Problems wth the use of 'ME/CFES' by M.E. advocaseslAre we just
‘marking time?'

9 For information on how to treat M.E. sé&eating M.E.- The BasicsSe
also:Why patients with severe M.E. are housebound and bedb®hbgad,
Importance of avoiding overexertion in Myalgic Ephalomyelitisand
Hospital or carer notes for M.E.

1 This website has become so large that its feataeso longeall be taken
in at a glance. In order for site visitors to find the infatiorathey need
more quickly, thdnformation Guidepage featureguides relevant to each
of the different types of visitors to the site including M.E. patients, doctors,
OCFSO6 mi sdi a friendssaeddamity aftpatients gl so on.

Additional notes on this text

1 Note that many different illnesses may share a percentage of the individual
neurological, gastrointestinal or cognitive features of M.E., (and so on) but
there is no other illnesshich encompasses each of the specific
neurological, cognitive, immunological, gastrointestinal, cardiac and
cardiovascular, endocrinological, respiratory, hormonal and other features
and symptoms which make up M.E. This specific combination of
symptoms/pdtology is not seen in any other iliness. There are also a number
of characteristics of M.E. which are unique to the illness. The acute onset of
M.E. also sets it apart from many other illnesses commonly associated with a
gradual onset, as do many otherrelateristics. Seéthe misdiagnosis of
CESfor more information. For more information about the significant
similarities between M.E. and Multiple Sclerosis 9deE. vs MS:
Similarities and differences

1 What is CFSTFS was created in a response to an outbreak of what was
unmistakably M.E., but this new name and definition did not describe the
known signs, symptoms, history and pathology of M.E. It described a
disease process that did not, and could not exist. All each of these flawed
CFS definitions O6defined is a heter
with various misdiagnosed psychiatric and miscellaneousgpggaohiatric
states which have little in commdut the symptom of fatigue (a symptom
seen in many illnesses but not a defining feature of M.E. nor even an
essential symptom of M.E.).

The disease category OCFSO6 has und
psychiatric paradigm of M.E. by allyingwith various unrelated psychiatric
fatigue states and pesgtral fatigue syndromes (etc) for the benefit of various
(proven) financial and political interests.
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M. E. and O6CFSO06 ar eThaterminokbgyisofteryusanu s
interchangeablynicorrectly and confusingly. However, the DEFINITIONS
of M.E. and CFS are very different and distinct, and it is the definitions of
each of these terms which are of primary importambe. distinction must be
made between terminology and definitiohg.sunmarise:

1. Chronic Fatigue Syndromeis an artificial construct created in the US in
1988 for the benefit of various political and financial vested interest
groups. It is a mere diagnosis of exclusion (or wastebasket diagnosis)
based on the presence of grddwaacute onset fatigue lasting 6 months.
If tests show serious abnormalities, a person no longer qualifies for the
di agnosis, as OCFS6 is 6medically
does not mean that a person has any distinct disease (including M.E.).
The patient popul ation diagnosed w
vast array of unrelated illnesses, or with no detectable illness. According
to the | atest CDC estimates, 2.54%9
(mis)diagnosis. Every diagnosis@fCFS6 can only ever
misdiagnosis.

2. Myalgic Encephalomyelitisis a systemic neurological disease initiated
by a viral infection. M.E. is characterised by (scientifically measurable)
damage to the brain, and particularly to the brain stem whichsesult
dysfunctions and damage to almost all vital bodily systems and a loss of
normal internal homeostasis. Substantial evidence indicates that M.E. is
caused by an enterovirus. The onset of M.E. is always acute and M.E. can
be diagnosed within just a fewewks. M.E. is an easily recognisable
distinct organic neurological disease which can be verified by objective
testing. If all tests are normal, then a diagnosis of M.E. cannot be correct.

M.E. can occur in both epidemic and sporadic forms and can be

extremely disabling, or sometimes fatal. M.E. is a chronic/lifelong disease
that has existed for centuries. It shares similarities with MS, Lupus and
Polio. There are more than 60 different neurological, cognitive, cardiac,
metabolic, immunological, andiwgr M.E. symptoms. Fatigue is not a
defining nor even essential symptom of M.E. People with M.E. would
give anything to be only severely
fewer than 0.5% of the population has the distinct neurological disease
known sirce 1956 as Myalgic Encephalomyelitis.

The problem is not that OCFS6 pati

patients; some of those patdobawe s mi
psychol ogi cal i | Il nesses. cludesdl sodis a s
of fatiguing illnesses including ps

psychiatric illness; for many patients this is inappropriate, but some patients
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mi sdi agnosed wdothdve psyCHel8gical ilnessebhere is y
nosuch di s e athais thesentioe@GEuU8. dhe vast majority of
patients misdidogqolhaedMdE. with OCFSO
The bogus disease category of OCFSES
use of other vague and miB/I@RI,ihg u
OCFS/ ME-CFB86 GAMEDS, 6 OMyal gic Encephal
the benefit of all patient groups involved. Information on M.E. must be
published using only the term M.E. and must involve a 100% M.E. patient
group. Science, logic and ethicaist finally prevail over mere financial and
political concerns.
For more information on this topic séehe misdiagnosis of CE8Vho
benefts from 'CES' and 'ME/CES'Where to after a 'CES' (mis)diagnosis?
Smoke and mirrotsThe Terminology ExplainedndWhy the disease
category of 6 CF Sthe tmthabouttheorganicand d o n e d
distinct neurological illness M.E. must not be allowed tdbeed under
cover of o6fatigued and O6CFS6 for an

Section 2: Descriptions of individual symptoms

This is not a complete list of all the M.E. symptoms on record, nor is this even a
complete |ist of my own s probakdlyo ms, I
described roughly 7080% of all my symptoms here. Along with some of the
descriptions of individual symptoms | have also included some background and
contextual information. Also note that symptoms are listed in no particular
order.

