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Comments

The glossary of terms does not
include the word relapse, which is an
omission.

‘Rest’ — for severely affected patients
this can be for a long time. In any
case rest enforced by the illness can
feel very long subjectively.

The phrase ‘wheelchair dependent’ is
not PC and oversimplifies the
situation of many severely affected
people.

| am extremely concerned that the
draft guidelines propose that ‘the
therapies of first choice should be
CBT or GET'. This is a reflection of
the fact that there is a paucity of
biomedical research and that the very
limited research that has been
undertaken has been limited to the
fields of CBT or GET. It is shocking
that this has led to a document
disproportionately weighted to
promoting these two practices.
Research shows the dangers of GET,
eg oxidative stress, very importantly
the problems with the heart, muscle
problems, mitochondrial problems
again backed up with gene
expression research etc etc.

The issuing of NICE Guidelines at this
stage is premature.

- Not enough research has yet
been done on diagnoses,
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Responses

Noted: GDG decided to use term
‘setback/relapse’.

Please see Chapter 6 and the
recommendations for a more complete
explanation.

We have clarified both the definition and the
recommendations on this.

We have used the definitions in the CMQO'’s
report

Please see the revisions in the complete list
of recommendations.

NICE was commissioned by the Department
of Health to develop a guideline on
CFS/ME. There is a formal process for
reviewing and updating NICE guidelines
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causes and treatments (see Chapter 15, Guidelines Manual
(especially biomedical available from NICE website).
treatments) to justify the

issuing of definitive guidelines

- Anything produced at this
stage will necessarily be an
interim document, which must
be subject to review in the
NICE and long term.

SH 25% ME Group 60 FULL 21 8 The Guideline Development Group The definition and term is based on that
developed this guideline with the aim  used in the CMQO's report.
of increasing recognition of CFS/ME:

If the guidelines stand as they are at
present, then the TRUE recognition of
ME will not be attained, in fact these
guidelines will do much damage to
the reality of the disease.

Why has the definition been widened?

- widening the definition is bound to
distract attention from the most
severely affected and those who have
been ill for a long time.

SH 25% ME Group 61 FULL 21 9 Very concerned about the real
outcome of the practical issues in this
document and that, if implemented
will cause more damage and distress
than is presently being experienced
by ME sufferers; if that was possible!

SH 25% ME Group 62 FULL 21 13-14 "BEST PRACTISE" is not always We have used the guideline development
'‘good practise' and it is surprising that methodology as defined by NICE, and
such weak, 'evidence based described in the Methods chapter

medicine' is being promoted as a
reliable method of management and
treatment for children and the
severely affected.
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63 FULL 21 20 "When the adult or child’s main goal is
to return to normal activities." This
sounds as though you are insinuating
that not all people with ME want to get
better. These are not people who
have a depressive illness; although |
am sure these sufferers also wish to
be 'normal’ .l do not know any one
who does not want to be better again.
But they are mostly conscious that the
forms of treatments on offer i.e.
CBT/GET are not reliable.

64 FULL 21 20-21 Seems to conflict with page 22, lines
2, 6 and 12. Patients should be able
to choose the therapy.

‘Return to normal activities’ is a
desirable outcome for all patients but
should not be called a ‘goal’ because
it is often not achievable. To call it a
‘goal’ can lead to a sense of failure in
patients who are unable to meet this
target.

65 FULL 21 21-23 Clearly, CBT and GET are at best
useless and at worst extremely
harmful for M.E. patients. According
to numerous patient survey results —
summary results of 4 surveys for the
CMO’s WG Report were submitted to
the GDG — on a total of 3074 patients;
707 (48%) of 1467 patients found
GET made them worse, another 235
(16%) found it made no difference;
232 of 423 patients found CBT made
no difference, and 91 (22%) found it
made them worse. These are results
on significant numbers of patients —
more than in any RCTS'. Besides,
RCTs are not suitable for patients

Page 3 of 152

Noted and please see revisions in the full
recommendations.

