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News and Views

by Pat Fero

This issue of the Lifeline is devoted to international
ME-CFS topics. ME stands for Myalgic Encephalo-
myelitis, the original name given to an illness with
symptoms like CFS. To know about ME is to be able
to say the name: MY-AL-JIK EN-SEPH-AH-LO-MY-
EH-LIE-TISS.

The 1984 outbreaks in Lyndonville, New York and
Incline Village, Nevada were not labeled ME. Today
in 2006, much controversy still exists about what hap-
pened in those areas when the Centers for Disease Con-
trol (CDC) was called in to look at hundreds of sick
people with similar symptoms. For a wonderful book
about this history, please ynd Osler& Web by Hillary
Johnson.

In 1988, public health ofycials, including some inter-
national participants, voted to adopt the name chronic
fatigue syndrome as a label for a set of symptoms.
Internationally, where the illness had previously been
called ME, the CFS name-change created havoc among
patient groups as it minimized the symptoms of ME to
severe fatigue.

Unfortunately at this writing, many countries have
dropped the ME name for the CFS name. Why is it so
important for patients have a truly descriptive name
and case deynition? Without these two, all research
becomes seriously pawed T in fact, nearly useless
T because many people without CFS are included in the
patient populations studied and many people with CFS
are excluded. (Please reread the transcript of Leonard
Jasonts talk published in the Fall 2005 Lifeline for a
further explanation of these issues.) Because of such
problems, MDgs actually seeing CFS sufferers are left
with very little solid information on diagnosis and treat-
ment. As a result, very few patients get the help they so
badly need.

ME is a global illness. Alas, CFS mythology is now
global, too. By devoting this issue to ME-CFS, | hope
to make you aware that patient groups everywhere
in the world are yghting similar battles of ignorance,
minimization of symptoms, and lack of funding for
research. It is important for all of us to understand that
the label CFS inaccurately describes ME and that the
decision in 1988 to call our illness CFS had negative
consequences for ME patients not just in our country
but throughout the world.
A new United Kingdom (UK) independent advocacy
group, Invest in ME (liME), is campaigning for bio-
medical research into the neurological illness Myalgic
Encephalomyelitis (M.E.), as deyned by World Health
Organization code WHO-ICD-10-G93.3. From the
[IME website <www.investinme.org>:
fWe set up Invest in ME because we were frustrat-
ed by the lack of progress in getting proper publicly
funded biological research into ME which, in turn,
condemns people with ME to more years of suffer-
ing. Progress in getting this illness treated properly
is painfully slow T far too slow. €We know we
aren't alone and that many people have been work-
ing for years to achieve this.0

(SOUNDS FAMILIAR TO ME!)

lIME proposes Race Against TIME with the focal
point of establishing May as ME awareness month.
Aside from many activities in May, the campaign in-
cludes an International ME conference in London on
May 12th. This worldwide campaign hopes to 0pass
the batoné to global advocacy groups. liIME has two
major goals. The yrst is to persuade all governments
to recognize the severity of Myalgic Encephalomyelitis
and increase biomedical funding. Secondly, liIME asks
that the Canadian Consensus Diagnostic Guidelines be

continued on page 4
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Information and Support

Contacts
All volunteers have ME/CFS.

Please be considerate of the time

you spend on the phone with
them. Information requests for

medical articles should be direct-

ed to our Association Ofyce.

Appleton/Fox Cities
Geraldine (920) 731-2697
whatadaze @aol.com
Mondovi / Eau Claire
Arleen (715) 926-3298
aserum@triwest.net
Beloit-State Line Area
Sue (608) 676-4059
gveronica2000@yahoo.com
Chippewa Falls
Bev (715) 723-2734
dbhag@sbcglobal.net

Madison
Barb (608) 271-7757

Milwaukee
Ric (414) 540-0172
rfuchs2@wi.rr.com
Platteville Area
Lois (608) 943-8028
loismenninga@mbhtc.net
Racine/Kenosha
Judy (262) 886-1277
River Falls
Mimi (715) 425-8183
fatigue@pressenter.com
Sheboygan
Pam (920) 458-4302
larrypam1010@msn.com

Wisconsin Teens and Kids
Victoria Skye (920) 727-9899

Visit Our Web Site . . .
... to ynd updated announcements,
CFS news, medical articles, links
to worldwide CFS/ME web sites,
membership, renewal information
and a chat forum!
www.wicfs-me.org