Al wemhiaving a very normal tolerance for alcohol, to haviag

tolerance for alcoholat all. This happened over a period of just a few weeks

right after the day | got M.E. (on March the™B995) when | was just 19. On

each occasion | drank | could drinkde®an on the one before. It soon got so

that if I drank even half of a standard drink, | would get an extreme hangover
within about 20 minutes that would continue-248 hours afterward. This
problem remains unchanged dikatngar s o
(one mouthful) alcoholic drink on special occasions. (It makes me feel slightly
intoxicated for a few minutes and then | get a huge headache and feel terrible
for hours afterward so there really

AFor a f ew Yy @&lesynmgptonh wharasbmetnightss woabitfick
outevery time | turned over in bed. A
my eyes roll back in my head, the ro
consciousness. It felt just horrible. The experience was s@daich worse

t hough by the fact that my memory wa
to be more careful about moving for the rest of the night, but then forget the
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whole thing entirely a few minutesorsoldétes o of cour se 1 06d
andblack out again. This would just go on and on and | remember some nights
doingitl0i 15 ti mes or mor e. | 6d feel so s
| just couldndt remember not to do i
time, no matter howhad | tr i ed. | 6d alternate b
out (while | could still remember them), and having the awful realisation of

how damaged my memory really was (while | could still remember that too).

The nights | spent like this felt like a nighdine that just kept endlessly
repeating itself. o

AOne of my very first M. E. symptoms
now) was to feel veryertiginous anddisoriented in the dark or when | had
my eyes closed. | would have no sense of up or dowsense of where | was

i n space and often | would experienc
sense of spinning or feeling of disequilibrium.) | would be fine if there was a

|l ow | evel | i ght but pure dar kdbess wa
|l ying normally on a bed but then |6d

hol ding tight onto the edge of my be
was suddenly tilting at a wild angle and that | must be about to roll right off it.
Gettingto sleep began to become really difficult.

| just couldndét work out what was h
be somehow O0scared of the dar ko for
now. (That was all | could come up with! | just hadligtle accurate
I nformation about my illness at the
to be more precise as | was misdiagnosed as suffering with depression and
anxiety for many years. The fact that | had no feelings of depression or anxiety
fand that | did have a whole host of
possibly be explained by any mental or behavioural conditbn d n 6t s eer
bother my doctor at all strangely enough.)

Through a lot of trial and error however, | finally found adiat was really
happening: that my systems of balance (my vestibular systems) and sense of
where | was in space (my proprioception) were damégedat least no longer
working as well as they did, or reliably. (Your vestibular systems control your
sense bbalance and tell you which way is up etc. Proprioception is the ability
to sense the position and location and orientation and movement of the body
and its parts, from stimuli within the body itself.) | also worked out that my
body had adapted to thisrdage to some extent (as the brain will often do) by
using my vision to compensate. This was great, but of course it meant that if it
was dark or i1 f | c¢closed my eyes, | 6 d
problem!
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Once | 6d wor k etdd gaimglto sleelp with a mighgght,whi¢h st a
helped immeasurably. | started off with a big light but soon found | could make
do with a very small one thankfully. (The room is still very dark but there is just
one small corner of the room lit up so that h ce it well enough to tell which
way is up.) It is still quite awkward though as | have to keep my eyes open and
looking at where the light is for as long as | can when | am trying to sleep. |
have to go to sleep without having my eyes closed for vewy beforehand,
which is difficult as you can probably imagine.

Another problem wasl/is that | very much need to rest throughout the day
with my eyes closed, or else my eyes hurt too much and | am overstimulated

neur ol ogically. | tHowgh, olakingl my gyassrade ene sol d
vertiginous. It made me sit bolt upright with a huge JOLT every few minutes to
stop myself oO6rolling off the edged o

found a way around this too; | found that | must put a weigbégdover my

eyes to cover them when | rest with my eyes closed. The weight of the bag tells
my body which way is up, compensating for the lack of (already compensating)
vision when | close my eyes. It is a very happy day when you finally work out
how otud sGmart 6 a symptom | i ke this!

(Incidentally, the fact that my vestibular systems are severely damaged, and
that | use vision to compensate, has been verified by objective scientific testing
through the administration of a Romberg test by a physicidtomberg test is
a useful test of damage to the vestibular systems and of brain stem function. At
least 95% of M.E. sufferers have been shown to have a positive Romberg test.

by

SeeTesting for M.Eformorei nf or mati on. ) O

AAnot her problem with having a vest.
normally, and that is using visual input to compensate to a large extent,lis that
lose all spatial orientationif there is movement in my field of vision | have

no sense of up and down, and of where | am in space. For example, if | am
walking down the hallway and someone else starts walking down it too, my
brain misinterprets this movement as being relevant new information on which
to base my sense of where uglalown are. What usually happens then is that
the room feels like it is spinning or tilting and | have to hold on to the walls to
keep myself standing upright. Uswuall
until the person has passed my field of wisionly then can | continue my

walk.

| have a lot of trouble completing tasks (including walking) when there is
any other movement in the room. If | want to use the microwave for example,
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or get myself something out of the fridge even, | need to ask@werelse in
the room to sit down and not get wup
make me very popular (understandably) but it is the only way | can get around

this probl em. It is either that or |
prefert o do things for myself i f at all
ARnSome days as soon as | fir stbalsrtcand
Il s even worse than usual. | 61 1 start

both sides of the hallway walls aga to try to keep myself from falling. The

weird thing though is that | am not fighting to avoid falling over forward. My

I nternal sensors are telling me that
were walking UP the wall) and that | am in dangefatiing backwards, and

about 10 degrees or so to the right. | can see clearly where the real up and down
IS, but my body (my vestibular system) is telling me something very different. It
Is disconcerting to feel as if you are walking up a wall and aretabdall

backwards, when in reality you are leaning quite far forward as you walk and

are in far more danger of falling forwards onto your face than anything else! |
eventually worked out that | can sometimes trick my wonky vestibular system

t o t h listeking to thexmad signals it is sending me by holding my head at

a weird (specific) angle (so my vestibular system thinks my head is perfectly
upright) and walking like that. If that works, | can walk pretty much normally, |
just look very odd and wailig is still difficult (in no small part because | often
cano6ét really see where | 6m going as
trick doesndét always work. This bal a
slowly improve as the day goes on usyal the system is able to reset itself
somehow. 0O