Noted and please see revisions in the full
recommendations.

Noted and please see revisions in the full
recommendations.
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with ME/CFS, whose individual
history requires an individualized and
person-focused therapeutic approach,
frequently multi-faceted’.

Despite this, people with M.E. are
routinely being recommended these
treatments while also being assured
that they are completely safe.

These treatments are also not just
being offered to M.E. patients solely
on a voluntary basis; many have been
treated as psychiatric patients against
their will. (Or against the will of the
parents of children with M.E., as
described previously). In some cases
it is a condition of receiving medical
insurance entitlements that M.E.
patients first undergo ‘rehabilitation’
such as CBT and GET programs.
This is also true of government
welfare entitlements as Professor
Malcolm Hooper explains:

[In the UK] many patients are simply
too sick to be forced to attend
psychiatric units and to participate in
compulsory "management strategies"
which involve exercising, but if they
fail to attend, they are deemed not to
want to get better and their State
benefits are withdrawn because of
Wessely's dogmatic advice to
Government that ME is nothing more
than an "aberrant iliness belief".
There are many such known cases,
including those in which ME patients
have been threatened with being
sectioned (ie. compulsorily detained
under the Mental Health Act) unless

Page 4 of 152
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they comply with psychotherapy.
(2003, [Online])

The 'evidence for the efficacy of the
proposed 'treatments' are extremely
weak and unreliable in reality.

Subclassifying Chronic Fatigue
Syndrome through Exercise
Testing." Vanness JM, Snell CR,
Strayer DR, Dempsey L 4th, Stevens
SR.Med Sci Sports Exerc. 2003
Jun;35(6):908-913. [PDF Format]

Response to Exercise
Healthy People
ME/CFS Patients

Sense of well-being
Invigorating, anti-depressant effect

Malaise, fatigue, worsening of
symptoms.

Resting heart rate
Normal

Elevated

Heart rate at maximum workload
Elevated

Reduced heart rate
Maximum oxygen uptake
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Elevated

Approximately ¥z of sedentary
controls

Age-predicted target heart rate
Can achieve it
Can NOT achieve it

Heart functioning
Increased

Sub-optimal

Cerebral blood flow
Increased

Decreased

Body temperature
Increased

Decreased

Respiration
Increased

Decreased

Cognitive processing
Normal, more alert

Impaired

Oxygen delivery to the muscles
Page 6 of 152
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Increased
Reduced

Gait Kinematics
Normal

Abnormalities

Recovery period
NICE

Days or weeks

ME/CFS Post-Exertional Malaise /
Fatigue and Exerciseby Marjorie van
de Sande B.Ed, Grad. Dip. Ed.

An excerpt:

Even though post-exertional malaise
is a hallmark feature of ME/CFS,
exercise programs are often
prescribed with little thought to the
effect they may have on patients. The
panel of experts for the ME/CFS
clinical consensus document(1)
stressed that a thorough evaluation of
patients and their total illness burden,
optimizing medical management, and
a careful evaluation of pain
generators and risk factors must be
done before even considering an
exercise program. As much care must
be taken in prescribing appropriate
exercise for ME/CFS patients as in
prescribing pharmaceuticals.(5)

[Note that recovery may be
incomplete in some patients even
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after 'days or weeks' as this chart
states. Symptom execerbation or
progression may in fact persist for
many months or years following
(over)exertion, and/or may be
irreversible]

66 FULL 21 21-23 There is a wealth of biomedical Noted and please see revisions in the full
research that shows a different recommendations. Also please see
picture and outcome for strategies in responses to the specific comments.
how to manage and treat ME, that
has not been highlighted in this
Guideline — SEE Individual
submission presented to NICE, which
details a lot of this research

67 FULL 22 4-8 “CFS/ME” is not the same disorder as We have used the term as in the CMQO’s
ICD-10 ME/CFS (and as defined in report.
the Canadian criteria)