Visit our PANDA Web Site
www.panda-clinic.com

Disclaimer

Lifeline is the quarterly publication
of The Wisconsin CFS Association,
Inc. Articles printed herein are
for informational purposes only.
The Lifeline does not dispense
medical advice nor endorse any
speciyc medical hypothesis and
assumes no responsibility for any
treatment undertaken by readers.
The opinions and information
contained in the Lifeline are those
of the authors and not necessarily
those of the Association, nor does
the Association have any opinion
regarding the quality of products or
services advertised.
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From the Sidelines
oLosing Track Of Timeo

By Chris Kraus

I am writing this Sidelines from the ultimate sideline,
because when the going gets tough, | say get outta
town. See, each fall, I get so rotten sick, that it takes me
until May before | feel better. And surprise, surprise,
this year was just brutal. So after years of thinking
about it, 1 was ynally motivated enough to head south
for an extended stay in the sunshine. Herman believes
that he must keep working, so we needed a way for
me to be gone and for him to be home. Enter the Fe-
ros. They were planning on spending a few months in
Florida in their trusty camper, Rosie. So, on the day
after Christmas, Herman and | drove down hauling our
camper, Little Richard. Herman stayed on for a while,
and then pew home for work.

I think many of us are quirky about time. For in-
stance, when my mom was asked if shedd like some-
thing to eat or to drink, every single time she looked at
her watch before answering. (And cruel children that
we were, we delighted in mimicking that little quirk.)
Another example is my dad. | dondt remember ever ar-
riving to church before mass started. And it is not easy
to sneak in with a family of eight. The man could not
arrive on time. | happen to be married to a time savant.
Herman can guess the exact time, within 7 minutes, day
or night. 10m usually within a couple of hours of guess-
ing the right time.

I am not exactly at odds with Herman, but he is into
freezing time. Herman, after getting his second angio-
plasty, and another stent (on the exact anniversary of
his heart attacke&how freaky-time is that!) is in a mad
rush to get everything done, and done to perfection.
Hermands life is the old game show, Beat the Clock. He
would do more work if only there were more hours in
a day. Meanwhile, | feel more like I am laying back in
one of those big ol6 inner tubes and poating down the
river of time. Sometimes the current is picking up and
sometimes it feels like I am barely moving, but mainly
it feels like I dondt need to interfere. I don6t need to help
paddle or turn or try to swim upstream.

Maybe time helps ground us, like the guy coming
out of a coma wants to know where he is and when it
iS, but time can trap us, too. I think most of us with a

CFS brain learn very early on that things take longer
than they take and if we work with our pre-CFS sched-
ule, we are late for most everything. So | worked very
hard to be aware of the time. I tried to stay on schedule.
Bed at 10:30, up at 8:00, meals at the usual prescribed
time.

But now | have time on my hands. Florida time has
been way different and quite freeing. | go to bed when
[om tired and I get up when | feel like it. So, I may
stay up until midnight and sleep until 10:00. (I know!
Shocking, isndt it?) I dondt try to rush in the morning.
| slowly wake up as the day warms up. Generally, |
am sleeping better and longer here. At home, there are
certain expectations (from within and from with-out)
about when 1 should get up and what I should be ac-
complishing. Here, in the Sunshine State, thereis no
one to be the boss of me. Nobody is keeping score.

The time really pies by. There are so many ways to
occupy my time. | brought my beads and a huge new
quilt (working title T Florida Flapper) | love working
on. And my noveléwell maybe novelette&maybe
short story, anyway, it6s this writing thing 10m doing
and I love it. | have had very little time or energy for it
in recent years, but it is there in the background waiting
its turn. Of course, there are beaches, restaurants and
there is always shopping. There are scarcely enough
hours in the day.

There are drawbacks to this Florida Oasis. | miss my
family like crazy. We talk and Herman pew down for
a visit, but I miss my grownTup baby daughter and her
adorable husband. | even miss their pets. | miss seeing
my sister, my friends and family and my co-workers.

To summarize, these are some things | learned on my
winter vacation.

1. Life happens while one is on vacation.

-Herman had his angioplasty and an overnight stay in
the hospital and | was not there.

-My daughter had some difyculty and | would like to
have been home.

-My cousin passed and | had to miss the funeral.