ARAsi de from t he many dicdrdiae prablemhsara e ur o
probably my worst symptom right now and they are certainly the scariest
symptoms. They are caused by my being upright for tog (orthostatic stress)

but also from too much mental or physical activity. The symptoms are much the
same independent of whether | have overexerted physically, mentally or with
orthostatic overexertion. The pattern is the same too; some moderate to severe
symptoms right after it happens and a far more severe worsening of symptoms
starting anywhere from 8 to 48 or more hours later. The delayed onset
symptoms or relapse can last one day, or a week or several weeks if the incident
was bad enough (or everi 4 months or more if it was extreme. | also might

never regain my previous level of health if it was an extremely severe
overexertion, as has happened before.)
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Two recent Holter monitors | had (a type of heart monitor) showed that my
heartrate went up to 40 bpm when | was having these kinds of attacks (among
ot her abnormalities). | didndét have
the monitor on either, but 170 bpm i
know really if it gets much worse than th@ardiac problems are one of the
most common causes of death in M.E.).

My blood pressure is also abnormal (low and labile) in response to these
same exertions, which is also quite scary. | can feel my blood pressure get very
low, then return closer to nmal and then go all strange again a few seconds
| ater and so on. 't is just a horrib
had this problem objectively and scientifically verified many times by blood
pressure monitor. Tests show that my bloogspure, as well as my heart rate,
goes haywire when | stand up even fo

AThe probl em of amyhear fjuttefing ;) tny dhestaig t r a
one of my worst symptoms. | t oéiehad s |
to beat much faster to make up the difference. (So you have a lot more

i neffective beats iIinstead of the nor
explain but you can feel that each b
beat shdleledow®sor something. Someti mes,
the beats are so shallow that my heart is just shaking or vibrating in my chest
instead of beating. You can just tell something is very wrong, it feels just

terrible. The more fluttery andbratey my heart beats get, the faster my heart

rate becomes it seems. (I also sometimes feel a strange sensation in my heart as
I f it has a big air bubble iIin 1t. I
way | can think of to explain thedéng.) Certain levels of physical or mental
activity, sensory input or orthostatic stress make it a lot worse both immediately
and 8i 48 hours later as well. No matter what the type of overexertion, this
tachycardia and fluttering of my heart is always first symptom | get, and

very often the most severe symptom caused also. | have several moderate
severe episodes of tachycardia every day usually. This problem is also there at a
lower level all the time, even at rest.

(Like just about every othéd.E. sufferer, | was blown away when the

research about cardiac insufficiency
so much! o6 and o6finally some attentio
M. E.!" 06 we al/l t hought . Acc dysfanctiong t o

leads to diastolic dysfunction and reduced stroke volume/low cardiac output in
M.E.T and certain levels of orthostatic stress and physical and mental activity
etc. exacerbate this cardiac insufficienBy.Cheneyexplained recently that
because it takes more metabolic energy for the heart to relax and fill with blood
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than it does for it to squeeze and pump blood, the hearts of people with M.E.
donoét fill with the prmumewhchasmhatnt of
causes the reduced cardiac output and many of the symptoms of M.E. (and
much of the disability of M.E.) So the tachycarditast heart raté seen in

M.E. in response to orthostatic stress etc. is actually compensating for low
strokew| ume to help increase cardiac ou
blood so it is forced to beat faster to try to make up some of the shortfall, but

we are still left with reduced cardiac output which leaves us very ill and

disabled, and if sever@meugh can result in death. As one M.E. advocate
explains: o0Cardiac output is sometim
movement, and any attempt to exert oneself beyond one's own capacity for
cardiac output that is when demand exceeds cardiac capawguld indeed

result in death. Studies on dogs have shown that when the demands of the body
exceed cardiac output by even 1%, the organism dies. M.E. patients [must]
reduce demand and reduce their exertion level to stay within the bounds of their
lowcardiaco ut put t oMESA)ayClaildkveon t(he o0Dr C
to read more about this iIimportant ne

Al can c ur upeght/out of bed forla few imieutes at a time, fmo

more than 1% 25 minutes a day without experiencing severe cardiac

symptoms. That is just enough time upright for me to get dressed, take the trips
to the bathroom | need, walk to the kitchen a few times to getifaoldplan
thingsverycarefulpnd am very quick. Some days
minutes spare standing or sitting up time that | can use either to wash my hair,
get something off a shelf, have a drink of water sitting up, or brush my teeth or
my hair sitting up etc. Any morentie spent upright than this and | experience
severe cardiac episodes (and other symptoms) both right away and even worse
ones & 48 hours later that can last many days, weeks or months afterward (or
which can even be permanent).

Even sitting up in bed ith a few pillows also causes these problems, so |
have to lie pretty much completely flat almost 24 hours a day. | can only use
quite flat pillows. | also have to raise my legs slightly when | am lying down to
reduce the load on my heart because mylsetirttr uggl es a | ot mc
Wearing kneehigh compression socks helps to a certain extent too. (Blood
pools in the lower legs and feet when you have M.E.; research has shown that
the average person with M.E. has only 75% of the circulating blood eolum
they should have while severe sufferers have been shown to have only 50% of
the expected circulating blood volume.).

I have to | ean up on one arm and r a
choke and coul dndt managtelhavetotrytoedt we
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very quickly though as | candét manag
problems | ater. | 6d give anything to
just to be able to sit up a f ablketohour
eat for at least 6 years now. | dream of one day being well enough to sit up to
use an electric wheelchair a bit now and then, that would be just wonderful but |
would have to improveanmenselyor that to happen (not just with being able to

sit bu with being able to cope with movement, light and noise sensitivity, and
much more). Being able to use a wheelchair is something | hope for very much,
in the future. But | am far too ill to use a wheelchair at all now, or anytime even
remotely soon (alonggi t h most ot her severely af/

AThe sympt oms andbenguprgla longerthatyoo aus e d
should bewhen you have M.E. are intense, and make you feel profoundly ill. A
lot of the symptoms | have been describing have bé#cudt to put into words

but | think my cardiac and orthostatic problems really are some of the hardest to
descri be. (Many of wus just canodot put
dying.06) 1 06ve had these s aohmyilmess ho st
and every day since. (Orthostatic stress is caused by maintaining an upright
posture, ie. sitting or standing.) This is not a perfect description but is the best |
can come up with:

When | 6ve been upright ©panisfailing,dkel ong
am having the equivalent of a heart attack in every organ. (\Whé&mneney
explained recently that when someone with M.E. stands for too long they are
oon the ver ge adn dotr gatn dlali | suure@dr il s end
thought YES! that is exactly what it feels like!) My whole body feels as if it is
in crisis and really struggling, my heart most of all. It feels like my heart is
under immense pressure and not dealing with it.\WeNill thump very
forcefully or do a strange type of fast fluttering motion. (It feels like it can only
beat pathetically weakly and so it needs to go very fast to try to make up for it.