“To facilitate shared decision-making
the healthcare professional should
provide information on the aetiology,
nature, course and approaches
towards CFS/ME” The Draft Guideline
fails to provide any information on the
biomedical anomalies that have been
demonstrated in ME/CFS and it fails
to mention that ME/CFS is classified
in the WHO ICD-10 as a neurological
disorder. These are significant
omissions, and are exactly the same
omissions as in the “independent”
Report by the Chief Medical Officer's
Working Group in 2002

68 FULL 22 5 This should be extended: “...and We have stressed the need for informed
inform patients of the WHO's discussion around diagnosis.
classification of the condition as a
neurological illness”

Page 8 of 152
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69 FULL 22 6-7 The range of strategies outlined in
this guideline are limited, unreliable
and narrow i.e. there is no reference
to Pacing therapy, as recommended
by the CMO Report, published in
2002.

There is a strong possibility that the
outlined approaches in this Guideline,
will actually be unhelpful and even
harmful to ME patients in the long

term.

70 FULL 22 10 Should continue: ‘and consider other
possible treatments’

71 FULL 23 6-8 "Adults and children who are severely

affected should be able to access the
same diagnostic and therapeutic
options as those who are not severely
affected, as appropriate.”

This will only work if enough
resources are made available to visit
the severely affected in their homes.
At present this rarely happens.

72 FULL 23 11 Many patients have no choice but to
stay in bed and this is very difficult for
them when they want to be up and
about. To emphasise the risks of bed
rest is inappropriate, as it will only add
to their fears. This sentence implies
that there is no risk involved with
avoiding bed rest when it is well
known that activity beyond a person’s
ability is a main cause of relapse in
this illness. Any risks associated with
inactivity are a complication of the
illness itself and should not be seen
as being under patients’ control. In
the above mentioned 4 patient

Page 9 of 152

Noted and please see revisions in the full
recommendations.

We have noted the need for the range of
treatment options to be discussed.

This has been referred to the NICE
implementation team.

This recommendation has been deleted
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23

28

29

12

General

10

surveys on 3074 patients submitted to

the CMO’s Working Group, bed rest
was the most frequently cited helpful
approach: 2165 of 2426 patients
(89%) found bedrest helpful. They
cannot all have been wrong or
laboured under an illusion. Itis a
misguided view of certain UK
psychiatrists which has resulted in
this erroneous notion that bedrest in
ME/CFS patients results in a
deterioration in their condition.

Instinctively, all patients yearn to get
back to a previous (better) level. To
say that ‘advice should focus on ...a
gradual return to normal ..." belittles
the severity of the condition and
implies that setting the goal of
recovery is sufficient to induce it. The
statement should also include
"circulatory problems".

There should be research done to
assist in diagnosis of psychologically
ill people who have been
misdiagnosed with ME/CFS, so that
they can be referred to mental health
services and not use up valuable
resources set aside for people with
ME/CFS.

The following needs clarification.

‘It is not known how much
improvement is important for patients
with CFS/ME.’

Page 10 of 152

This recommendation has been deleted.

The GDG did not consider this to be a key
research recommendation (please see the
NICE Guidelines manual for criteria used

when drafting research recommendations).

These have been revised after the
consultation and such questions on the
most appropriate way to measure
‘effectiveness’ are standard research
guestions when outcomes are not clear for
a specific area — for example, is an
improvement in fatigue an important
outcome alone, or is it meaningless to
patients unless there is also an
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23

26

26

26 and
General

27

9-12

Top left
box

Top left
box

Top left
box

Are we talking about recovery from a
normal viral infection or patients who
have been damaged by having a
weakened immune response and
then contracted ME?

Why should ‘management for children
who are severely affected follow the
same principles as for those who are
mildly/moderately affected’?
Particularly CBT and GET as there is
evidence that these techniques may
be inappropriate in severe CFS/M.E.