2. Left to my own devices (with the Feros as my
safety net) | have survived, even pourished. Ités been

continued on page 4
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fiNews and Viewso continued

adopted in the UK and worldwide and that collation of
statistics on the incidence of Myalgic Encephalomyeli-
tis follow from these guidelines. (See page 19 for the
Canadian Guidelines mentioned

ber of Parliament (MP) is gathering testimony. Two
submitted reports mention Casey Fero as an example
of a child and young adult who might have lived had
we been further along in the

here.)

In the United States, with so
few people familiar with ME,
we cannot fully participate in
this ME global effort. How-
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research to investigate heart
problems and ME-CFS. See
page 13.

Lastly, as your Executive
Director and current Presi-
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ever, in Wisconsin, in honor dent, | have thought these
of ME and CFS patients and N 3 3 ! issues through carefully. |
their families who have had to ge”khpz ¢ «t« £ believe that change in the

endure this biological illness
with near absence of publicly
funded biomedical research,
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U.S. will be prompted only
by valiant efforts from in-
ternational researchers and

we will pick up that baton. We

will recognize May as ME awareness month. We
want the Canadian Consensus Diagnostic Guide-
lines adopted in the United States. We want our gov-
ernment to recognize the severity of this condition
and to increase funding.

What good comes from this for YOU? Please see
the article on page 7, iMaking a Breakthrough,0 by
Dr. Vance Spense, a Scottish ME Research for Educa-
tion and Support (MERGE) researcher. Scotland cov-
ers about half the area of Wisconsin and has roughly
the same population. Can you imagine having such a
powerhouse research group in our state? In addition,
the UK parliament is investigating ME, patient care,
and the lack of research funding. lan Gibson, a mem-

nSidelineso continued

fun and hardly ever boring. | have worked on the things
that make me happy.

3. I have felt much better here than I did at home and
I know exactly why.

-the new environment | am not allergic to yet

-days feel shorter. Activity time is less than at home

-limited stimulus

-the extra sleep

-walking on the beach

-doing what I want

patients. However, for two
years, | have tracked National Institutes of Health
funding patterns for CFS research grants. The NIH is
funding research on pain and fatigue. They award few
research grants which propose to study the question
of why my brain doesnét work, why | am dizzy, why |
have a host of nervous system irregularities, and why
any sustained muscle contraction makes me weak and
prompts viral symptoms. In short, there is little focus
on CFS as a speciyc illness.

I am striving to continue my NIH work with a nation-
wide patient effort. That will be the focus of the Spring
2006 Lifeline. (Our apologies. This Winter Lifeline
peeks into Spring, and the Spring issue may spill into
Summer.)

-the very slow pace

-the sunshine and fresh air

-my CFS has waxed (or waned)

(Or some combination of the above mentioned or
maybe | missed the reason completely.)

All 1 know for certain is that more research is re-
quired. I hope to accomplish this mission next year.

Until next time, 10l be watching and sometimes
cheering, From the Sidelines.

el . A i ' A A ' A A A
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Announcements
American Association for CFS Goes International

Letter from the President

A new name for our organization the IACFS:

Well its ofycial, we are now the International Associ-
ation for Chronic Fatigue Syndrome, and have dropped
the AACFS moniker. Credit goes to board members
Lee Meisel, Lenny Jason the rest of the IACFS board
members who have voted for this
change, and to the membership that
have endorsed it. Ités about time, as
our organization is made up of mem-
bers from around the world, and our
board includes members from Swe-
den, Belgium, and Japan. And our
mission is anything but parochial,
as we take on the issues in both the
United States and abroad. We are
working to advance the science and
its clinical applications as we work
to become better advocates for the
yeld and advocates for individuals
that suffer from this disabling ill-

sion. Birgitta Evengard is the Chair of the Organizing
Committee for the 8th International IACFS Conference
on Chronic Fatigue Syndrome, Fibromyalgia and Other
Related Ilinesses (January 11-14 2007, Ft Lauderdale
FL), and assures the board that inves-
tigators from around the globe will be
well represented in each session.
This four day scientiyc medical
conference will focus on integrative
themes such as fatigue, pain, sleep,
cognition, and brain function. Each
session will ask what is the science
of the area (e.g. fatigue, pain etc),
and close on the practical applica-
tions in the art of clinical medicine.
There will be a panel discussion on
the new pediatric case deynition, and
lectures on latest research, newest
clinical protocols, a session on what

ness.