It feels like it is only beating in the most light, quick and stip@l of ways,

and that it is really struggling to do even that.) The heartbeat also seems to be
very irregular. It feels like a heart attack. My heart feels like it is under such
Immense strain that it could stop at any time. | feel incredibly illf Bsight

drop down dead right then and there.

My head feels the wrong pressure and as if it might burst, as does my whole
body. My thinking is negatively affe
canodot speak i n sent elslkemybaynand mydbmaie  hKb o0
are in a state of shock from lack of blood flow. Sometimes, when it is very
severe, | notice that my body is shaking uncontrollably. | have to lie down very
quickly or else fall down where | stand. (The immediate effectsanfigtg or
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sitting up too long are severe, but | also know that the after effects will be more
severe and long lasting every extra second | stay upright during the attack, so
getting myself back in bed and lying flat as quickly as possible is vital.)

If | have a severe orthostatic attack however, | know that these acute
symptoms were only the start of ithe tip of the iceberg and that the delayed
effects will be even worse and last far longer. The delayed effects always occur
even though by then | haadways been lying down properly and not standing
up for longer than | should for many hours. (No amount of resting afterward
prevents the delayed after effects, it is far too late by then.) For me, the delayed

effects of orthostatic overexertionusuallyh when | dm trying
(from about 1lani 3am usually) and can last anywhere froiin@ hours or
more. One minute |1 O06m fine and the ne

problems similar to those that | experienced earlier in the dayatbuoiore

severe. Again my heart alternates between fluttering wildly and beating very

fast and very shallowly, and pounding so hard that | can actually see my feet
shake with the force of it. Again it feels like a heart attack. The pain in my heart
IS intense. Sometimes | manage to get to sleep before the attack starts and | am
woken up with a huge JOLT by the for
great, | got away with what | did to
get away with anything atlgl It really does feel like a heart attack, like my

heart is really struggling and as if something very heavy is sitting on my chest
making it very hard to move, or to breathe.

Each time this happens very severely and | feel that death could be a
possihlity, | wonder if | should call an ambulance. (A large percentage of the
deaths from M.E. are cardiac related, so this is not an irrational fear). | try to
weigh up whether | might regret not calling an ambulance in a half hour or so
when it might be todate with the fact that if | do call one the trip is guaranteed
to set my health back severely for 6 months or more (and my cardiac problems
will be made a lot worse), and that | might not actually get any medical
treatment anyway even if | do go. (Whichwhat happened the one time | did
call for an ambulance and go to the emergency room. The doctéaygbked in
my face, despite the fact something additional/unusual really was wrong and
was seriously affecting my heart and could potentially have kaehiff my
own doctor hadnot Eneigendyeodm, RODforumprednat er

t his). | dondét think 1 06d chance an e
myluckwordt r un o ut .butBkoowl reave nsgoaragteedhat this

wi | | al ways be the case. 0

ALyYying on my side in a relaxaseyheastay i

and lungs feel as if they are being crushelly the ribcage (or something)
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somehowMy whol e chest feels under press
my heart is really struggling to beat. | can lie on my back with no problems, but

| candét stay in that position all d a
side. | have to kindfdean backwards when | do it, so | am half lying on my

side and half lying on my back. It is really awkward and uncomfortable. | have
to hold myself so stiffly so that my
heart and lungs the wrong way. | keep fdtigg to be constantly careful about

how | lie but then WHOMP! my heart and lungs really protest about it and |

have to get all uncomfortable again. | often wake myself up struggling to
breathe and having heart painlwamen I
asleep too. This symptom is just ridiculous and it makes things so difficult.
(Although I have recently finally found a medication which lessens this
symptom for me at | east to some exte

Al f vy o uorthostatieintdleharce of M.E. but have not yet been

correctly diagnosed as such, you learn very quickly, or your body does, how to
stop yourself passing out from it; there is a bit of a knack to it. (I was only
correctly diagnosed as having orthostatic problems 6 or 7 yeard b#came

il and the symptom started, in all the years before that my doctor had
unfortunately misdiagnosed them as b

Orthostatic intolerance is at its worst when you are standing or sitting very
still, walking or moving aroundrdidgeting makes it slightly better, so things
like waiting in queues, having haircuts or standing up during conversations
would often cause an attack. | would be waiting in a queue for example and
suddenly start to feel very hot, shaky, liglgaded andizzy. My heart and
heartrate would start going crazy. It would feel like my heart was really
struggling to beat and was about to explode out of my chest. | could feel my
blood pressure doing very strange things too, changing from one second to the
nextamnd then | 6d feel myself start to b
one of the O6mil der6 attacks | eventu
worst of it by rocking backwards and forwards on my feet and then changing
the way | was standinglat, or by leaning all the way forward onto something.
|l f it was a bad attack however these
crouch on the floor leaning all the way forward as much as | could, while also
changing position and fidgeting a lot, tedp from blacking out. (For the first
few years | often used to pretend that | had to adjust a shoe, or get something
out of my bag or whatever while | wa
| ook completely nuts. B u @t people thoight | a't
anymore or if | got stared at and | just did whatever | had to do to stay
conscious, as unobtrusively as possible.)
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At around the same time, in the first 6 or 7 years of illness when | was
misdiagnosed as having mental health probléem3,d al so have to
havingblack outs when | was drivingmycar Of course | cou
crouch down on the floor and fidget
car seat back as far as it could be tilted (with me still being abéath the
steering wheel steering wheel), and drive the car that way. That helped a lot, but
nowhere near enough. My usual drive (to and from university once a week) was
half an hour each way, about 20 minutes more than | could really cope with at
thetimeAf t er about 10 minutes of drivini
extremely i1il1l, and very hot and feve
pressure in my chest and trouble breathing, and my heart would be just going
crazy and | 0 dboutte kldck oatsSometimes | waudd ractually
grey out for a few seconds. | 6d qui c
wonder how on earth | was going to manage the rest of the drive. It was all |
could do to just keep myself going from one secondtbe next &€ But

suddenly, or so it seemed, | 6d be pu
no memory at all of how |1 6d got ther
could only have been what is known as an absence seizure (a phenomenon

knownb occur in M.E.). W th an absence

mode; you can keep doing repetitive tasks automatically though you will have
no memory of anything youbve done as
time.