ALL the charities that have carried out
membership surveys have shown that
CBT and GET management therapies
are largely, unhelpful and harmful to
ME sufferers. (see above for details)

Hospital admission is problematic for
children who are severely affected
due to the nature of the hospital
environment — noise, light, chemicals,
drugs etc.

‘Activity management’ is not another
term for ‘pacing’ which is how it
seems here and elsewhere in the
document.

AGAIN, why should ‘management for
adults who are severely affected
follow the same principles as for
those who are mildly/moderately
affected’? Particularly CBT and GET.
Severely affected required home
visits from GPs, practical help in the
home with personal care, housework,
shopping, cooking etc. This all too

Page 11 of 152

improvement in pain?

This recommendation has been deleted.

The care pathways have been revised —
also see the detailed recommendations on
the care for people with severe CFS/ME.

Please see the detailed recommendations
on the care for people with severe CFS/ME.

We have made the use of language more
consistent — please also see the
recommendations and Chapter 6 for a full
discussion of activity management.

The care pathways have been revised —
also see the detailed recommendations on
the care for people with severe CFS/ME.
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often is not happening.

81 FULL 28 11 “Patient experience suggests that
some of these interventions may be
harmful and/or not effective”.

Despite acknowledging their harm
and ineffectiveness, the Draft
Guideline nevertheless promotes
these

interventions and stipulates (on page
181) that they should be offered to
ALL adults and children with

“CFS/ME".

82 FULL 29 1 “We need reliable information on
prevalence and incidence to plan
services”

What is needed is that due attention
be paid to the Canadian definition.

83 FULL 29 10-11 It is important to all patients to gain as
much improvement as they possibly
can! This sentence sounds
patronising to patients, or thoughtless.

84 FULL 30 8 “The guideline provides
recommendations for good practice
that are based on the best available
evidence of clinical and cost
effectiveness”

This has been shown to be profoundly
untrue.

Page 12 of 152

We have revised the recommendations to
clarify their use.

Please see the Guidelines Manual for the
process and criteria the GDG used when
identifying the research needs. The GDG
considered the research recommendations
to be appropriate.

These have been revised after the
consultation and such questions on the
most appropriate way to measure
‘effectiveness’ are standard research
guestions when outcomes are not clear for
a specific area — for example, is an
improvement in fatigue an important
outcome alone, or is it meaningless to
patients unless there is also an
improvement in pain?
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31 16 Also children under 5 years are not

covered.

31 25 The Draft Guideline fails to inform its
clients that there are now 10 case
definitions for ME/CFS and that the
Oxford criteria (on which the
Guideline relies) specifically excludes
those with neurological disorder but
specifically includes those with
psychiatric disorder, or that the most
accurate and informed case definition
is the Canadian definition.

35 4-5 The term myalgic encephalomyelitis
(means muscle pain, my-algic, with
inflammation of the brain and spinal
cord, encephalo-myel-itis, brain spinal
cord inflammation) was first coined by
Ramsay and Richardson and has
been included by the World Health
Organisation (WHO) in their
International Classification of
Diseases (ICD), since 1969. The
currently version ICD-10 lists ME
under G.93.3 - neurological
conditions. It cannot be emphasised
too strongly that this recognition
emerged from meticulous clinical
observation and examination (Hooper

2006)1. It is also worth noting that
the term, Myalgic Encephalopathy, is

Page 13 of 152

The GDG agreed that it is very rare in
young children and there is likely to be very
little evidence. The considered opinion of
the GDG was that the management of
younger children is likely to be similar to that
of older children. This was reflected in the
scope.

Please see the chapter on diagnosis for a
full discussion of the evidence, and the
relevant recommendations.

The title of the guideline was amended to
Chronic Fatigue Syndrome/Myalgic
encephalomyelitis (encephalopathy)
following the scope consultation with
stakeholders.