To that end, several members of
the organization attended and presented an Interna-
tional Symposia held in Japan earlier this year and
have strengthened ties to the Japanese organization of
Fatigue Science researchers that have found a favor-
able climate for research in recent years. We have an
international membership drive underway, so if you are
reading this send the link to 10 of your colleagues, and
encourage them to join the organization. Remember we
now have patient members, who are critical to our mis-
sion, as they help keep us focused on the importance
of this work, and can help with our mission of advo-
cacy. So, print this out and leave the newsletter in your
patientés waiting room or bulletin board.

Of course are most effective tool in promoting both
the science and quality clinical care in the yeld has been
our biennial conference on research and clinical care.
Our next conference will involve an international fac-
ulty, and will have State of the Science and State of the
Art opening and closing lectures in each thematic ses-

Nancy Klimas MD

genes can teach us and other innova-
tive recent advances. Between formal
sessions, interactive poster sessions, a banquet and
cocktail party there will be opportunities to recognize
top researchers and clinicians in our yeld and offer at-
tendees formal and informal networking opportunities.
New format changes for this conference will be the
combining of clinical and research sections, bringing
together researchers and clinicians in a joint educa-
tional effort.

Members of the board will continue to represent the
organization at national and international meetings on
science and health policy. Feel free to contact me or
members of the board with your ideas as we expand to
a more global scope.

Happy New Year,

Nancy Klimas MD
President, International Association for Chronic
Fatigue Syndrome (IACFS)

‘ Wisconsin Chronic Fatigue Syndrome Association, Inc. ‘
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8th International 1ACFS Conference on
Chronic Fatigue Syndrome, Fibromyalgia and other Related lIlinesses

January 2007

Clinical / Research Conference T January 12-14
Patient Conference T January 11-12

Bahia Mar Beach Resort, Ft. Lauderdale, FL

This four day scientiyc medical conference designed
to beneyt both the healthcare professional (researcher
& clinician) and the patient community will offer dedi-
cated segments for both. Segments will focus on inte-
grative themes including different aspects of Chronic
Fatigue Syndrome, Fibromyalgia and other Related IlI-
nesses presented in the context of fatigue, pain, sleep,
pediatrics, cognition & brain function. There will also
be lectures on latest research , newest clinical proto-
cols , what the genes can teach us and CFS state of the
science / art; where does the research go from here?
followed by a conference summary of the educational
presentations. A cocktail reception and awards banquet,
available to all attendees, will recognize top researchers
and clinicians in our yeld and offer attendees an infor-
mal networking opportunity.

New format changes for this conference will be the
combining of clinical and research sections, bringing
together researchers and clinicians in a joint educa-
tional effort.

The patient conference, preceding the clinical / re-
search conference will consist of the themes mentioned
above, as well as introductory and breakout lectures
designed exclusively for patients to understand health
issues and how to strive for optimal health.

Educational Poster sessions will include brief oral
discussions with approved presenters led by members
of the IACFS board.

Call For Papers

The Conference Planning Committee of the Inter-
national Association for Chronic Fatigue Syndrome
(IACFS) invites potential presenters to submit abstracts
for our next biannual meeting which will be held in Ft.
Lauderdale, Florida, January 12-14, 2007. Segments
will focus on integrative themes including different
aspects of Chronic Fatigue Syndrome, Fibromyalgia
and other Related Illnesses presented in the context of
fatigue, pain, sleep, pediatrics, cognition & brain func-
tion. There will also be lectures on filatest researcho,

finewest clinical protocolso, fiwhat the genes can teach
uso and fiCFS state of the science / art; where does the
research go from here?0 Papers will be reviewed by
the IACFS Conference Planning Committee for selec-
tion as an oral lecture, short oral presentation or poster
presentation. Attendees to IACFS Conferences are
primarily medical clinicians and academic researchers
at the medical professional level, papers should repect
this level of experience and expertise, it is anticipated
that this event will be accredited for continuing medical
education for physicians. Papers selected will be pub-
lished in the conference syllabus.

Abstracts:

A Abstracts should be non commercial and focus on one
or more of the areas indicated above.

A Submitted electronically preferably in microsoft word
but could be submitted as the body of an email.

A One page in length (single spaced, 12 point font), in-
cluding all authors with presenting author listed yrst
and in bold, institution(s) and include Objectives,
Method, Results and Conclusion.

A Include presenting authors full name, academic cre-
dentials, mailing address, city, state, zip code and
E-mail address.