A brief note on driving a car while so ill: It scares me so much to know
that | was not fully conscious or fully aware while | was driving, and that this
happened so many times. If | could go back in time and know then what | know
now | would NOT have continued to drive ingltondition and to and put
myself and others on the road in such potential danger. That | did this for so
| ong horrifies me now, but at the ti
family, friends and doctor) not driving because | was (supposedly) aremals
depressed and lacked motivatiomy misdiagnosis at the time. | was told by
my doctor in no uncertain terms that only willpower, pushing through my
symptoms and forcing myself to do thirigao matter how ill | felt or what
symptoms | hadl could orwould get me better. | was very physically ill at the
time but | had no problem at all with motivation or willpower. | had quite a lot
of both, unfortunately. (For example, even when | was down to only being able
to take one class a week at university am@n it was taking me four, five and
then six days to recover from the cl

three hour c¢class, then | 6d drive hom
seizures every day, and then spend the rest of thatrdhthe following four or
five days going in and out of consci

incapable of speech and very impaired mentally and able to do nothing but be in
bed very, very ill and in extreme unrelenting pain. | was unspeakably i
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finally stopped studying not because the pain and horrific symptoms were at
frighteninglevels | 6d passed that threshoild a
but because it was physicaliyppossiblefor me to keep going. | had completely
physicallycd | apsed to the point that | cou
years later | have still not been able to get up from this collapse and to return to
study.)

The ironic thing is that 106d have b
actually. | did mysk so much permanent bodily damage pushing on through all
the hellish symptoms so hard and for so long. | made myself far more ill, and
caused myself permanent damage. | am still paying for the way | pushed myself
to do more than | should have after sihagge and | probably will continue to do
so for the rest of my life. (If only | had trusted in myself and in what | knew
what really happening with my health instead of trusting my doctor so much
more, and thinking that she must know what she was talkiogtddecause she
was a doctor and so certain and seemed to have science behind her (almost all
my tests were normal but, well they would be, because she did completely all
t he WRONG tests)eé and if only 16d be
anycostj f 1 6d given up sooner, | woul d |

The arrogant and ignorant doctor who gave me this bad advice has so much
to answer for. | dondét think itdos an
The worst part of all this howeves knowing that even today so many people
arestill having their lives ruined by ignorant advice to exercise, or are even
dying from it (including young children). If a prescription drug had anything
like the appalling track record exercise has with peepth M.E. (or really,
even a small fraction of it; even 5%) it would be a huge worldwide scandal. The
drug would be immediately banned and serious criminal charges would be laid.
Yet the rate of people with M.E. recommended or deecedto exercise
cortinues to rise, with the full support of government etc. This is also despite
the fact that legitimate research clearly shows that it has a ZERO percent
chance of providing any benefit to people with authentic M.E. as well. That this
can be allowed to goan such a supposedly enlightened day and age as ours
defies belief. It is a gross violation of basic human rights, to say the least. (See
Smokeand mirror or mor e i nformation on this

Alf | am upright for too long (more than 2 or 3 minutes at a time) | also get
Raynaudos t yMyefeetsagdriopvér oatmess start turning very pink,

then they go purple with very clearly defined white spots all over, and then they
go blue. They reallytorn and tingle painfully when this happens and it gets

worse the longer | keep myself upright. | have to lie down as soon as | possibly
can and then the symptoms sl owly dis
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this in my hands too, the tips of my fingeand sometimes my whole hand will
go purple.

Anot her orthostatic problem | 6ve ha
for a minute or so whenever | stood up quickly from a lying down or sitting
position. When this happened | would have to bend at #i&t wnd do a weird
kind of crouch for a while until | could see properly again (to try and get blood
back into my head again | suppose). Getting up also made me feel very faint
and on the verge of fainting for a |

ARSometi mes af t erastange and borriblxsensdtionatrthel ¢
back of my head, as if | had lost all the pressure in my head in that areH.

Is like suddenly feeling as if | had been hit in the back of the head, where the
base of the sklimeets the top of the neck, with a shovel. (That might sound
extreme but it really does feel just like that.) It feels as if the blow has caved in
the back of my skull and that all my blood and bits of my brain are draining out
down my back. (It is a veryard sensation to describe. It just feels very wrong
and very different to any type of he
sensation is so powerful that | often find myself automatically raising my hand
up to cover t he @akdrmyhéad!l alsoexperiehoe a | I n
marked loss of intelligence and cognitive function with these attacks; it feels

like something is very physically wrong with my brain. Sometimes | feel like it

IS going to make me black out. Sometimes it made my visioallgyrey or

black for minutes at a time too.

Years after | started getting these awful attacks | found out that this is the
part of the brain that is most damaged in M.E. (the lower parts of the brain near
the neck and the spine, the brain stem etd)that made so much sense to me.
| felt like | knew that already, because of these attacks. | now also know that
when people with M.E. overexert mentally or physically there is a significant
drop in blood flow to the brain afterward, and that also seerfmotentially)
make a lot of sense in regard to this symptom. (I wonder if this awful feeling
could be what not having enough blood getting to your brain feels like?) Small
strokes are also known to occur in M.E. (78% of patients have punctate lesions
which are most consistent with small strokes) maybe this is what they feel like?
(1 6ve heard many other M. E. sufferer
same area of the brain too, 1 n respo

AFrom t he f i r antevenaday since thendoathedastil2 ydars,
haveno6t be e msiagkeltheughtiothetnbrmal way. Because of the
way my brain was suddenly damaged, thinking is now a completely different
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process than it used to be, even if sometimes tleoo@s may be the same or
similar.