1 Hooper M. (2006) Myalgic Encephalomyelitis (ME): a review with emphasis on key findings in biomedical research. JCP Online First,
published on August 25, 2006 as 10.1136/jcp.2006.042408 jcp.bmjjournals.com
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4-5

not mentioned at all in the WHO ICD
classification document.

The symptom list in this guideline is
very limited compared to those
experienced by sufferers of Myalgic
Encephalomyelitis and perhaps a
separate list should be included:

Myalgic Encephalomyelitis is
primarily neurological, symptoms
may be manifested by: cognitive,
cardiac, cardiovascular,
immunological, endocrinological,
respiratory, hormonal,
gastrointestinal and musculo-
skeletal dysfunctions and damage.
More than 64 distinct symptoms have
been authentically documented in
M.E (See the symptom list below for
further information.) Symptoms are
also caused by a loss of normal
internal homeostasis; the body
becomes unable to make all the
appropriate physiological adjustments
that allow it to maintain homeostatic
equilibrium in response to the many
changes to the internal and external
environment that are part of everyday
life. The body/brain no longer
responds appropriately to
homeostatic pressures, including
(to varying extents): physical
activity, cognitive exertion,
sensory input, orthostatic stress,
emotional stress and infectious
stress.*

When certain levels of each of these
homeostatic pressures occur (or are
applied), homeostatic disequilibrium

Page 14 of 152

We have revised the recommendations on
diagnosis. The view of the GDG, was that at
this point the evidence did not support the
presence of clusters of symptoms as useful
in diagnosis. The symptoms listed in the
guideline are not intended as a
comprehensive list, but those that are
helpful in recognising the condition. The
view of the GDG was that a list of all
symptoms was potentially confusing as
symptoms may then be attributed to
CFS/ME rather than investigated further.
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results. The result of this
homeostatic disequilibrium is a
period of time in which the patient
experiences:

A combination of: profound cognitive
dysfunctions (and various other
neurological disturbances), muscle
weakness (or paralysis), burning eye
pain, subnormal temperature or low-
grade fever, sore throat or painful
lymph nodes (and/or other signs of
inappropriate immune system
activation), faintness or vertigo, loss
of co-ordination, dyspnea, an
explosion of sensory phenomena,
cardiac and/or blood pressure
disturbances, facial pallor and/or a
slack facial expression, widespread
severe pain, nausea or feeling as if
poisoned, feeling cold and shivering
one minute and hot and sweating the
next, anxiety or even terror (as an
organic part of the attack itself rather
than as a reaction to it) and
hypoglycaemia. Often the patient will
feel an urgent need to retreat from all
homeostatic pressures. The types of
symptoms triggered vary widely from
patient to patient, but some
combination of these is common.
There may also be an accompanying
exacerbation of other symptoms.
These symptoms combine to
create an indescribable and
overwhelming experience of
terrible illness that is unique to
M.E, and can be profoundly
incapacitating. At its most severe,
the patient feels as if they are about

Page 15 of 152
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5-7

15

16

23-27

to die.

In the severely affected neurological
symptoms are usually more
prominent and severe. The CMQO's
Report in 2002 also raised concerns
about the difficulties associated with
care for the severely affected )section
4.2.1.2 of the CMO report)

Even though purporting to include
“ME”, the cardinal feature of the
disorder is omitted.

“the MRC has made research on
CFS/ME a priority”

On the contrary, the MRC has not
made research on ME/CFS.- a priority
but has focused on funding yet more
research into behavioural disorders
that disingenuously claim to be
studying ME.

To be added. ‘Despite this priority
the MRC have funded no biomedical
research. The MRC should be
proactive in seeking research
proposals due to the urgency of need,
and the fact that that necessary
research will need to cross traditional
medical boundaries’

There is also little mention of the
Epstein Barr virus and other triggers
of this iliness...all physical.... And
little constructive advice regarding
viral onset, adequate rest and
symptom management, let alone
chronic phases, relapses and
secondary illnesses/conditions
associated with having M.E.