Submission Process:

1. Please E-mail abstracts to greg@aacfs.org no later
than August 1st 2006

2 . Presenting author will be contacted in October 2006
and advised if their paper(s) is / are approved with
the type of presentation speciyed.

3. If selected for either an oral lecture or short oral pre-
sentation presenting author will be required provide
a Curriculum Vitae and complete necessary forms as
directed in order to comply with AACME require-
ments for accreditation. Authors will be advised of
the date and time of their presentation.

4. If selected as a poster presenter presenting author
will be provided with speciycations for presentation
and display.

Questions: Regarding papers or the submission pro-
cess should be directed to IACFS Administrative Of-
yce, Attention Greg Fillmore; greg@aacfs.org; phone
847-258-7248

‘ Wisconsin Chronic Fatigue Syndrome Association, Inc. ‘
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ME Research: Making the Breakthrough

A presentation by
MERGE Chairman Dr
Vance Spence on 12 No-
vember 2005 at the Oak
Tree Court Conference
Centre, Coventry, England
at the invitation of the War-
wickshire Network for ME

Let me thank the Warwickshire Network for
ME O a sterling group which actively supports
biological research into ME, and campaigns for ap-
propriate services for people with the illness (http://
www.meresearch.org.uk/friends/group.html#warwick)
O for the invitation to this lovely conference centre,
home of the Coventry Chamber of Commerce. 16m told
there are people in the audience from as far away as
Dawlish in Devon and Stowmarket in Suffolk © il-
lustrating the intense interest in ME/CFS research and
the pressing need for action to get to the bottom of this
iliness. As many of you know, | have been ill with ME
myself for many years © | was forced to retire early
on health grounds 15 years ago & and | am presently a
Senior Research Fellow (honorary) in the University of
Dundee, as well as being Chairman of MERGE. With
the help of Roger Jefcoate CBE, who is in the audience
today, and the Countess of Mar, MERGE was created
with the principal aim of energising research into this
neglected illness.

First, | propose to deal briepy with some of the prob-
lems we face in trying to execute ME/CFS research,
as there are particular problems speciyc to this illness
which impact on fimaking a breakthrougho. Then, |
shall briepy describe some of the current research proj-
ects and areas of interest.

The yrst problem & perhaps the principal prob-
lem & is that ME/CFS is not a ficleano diagnosis.
Indeed, the terms ME and CFS mean different things
to different people. As | say over and over again, this
problem colours all debate on ME, yet rather like the
whiteness of a wall it is often not recognised as a
colour at all. Much of the background was described
in a talk (http://www.meresearch.org.uk/information/
publications/workshop/spencetalkl1.html) | gave to the

RSE/Wellcome conference in 2003, but the essential
point is that although the term myalgic encephalo-
myelitis (ME) & involving an infectious onset, spe-
ciyc neuromuscular symptoms and signs, and a unique
post-exercise component & has a scientiyc history
(http://www.meresearch.org.uk/information/keypubs/
index.html#epidemics) involving epidemicand sporadic
forms, AMEO today has come to be seen as a filay termo
used by patient organisations and patients themselves,
while chronic fatigue syndrome (CFS) has been adopt-
ed by medical journals and healthcare professionals. At
present, the composite term ME/CFS is used, though in
fact it represents the uneasy union of two strange bed-
fellows  (http://www.meresearch.org.uk/information/
publications/parliament/parliamentpres2.html), as
discussed recently at the Scottish Parliament. In addi-
tion, we ynd ourselves in a situation where misuse of
terminology by the mass media is common; a recent ar-
ticle in the UKGés Daily Telegraph (daily circulation, ap-
proximately one million) gives an example. It describes
the travails of Olympic rower Anna Hemmings. As the
article says, fiFor Anna Hemmings, the Sydney and Ath-
ens Olympics tell two very different stories. In 2000,
the professional canoeist was a member of the British
team, but just four years later Hemmings was suffer-
ing from CFS and was so exhausted that she slept for
15 hours a night and was sometimes too tired to wash
her hair.0 It goes on to describe how Anna was greatly
helped by a psychological therapy, and seems to be on
the mend, which is heartening. The question is: what
illness did she have? Many people have fichronic fa-
tigueo (between 1 and 4% of the population), and many
medical conditions, such as cancer and diabetes, have
fatigue as a central complaint. Indeed, athletes at Olym-
pic standard like Anna Hemmings may have fiburnouto
due to over-training; however, recent research (Mom-
mersteeg et al, 2005) shows that the fiburnouto experi-
enced by athletes differs from CFS, and is certainly not
ME as described in earlier literature. This is just one
example of many media stories & thrown out into the
public arena & which have an uncertain meaning in the
context of ME/CFS.