Normal thought lets you think of more than one thing at a time. There is a
kind of oO6holding aread or oO6working m
brain) where you can look at, and analyse, a variety of difféhexaights and
memories at the same time to actually work things out. To think. It lets you
hold 2 or 3 or 5 or more different thoughts in your mind at once so that you can
compare them to one another, and al s
past isrelevant and perhaps apply one of those ideas to the problem as well.

You can jump from one thought to the next, to the next, and back again. You

can think of A and B, and then combine the best elements of both to get C.

Then you can think about it somerm and come up with options D and E, but

then decide to do back to C after all when you recall a situation in the past

where this sort of strategy worked really well and where a strategy similar to D
failed spectacularly. Whoerkiygu meanoe y
are easily capable of this kind of complex thought.

Since | 6ve had M. E. , | no | onger ha
my oO6contr ol room. 6 (Or perhaps | do
smaller and malfunctioning versiérwhere the controls are labelled in Russian
and are all manual instead of automatic too!) Thinking of more than one thing
at a time is very difficult for me now, if | can do it at all. | can think of a
question for a little while, and on a very good dayight even get to
conclusions A and then B, but more often than not, the second | come up with
any answers | 6ve completely forgotte
backwards to come up with the quest:
completely forgoge n b ot h A and B. This can go
enough and lucky enough, | can shorten the gaps been thinking separately of A
and B so that they overlap for a second or so. | try to think of both of them for a
few seconds each, tryingtotrickrayr ai n i nto | etting thi
the middle and so letting me comprehend the two things at once for just a few
short seconds or fractions of a second. This process is every bit as difficult as it
sounds, especi al |l y AaasdBlthioughoutkaeddhagvetb or g

start again over and over. Eventuall
and B at the same time and on a very good day | might come up with C. Then
| 61 | have to work hard to trenBtamml com

C. (With a lot of work | can comprehend two things at a time, sometimes, but
three at once is just beyond me now no matter how hard | try). Then | just have
to hope | have a notebook handy to write it all down or else | have to start all
over agan.
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Usually when | 0t hinkd now however,
t hought. |l 61 1 think of a problem I n
i n my head without there being any c
what | 6vwi tclo met uapl | , | just have to

to think about something for a longer time period and come up with a better
answer; my first answer is often my only answer (if | can come up with an
answer at all). If I try and see if | ma&ome up with another solution or think
through the one | already have, nothing happens. My brain just goes blank. (It is

the same with memory. | either 1 mmed
thinking about it harder mareamembriesn ger
than | had initially.) | can come up with good ideas sometimes, (and remember
things accurately someti mes), but |

am incapable of the kind of complex thought that | took for granted before my
brainwas damaged except in small amounts and with a lot of hard work. |
miss having a normal brain more than almost anything.

(The fact that | have objectively measurable changes to myibtgmcal of
the damage known to occur in every person with NeBd which must be
present for the diagnosis to be madégas been verified by an MRI scan of my
brain; se€lesting for M.E for more information. | also suspect that | have lost
10, 20 or maybe even 3Q points since the day | became ill. These kinds of
losses of 1Q points are wedlocumented in M.E., although | have not had the
appropriate tests done either before or after my illness, so this is purely a guess

or estimation on my part. Sometimesitifee | i ke | 6ve | ost a
| Q; for minutes, hours, days or some
Al can semembeérthamaeost random facts, from something | read, or

a TV show | saw a week or even a month earlier etc., but | very often also
forget common words | 6ve known and wu

told something simple many times so | can take it in, and even them sometimes
It doesndt Otaked no matter how many

For example, not long ago | saw ews report on TV that was about farming
and mentioned Ol amb. 6 What is a | amb
something else? But i1If it iIs a baby
it out. | felt like a complete idiot but | asked someone, whatl&nb? | just had
to know. Very embarrassing. (What makes this worse is the fact that | actually
grew up with a (rescued) pet | amb/ sh
OLambi e! 0)

| come up with a | ot of 6écan wm hav
sentences. | 61/ 1 say, o6Can | have a ¢
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Thank you!d6 | just forget really sim
words for other words someti mes too.
radi oé whyaets? Oh,crowave, thatodés what |
marginally in control of what words come out of my mouth; sometimes my
brain will substitute one word for a
reali se | 6ve done it.

Yet 10 minutes later | ght be able to remember (and accurately quote) a
weird or trivial fact | saw on TV several weeks ago that is perfectly relevant to
the conversation and which everyone else has long forgotten. My memory is
very deficient and damaged in a number of differeays and is always
unreliable. But a small part of the very good-pireess memory | had still
works sometimes, which is interesting (albeit quite randomly and only for very
short periods of time). oo

A | need to write Idowettogdithlihavegtwod o wn, or
notebooks, two whiteboards and a cal
all before | was ill and | could remember phone numbers and all sorts of
different things. Now | forget everything. | used to lose my keys every single
day @nd just about everything else), and burn anything | put in the oven every
single time too when | was first ill (and | could still cook and drive). Everyone
forgets things someti mes, but this I

A M gognitive abilities, at a glace, mayseem to be quite contradictory as | am
able to do some very difficult tasks but unable to do many seemingly simpler
ones. The reason for this is that with larger and more complex tasks | find | can
easily break them down into many much smallergoantil the tasks are so

small that | am able to complete them, bit by bit over a long period of time.
Many seemingly simple tasks however, cannot be broken down into smaller
parts and done over a longer period of time and so | find them very difficult or
even impossible to accomplish. For example, the simple task of making myself
a cup of instant coffee is intellectually beyond me now yet | can put together

| ogi cal and complex, fully researche
explain:

The thoughprocess involved in making a cup of coffee for myself goes
something |i ke this. o6l want a coffe
going to walk to the kitchen, okay d
first? | need a cup. Okay lhaveadcum my hand now, no pr
next? (My brain goes completely blank for 10 seconds). Why am | holding a
cup? What am | doing? (My Dbrain goes
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making a cup of coffee. How do you do that? What do | need? A cupel hav
one in my hand. |t hurts to hold so
cup in front of me, what do | need next? To boil the kettle. How do | do that? |
have to press the button on the kettle, but first | need to make sure it has water
in. (Brain goes completely blank for 20 seconds). So how do | get water in, can
| lift it? How heavy is it and how strong is my arm right now? | could just try it

first couldnoét 1?27 (My brain goes com
doing in the kitchenMy brain goes completely blank for 5 seconds). Okay
| 6m making coffee. How do you do tha

This usually goes on and on until | get so mentally overwhelmed and
confused that | have to give up and lie down and rest. (I can usuallgwer
get to about half way through when I
doing before | have to start the thought process all over again). Occasionally |
do manage to finish the task and mak
myself so very unell doing so that | am way too ill to actually drink the
bl asted thing. | 6m too weak to I ift
too mentally confused to remember ho
make my brain tell my body and arms drahds what to do, or remember how
you | ift a cup etc.) | candt move an
hour s, | am too iIill to do anything e
any light or noise or stimulation so | have to makertdwn completely dark
and quiet. | f | 6ve remembered to bri
It cold a few hours | ater wusually, w
recovered from the worst of it.

When | write however, things are very di#at and | can break each task
down into very small parts that | can complete over a long period of time.
Writing a new essay goes something like this: Think of an idea, write down
some rough points on paper, add to the notes over the next few weekimhs | th
of more things | could add to it, type out the notes, do a spell check on the notes
(correcting anywhere from one in ten
mistyped), do more research, elaborate on each point one by one in sentences,
turn the sentencestb paragraphs, work on making each sentence make sense,
move sentences and paragraphs around so the essay has a coherent structure, d
more research, feead it and fix any mistakes,-read it again and again
making small changes each time (10 or mareeti), add the reference list and
references, check it again for errors, print it out and check again for errors etc.)
Not only are each of these tasks broken down to their smallest components, but
| also have a lot of micreests, and bigger rests;lietween each tiny bit of
progress within each stage. | can work for 30 seconds, blank out for 10 seconds,
work for a minute, blank out for 20 seconds, work for 3 minutes, blank out for a
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minute etc. | can also do a half hour of work one day, then have 3 fiiayseo
work for an hour a day for 5 days, then have a month off, and so on.

So that i s why my seemingly contrad
contradiction at all . |t is jJust tha
coffee over a month or 3 mths or a year and a half, like | can with the small

tasks which make up a big task Iike

nAs wel | as breaking |l arge and compl
and having a lot of microests, | also do most tthe complex thinking and
reasoning f or an ydhdrtiperigds df @ehativeyr i t i ng i
antellectualclarity. 6 | most often get these ar
later), they usually last for around and hour or so and occur once a month or
sometines a few times a week (occasionally). My thinking is still quite

impaired of course but far less so than usual. It is when | have these periods of
clearer than usual thinking that | make all the big decisions about my website,
about what | d@herewstand on cegajin M&Ebrelatetd medical

and political issues (and what makes logical and analytical sense and what
doesndt) and also just about my whol
copious amounts of notes when they happen, telling fngsattly what to do

when | go back to being my much more stupid self again! (Thinking so much
and writing so much, particularly so late at night, leaves me feeling very ill
afterward but | just have to take advantage of these moments of clarity when
theycome. My website and my writing would not be anything like what they

are now without them).

To be able to write anything | also have to be really passionate about the
topic and about what | ém saying abou
to be d&le to remember a particular fact if it really shocked me, or | had some
other very strong emotional reaction to it. Surges of emotion enhance the ability
to make facts memorable somehow.) | have to have some real insight into the
I ssue al r etastgecideou of the blue ahat® write about, |
couldndét just decide that this month
poodles or the history of train timetables instead of M.E. for example, it just

by

woul dnot wor k. o

Al h arablem vaith making new long term memories with learning new

t asks. For example, when | first sta
forgotten some of the finer points of grammar. (I remembered 90% of it, but
those rules that | used less often and woulelead to have thought about for a
second or two prdiness were gone, probably just because | went 5 years
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without writing anything more complicated than a shopping list.) | decided to

try to relearn what | 6d f or gogontinen so
and started to read it. | coul dndét m
eventually, after reading the relevant sections over and over and over again |

found that | could remember all of t

knowledge on the current paper | was working on and it was fairly effortless.

But then | went 2 weeks without writing anything and all my newfound
knowledge completely disappeared. | learned it all over again, but then | lost it
again too. Very frustrating! Unds | use a new skill virtually every day (or at

least every week or so) the memories just disappear. (I think that constantly
reading new things about M.E. is what allows me to retain as much of my
current knowledge about M. E. as | do

A | r e a dsting ocommeanttrezantly about how people with M.E. need
mental micro-reststo be able to cope cognitively. This really helped explain a
number of weird things | had been experiencing, for example:

When | listen to the radio in the morning occasionallyb{teck out the noise
that woke me up so | can go back to
weather report every half an hour, and | just hate it! They read out the details
for each city really fast and with not even the smallest pause between words, to
get through it quickly. (6Adel aide 2
some showers in the morning clearing
to take in so much input with no breaks or rests, it feels completely overloaded
and overwhelmed to éhpoint of a seizure of some sort. | feel more and more
unwell as the uninterrupted audio input goes on and soon | find | cannot move
at all; my brain is using 100% of its capacity to cope with the audio input and it
feels like there is nothing left to lsed for anything else, like controlling

movement etc. This means that I cando
of f! (This i1isnét so bad when its the
seconds or so, but | i&mgTVadoyevanavalsew h e n

fast talking TV show as these can last much longer and the longer it goes on the
more ill it makes me, and the more ill | am afterward.) When it finally stops my
brain feels totally burned out, like it just blew every fuse. Attat, the only

thing it/l can cope with is complete dark, quiet and rest for a long timei after

yet listening to someone talking on the radio with normal length gaps between
words and at a normal speed is fine and | can often do so for up to an hour with
few ill effects. Those micro rests just make all the difference.