Page 16 of 152

Noted — the MRC noted CFS as a strategic
priority.

Noted — the MRC noted CFS as a strategic
priority.
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36

5-10

We would like to add that countless
vaccines are given to infants and
children to avoid potential serious
complications arising from many
varied viral (and bacterial) infections.
It is very curious that when such
complications occur as a result of
certain viruses, both in children and
adults, the resultant consequences
(i.e. ME or CFS etc) are interpreted
as somehow being due to psycho-
social causes or personality traits etc.

There is long standing debate
concerning the appropriateness of the
Oxford criteria, especially for
diagnosis of ME. This is because of
the wide ranging use of this tool in
psychiatry.

Many feel that really emphasising the
serious problems of the definition of
the iliness are absolutely central to
the whole issue.

If they haven't got the definition
correct then how can the guidelines
be correct? There are papers by Prof
Jason and DR Spence and co etc etc
showing that the definition is far too
loose and as such includes people
with a wide range of disparate
illnesses.

The Canadian criteria are more
appropriate for helping to diagnose
ME, which automatically eliminates
conditions like chronic fatigue and
other psychological conditions.

There is a danger that ME will
continue to be a 'dust-bin' diagnosis

Page 17 of 152

Please see the revised recommendations
on diagnosis.
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36

36

36

11

11-16

23

for the medical profession who are
uncertain how to diagnose a patient
with truly defined ME. Using the
diagnostic tools highlighted in this
Guideline will only continue to
confuse medical personnel.

Someone else commented that; They
should be using the Canadian Criteria
which as you well know was written
by doctors with vast *clinical*
experience of treating ME patients
over many years. They know the
difference between ME and chronic
fatigue. | don't wish to be disparaging
to those with chronic fatigue, | am
merely pointing out that it is a different
illness and the guidelines for
treatment for ME need to be for ME
NOT for any one and everyone with
fatigue. Fatigue is a symptom of
innumerable illnesses (including
cancer and MS).

"the Oxford criteria"

The Oxford criteria are not “frequently
used”: they have been shown to have
no predictive validity; they are used
by only a handful of UK psychiatrists
and have been rejected by world
experts on the disorder.

These definitions are used for
research but are in the ‘Diagnosis’
section without qualification. The
Canadian guidelines are more
suitable for diagnosis.

Should say: “excluded all other
KNOWN causes”

Page 18 of 152

This has been revised.

This has been revised.

Noted and revised.
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5-27

A paper produced by Dr Byron Hyde
gives his take on how to diagnose ME

MYALGIC ENCEPHALOMYELITIS
(ME)

The term myalgic encephalomyelitis
was based on clinical descriptions of
an illness that has occurred both
sporadically among the General
population and in clusters, or
epidemics, usually in hospitals or
schools. Over 60 such epidemics
have been described in the medical
literature (Acheson, 1992; Henderson
& Shelokov, 1992; Hyde, 1992) since
Sandy Gilliam, Assistant Surgeon
General of the United States and later
Dean of Medicine at Johns Hopkins,
first described the 1934 epidemic in
the Los Angeles County General
Hospital (1938). B. Sigurdsson et al.
(1950) in Iceland, D. A. Henderson,
and A. Shelokov, in the United States
(19594, 1959b); A. Wallis, in 1955,
and A. M. Ramsay, in 1988, and John
Richardson, in England (1992); and
P. Behan, in Scotland (Behan &
Behan, 1988; Behan, Behan, & Bell,
1985), have all added to this growing
literature. This group of illnesses has
been given many names, but these
have distilled down to myalgic
encephalomyelitis (ME), a term used
primarily in the United Kingdom,
Canada, and Australia.