The diagnostic mess that is ME/CFS is illustrated
by our own research on three groups of patients with
quite different onsets to their illness: fisporadico [J

‘ Wisconsin Chronic Fatigue Syndrome Association, Inc. ‘
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ME/CFS cases (i.e., most of the patients in ME/CFS
support groups); people who developed illness after
services in Gulf War 1; and people who developed
illness after apparent contact with organophosphates.
While all these patients were classiyed as having CFS
(because they fulylled the CDC 1994 criteria for the ill-
ness), distinct psychological and biological differences
could be found between them. As this paper (Kennedy
et al, 2004) says, fiThe speciycity of the CFS case dey-
nition should be improved to deyne more homogeneous
groups of patients for the purposes of treatment and
research.o This view was echoed by Professor Leonard
Jason who published in 2004 an excellent review on the
need for subgrouping of the over-broad fidiagnostic cat-
egoryo CFS which can catch widely different groups of
patients in its net. As he said, iThis review suggests that
there is a need for greater diagnostic clarity and that
this might be accomplished by subgroups that integrate
multiple variables including genetic, neurological,
psychological and biological domains.0 At present,
what patients are left with is a idevaluedo diagnosis
consisting of (in one researcherés words) a fi...ragbag
of common non-speciyc symptoms with many causes,
mistakenly labelled as a syndromeo. In this respect it
is worth recalling what Dr Dean of the National Insti-
tutes of Health in the USA said in a recent debate about
ME/CFS in the USA: fiThere is a signiycant stigma at-
tached to it... The medical community bears some of the
responsibility for invalidating ME/CFS as a real condi-
tiono; and what Professor Anthony Komaroff stated:
fiNone of the participants in creating the 1988 CFS
case deynition and name ever expressed any concern
that it might trivialize the illness. We were insensitive to
that possibility, and we were wrong.o

The problem with the deynition carries over into
research studies, of course. In ME/CFS, what we see
over and over again are the controls nicely tightly
packed, and the ACFSO patient measurements much
more widely scattered. There is clearly something go-
ing on since the patients have higher values than the
controls on average, yet the scatter is problematic, and
researchers scratch their heads when they see it. It is
therefore important to select for biomedical research
studies patients that are well-categorised; i.e., have
a full clinical examination (and there is good reason
to believe that neuromuscular signs can be found in

patients if such assessments are made), and, ideally,
be subsetted according to particular criteria & and
the subgroups speciyed by the Canadian deynition of
ME/CFS (http://www.co-cure.org/cccd.htm) devised
in 2003 may come to be seen as a useful starting point
for such work. For there is clearly something differ-
ent about these patients; indeed, there is substantial
evidence that, despite their apparent heterogeneity, bio-
medical researchers can uncover a range of interesting
anomalies (http://www.meresearch.org.uk/information/
publications/advances.html), as described in a recent

article. Furthermore, fascinating results covering many
of the prominent symptoms of ME/CFS continue to be
published by research groups worldwide. These include
reduction of brain serotonin transporters in relation to
pain (Yamamoto et al, 2003), delayed gastric emptying
(Burnett et al, 2004), and altered muscle excitability in
response to exercise (Jammes et al, 2005).

The second obstacle standing in the way of fimaking
the breakthrougho is funding. larger national agencies,
such as the Medical Research Council (MRC), allocate
funds to established research groups with a track record
of success in a certain area, on the basis of a reasonable
scientiyc hypothesis. However, it is not generally recog-
nised that medical research into most if not all illness is
funded overwhelmingly from charitable sources. Take
cancer: the income of Cancer Research UK in 2003714
was around A384,000,000, and this is only one of the
many charities raising money for cancer. Take away the
yrst digit and the three noughts at the end and you are
left with MERGE(Gs approximate income for the same
period. As love said before, the three main charitable
sources of ME/CFS research funds in the UK O the
CFS Research Foundation (http://www.cfsrf.com/), the
ME Association (http://www.meassociation.org.uk/)
and MERGE (http://www.meresearch.org.uk) & would
struggle to fund between them one medium-sized clini-
cal trial from their aggregated annual income.