The need for micro rests also explains why, or at least part of why, | find
phone calls so difficult comparedtofaimef ace communi cati on.
have those same long comfortabsipes on the phone that you do in real life
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meetings. (This is especially true if you put the TV on, as | often do when |
have a guest, so the guest can alternate between watching TV and talking to
you, and you can alternate between talking and restidgjle ignoring almost

all of what is on the TV all without your guest noticing, usually). Of course

you only get these silences when you
are the only peopl e | am wel | enough
more years and who it is very easy to be with because we know each other so
well . Thatoés why | c-parsonscengersationgood fr

(preferably with the TV on so | can sneak the rests | need in) for up to 2 or 3
hours once a fortnight or sojtivonly minimal after effects for the next few

days (so long as | am well rested beforehand) and why evenladualphone

call can make me extremely ill for an entire week afterward or sometimes even
longer. The less well | know the person (ie. the nidrave to actually think
when | 6m tal king and | iiflcaamanaggitatt he
all. I only am very, very rarely able to use the phone at all now and those calls |
do make (almost exclusively phone consults) leave me very ilinagftdrfor at

| east sever al days I f not a whole we
phone interviews | did about M.E. They made me so ridiculously ill afterwards
it was horrendous. ) o

AEvery now and then suddenitiyasifidhhade | o
just come to after being unconsciotlibere is a sudden FLASH of regained

consciousness | canoét feel my brain stop w
sensation of when it starts suddenly
andforasecond dondét know how | got wher
mi nutes before or that dayr edtcs 6 Tfhars
suppose, sO my brain can go o6offline

often than not my prlash thoughtslo come back to me, sometimes |
completely lose my train of thought when these flashes happen and it never
returns.

|l nitially 1 6d estimated that these
minutes. Butthenlre ead what | 6d writt weatheabout
report on the radio made me so ill within about 10 seconds and | realised that if
| could go minutes at a time between flashes, then | should be able to handle 30
seconds without one easily. The fact
the fact that | 6m actually having the:
every 10 or 15 seconds. The more | think about it the more | realise that this
must be true. It also explains why | have to write or type long words really fast

so | donbtygetomedntan the middle of
paragraph in an essay (on my laptop) to move it to another location in the text |
have to paste it and then cut it aga
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~

the document because | forget whatthe xt i s and what | 0m
few seconds.

In the earlier stages of my iliness | remember this problem being far worse.
Sometimes it got to the point that these flashes of regained consciousness would
happen every 5 or 10 seconds orso,andblul dndét r emember w

happened previously really at all. I
That was horrible, maybe | should tr
again and think, o6whatodés happening?
maybe . 6 and then it would happen agai:-Hr
or more a day, or on and off all day sometimes when | was really ill. Sometimes
| 6d alternate been having a | ot of t
longer periodsofucn s ci ousness that would | ast

Al ¢ ann o tfittingestarts or kopgotheye make it difficult for me to

walk, strangely enough! | used to be able to walk pretty much automatically. |
was, like most people, not aware of any camse mental effort that went into

i t. But that has changed since | bec
a large part of my brain has to be free to think through each step. (Most often
this is unconscious thought, unless | am really struggling.)

| have worked out that this is what is happening because when there is the
slightest distraction when | am walking, | end up unable to walk a step further
until the distraction cease®/hen there is a distraction, | forget how to walk.
| j ust dyavarkbdut howetowall, lor how to make my legs obey my
commands. Things like noise, movement in my visual field, bright light, or
even a baggy shirt moving against my skin and then away again as | walk are
enough to overwhelm my brain and stop me beirg &bwalk. This is also
why | must always tie my hair up, with not a strand left free. If | walk with my
hair down the thought process is; step, step, step, (pause), hair, step, hair,
(pause, difficulty taking next step), hair, hair, Haand then all ktan think of is

the way the hair feels falling on an
any more. | can only think of one thing at a time and now that walking counts
as a thinking task I need to r etmove

do it at all. (My intellectual abilities also suffer markedly when there are
distractions, anything to do with memory or thinking in particular.) At my worst

| 6ve actwually had to get around by r
this pgpeméektd Haor a few years thankf ul

Al s o nierdet hawets do simple tasksThe phone might ring, for
example, and sometimes | <canbd6t remem
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remember if | am supposed to speak first or wait to be spoken to, or what | a
meant to say iIif | do speak. |l often
receiver first, or even HOW you pick
even get that far and | jJjust go comp
vaguely what | should ba&oing or even if | should be doing anything when the
phone rings. Making calls can be jus
many different M.E. sufferers describe this exact same intermittent inability to
remember how to use the phone, or how to étetihe handset of a phone. It

seems quite common.)

Sometimes | alstorget simple facts like what the colours of a traffic light
mean. | had this happen maybe 10 or so times when | was driving (as well as

having absence seizures and sbtack outswHi e dr i vi ng, as i f
dangerous enough.). |t was terrible.
the traffic |Iight that | would real.]
so | 6d have only a few s Natofdhe timed al |

just looked at what other drivers were doing and copied them, although | know

| went through at least one or maybe two red lights. | remember slowing down

at green lights and getting beeped at by other drivers a few times as well.
(Again, if | knew then what | know now | would NOT have continued to put
myself on the road. |l 6m so |l ucky | d

My sense of time is offl can remember the previous two days or so fairly
well usually, but if something happenadveek ago or several months ago it

wi | | al ways seem to me to have occur
basically things feel like they have either happened to me very recently, or
Oages ago. 06 The down si de dooffunt hi s i s

happens, after a few days it feels like it occurred many months ago. But the
opposite is also true, sometimes | forget negative things that have happened
guite quickly as well, which sometim

ASometad anredt lunder.s tWhnedh sspereecolne t al ks
immediately know what they are saying; the information must be sent to a
particular area of your brain to be
to work properly or at all sometimes. When this happens | can héar is t
sounds perfectly well, but there is
make out the occasional word, | may as well not know any English at all. | get
severe attacks of this symptom (wher
severe exacerhians of my illness, and also just randomly sometimes, but | also
suffer from this problem at a lower level constantly.
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