These various clinical descriptions
include these characteristics:

e A sporadic and epidemic

Page 19 of 152

Please see the revised recommendations
on diagnosis.
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postinfectious illness most
frequently occurring in the late
summer or early autumn, with an
incubation period from 4 to 7
days. The epidemic illness is
most commonly acquired in
hospitals, schools, or domiciliary
institutions at a time when an
increase of similar sporadic
illness occurs among the General
population. Although the illness is
seen in diverse occupations,
health care workers, teachers,
and students are the most
commonly affected.

e The epidemic illnesses have been
associated with infrequent deaths
involving CNS (central nervous
system) changes. Many of these
changes have been subcortical
brain changes. Deaths in
sporadic cases have been rare
but have been associated with
acute cardiac arrest, with no
signs of coronary disease, and
frequently suicide. Deaths other
than suicide are uncommon.

e Onset of the primary ME iliness
usually follows abruptly during the
recovery phase of an often banal
infection (if an infection is noted
at all) or within 4 to 20 days of an
immunization. Frequently one
observes the onset of an ME-like
illness after multiple infectious
episodes. The primary infectious
illness and the ME illness do not
resemble each other. Most
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infectious illnesses are described
as upper respiratory tract, flu-like,
gastrointestinal and, less
commonly, hepatic illness or
pneumonia. Traumatic incidents
associated with minor infectious
illness or travel to foreign
countries. These associations
often follow within 30 days of a
series of immunizations.

ME illness in adults is associated
with measurable changes in the
CNS and autonomic function and
at times injury to the
cardiovascular, endocrine, and
other organs and systems. It is
described as (1) a systemic
illness often of subnormal
temperatures; (2) marked muscle
fatigability; (3) an acute onset of
CNS changes of memory
impairment, mood changes, sleep
disorders, irritability, and reactive
depression; (4) involvement of the
autonomic nervous system
resulting in tachycardia, coldness
of the extremities, urinary
frequency, bowel changes, pallor,
and sweats; (5) diffuse and
variable involvement of the CNS
leading to severe headaches,
visual problems, ataxia,
weakness, cramps, and sensory
changes; (6) muscular and neck
pain, acute fleeting spasmodic
pain and tenderness, and
myalgia.

In children in the acute phase,

Page 21 of 152



National Institute for Health and Clinical Excellence
CFS/ME consultation draft
29 September — 24 November 2006
Comments on Chapter 1

there is depression with weeping,
significant loss of energy,
retardation and impairment of
thought and memory process,
disorders of sleep, behavioral
disorders, acute onset of school
problems, often of a serious
nature, with a reluctance to attend
school, and with a significant
weight loss. Children are usually
diagnosed as hysterical or school
phobic.

e The initial period of illness lasts
from weeks to up to two years
and tends to be more severe.
During this period, the patient
either recovers, remains, or
relapses in a chronic phase of
variable severity. The chronic
phase is often sufficient to
prevent return to school or work
for either long periods or
permanently.

e Dr. Michael Goldberg, of Tarzana,
California, believes that this
illness often results in children
being rejected, abused, and
abandoned to the street or to
juvenile criminal activity. Dr. John
Richardson (1992), of Newcastle,
and others have documented
significant associated cardiac and
cardiovascular injury as well as
other organ injuries associated
with the usual CNS and
autonomic changes in this group
of patients. Dr. Seymour
Grufferman (1992), of Pittsburgh,
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has described an increased
incidence of malignancies, often
lymphomatous, associated with
individuals in clusters of ME/CFS.
A similar finding was initially
described in some of the patients
in the Lake Tahoe epidemic
(Daugherty et al., 1991; Peterson
et al., 1992).

All ME descriptions were concerned
with chronic or recurrent acute onset
illnesses. The ME descriptions deal
with primarily CNS and autonomic
changes and, at times, with easy
fatigability and with poor or delayed
recovery of CNS or muscular abilities.
Although ME clinical descriptions
noted the infectious onset and
infrequently the postimmunization
history of ME illness, neither
pharyngitis nor involvement of lymph
nodes was ever mentioned in any of
the clinical descriptions of the actual
chronic illness manifestations.

Host factors are important in ME. At
the time of the initial illness, the
patient often appears to be either
temporarily or chronically immune-
compromised by one or more of the
following:

e Exhaustion from overwork or
night shifts

e Repetitive infectious disease
e Recent immunization

e Significant illness or trauma
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e Toxic chemical exposure

As in all diseases, there is a
significant variation in the degree and
range of injury. Those who are least
injured often simply return to school
or work and operate at a lower
productivity and escape diagnosis.
Those who are most injured or die are
easily recognized at disease onset or
nicely after as CNS, cardiovascular,
or organ injury. Because of their
overwhelming illness and the
specificity of the end-organ injury,
they are never diagnosed as ME
except in epidemic or cluster
situations. Overwhelming fatigue is
often a feature of the chronic illness
phase (Fukuda et al., 1994). After a
few months, however, this profound
fatigue often changes and some
patients begin to feel normal until they
are challenged by any physical,
intellectual, emotional, or sensory
stress. In this new phase, the patient
has rapid fatigability and poor
recovery after any stressor. These
patients begin to feel they inhabit a
body and mind significantly different
from usual, and sometimes they
panic. The adult patient with
moderate to major iliness rarely
recovers totally, but usually does
improve (Joyce, Hotopf, & Wessely,
1997). It is an unacceptable
improvement. Those adults who are
still significantly ill at two years can
still improve but only a few ever return
to any degree of normal function.
Unlike adults, the majority of children
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and adolescents, even those
seriously injured, who have proper
care and are in a positive economic
environment, tend to recover
substantially or at least improve
significantly over time (Marshall,
1999).

99 FULL 36 25 It is nonsense to suggest that at
present “there are no physical signs
that identify CFS/ME" — this effectively
ignores swathes of international
biomedical research evidence.

As Harvard physician/researcher
Anthony Komaroff stated in a CDC
press conference earlier this month,
there are over four thousand refereed
journal articles attesting to physical
abnormalities found in patients with
CFS-Fukuda. Given that the criteria
for M.E. are more restrictive than for
CFS-Fukuda, one would assume that
many of these articles would apply.

100 FULL 37 8-11 Reference to Canadian Criteria here —
but then no mention of what they
actually say anywhere!

102 FULL 37 23 ANOTHER STORY: My dear friend
XXXX lost her son XXX at the age of
[X] last year to this damn disease -
they lived near a major university, but
no doctor would believe he had
anything physically wrong with him.
The autopsy showed that he died in
his sleep of a heart attack, and that
his heart had been destroyed by old
and new viral damage. The mother
was diagnosed with [x] two years
before xxxx was born. She has been
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ill for [x] years, but the only name for
her illness that the U.S. CDC will
recognize is "CFS".

SH 25% ME Group 103 FULL 37 17-25 The evidence for improvement is very  Noted
sketchy and any improvement is often
limited, even the CDC highlight how
rare complete recovery occurs.

If you are advocating (and healthcare
professionals implement)the
treatments in this Guideline, then we
will not see recovery, but rather
significant numbers of ME patients
being made worse, as also reported
by all the major charities.. Including
the 25% ME Group Surveys
http://www.25megroup.org/Group%20
Leaflets/Group%20Leaflets.htm

We also (as the MEA has said), that
the Guideline Development Group
should refer to the information on
prognosis that is provided in section
1.4.3 of the CMO report.

SH 25% ME Group 104 FULL 37 23 In surveys carried out by the 25% ME  We have noted that some people may
GROUP, it is highlighted that many become severely and permanently disabled.
severely affected sufferers have had
the condition for most of their lives i.e.
up to 50 years.

http://www.25megroup.org/Group%20
Leaflets/Group%20reports/May%202
002%20Generic%20GRAPH%20Rep
ort.doc

SH 25% ME Group 105 FULL 37 23 There are approx 60,000; based on
an estimate of 240,000 of ME
sufferers in the UK. This is almost as
many MS sufferers in the UK.
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