The third problem is the predominance of the bio-
psychosocial model of the illness & a model deyned
in the Chief Medical Ofyceris report of 2002 as a
Aemodel of pathophysiology, applicable to all disease,
suggests that once an illness has started its expression
is affected by beliefs, coping styles, and behaviours,
while consequential physiological and psychological
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effects act in some ways to maintain and/or modify the
disease processo (http://www.dh.gov.uk/assetRoot/04/
05/95/06/04059506.pdf). An example is the recent edi-
torial in the Medical Journal of Australia which stated
fieone can safely conclude from these studies that
graded physical exercise should become a cornerstone
of the management approach for patients with CFSo,
stimulating a number of letters to the MJA, including
one from Garry Scroop, visiting Professor of Exercise
Physiology who stated, filn summary, patients with
CFS are not ddeconditionedd. Neither their

does not make their disease go away, though it can
ameliorate some of the sense of privation which these
illnesses often engender. Even so, there is a consensus
among patients that if resources were allocated towards
rigorous material empirical biochemical research it
would be more likely to produce a helpful insight into
the nature of these diseases, which would be preferable
in their eyes to promulgating an€incomplete paradigm
as though it were a cure.0

Finally, the fourth problemisthathighqual-
ity biomedical research gets ignored (http:

muscle strength nor exercise capacity is 4 OF M€

different from that of other sedentary ﬁ;ﬁ MUsT ,2‘4@ [lwww.meresearch.org.uk/information/

members of the community. We remain t@;rwgﬁf"";: o ;’3:1"'1;, publications/advances.html) particu-
incontrovertible e, larly when it conpicts with the pre-

unaware of any
evidence that the various dexercise
trainingd programs suggested in

Org
pf;s;:r:i"‘
e 3

A

] Pttty

% %, % vailing paradigm. To continue the
:E;\‘.\ "'-;-, T example of graded exercise therapy
| >

S

previous articles improve either E ué' ol % E mentioned above & widely touted
the physiological, psychological g g; § ‘ 3 ; g'§ & as a proven manggement strategy
E):ngli\nical status of people with ggg E . ! ; SEE : for MI?/CFSSpa}:erl[ts I6(32({310r5e)cent
.0 : NS - paper from Snell et a re-
?_3,? SRR ¥ K E; ported, fiThese results implicate

This model colours the percep- EREA N i;f abnormal immune activity in the
tion of the illness across the board i.l' o\ ' bs pathology of exercise intolerance
O from ofycial reports, such as %‘*;x A A f * in CFS and are consistent with a
the report to the Chief Medical :“‘h%-' %f channelopathy involving oxidative
Ofycerds report mentioned above, to e g;mﬂ“ ) :ﬁy stress and nitric oxide-related toxic-
government agencies such as the De- 3 o7 ity.0 Another recent paper has shown

partment of Work and Pensions which
is producing its new electronic guidelines
in 2005, to research funding bodies such as

the Medical Research Council. The recent large
trials funded by the Medical Research Council & the
FINE Trial (designed to increase activity and challenge
dysfunctional illness beliefs) costing A1,147,000, and
the PACE (Pacing, Activity, and Cognitive behaviour
therapy) trial costing A3,101,792 & are examples of the
resources found for proponents of the biopsychosocial
model. Given that biopsychosocial therapies are not
cures for ME/CFS, people are suggesting that the total
spend of A4,248,792 be given directly to the patients
on the trials (A4425.82 each) so that they can challenge
their own fidysfunctional illness beliefso in their own
way. The issue was well put in an editorial called iThe
discomfort of patient powero in the British Medical
Journal in 2002: fiMany patients have tried cognitive
behavioural therapy and report that thinking differently

N

GoING ROUNMD 1N CIRCLES - - -

that exercise provokes pro-inpamma-
tory and anti-inpammatory cytokines
in CFS patients (White et al, 2005), and
another report has described that after exercise
there is a particular gene expression in CFS patients
that is not found in normal healthy people. Add to this
the patientsd own reports that most are not helped by
cognitive behavioural therapy (Action for ME survey,
and the 25% ME Group survey), and one would think
healthcare professionals and would be rushing to read
and implement the latest biomedical research ynd-
ings. Not on your Nellie. Yet there is indeed a grow-
ing evidence base supporting the biomedical model of
the illness, as illustrated by the comments of Professor
Anthony Komaroff in a recent newspaper article, fiFor
years, many doctors and others dismissed people with
CFS as depressed, lazy, or just plain malingerers&
Analysis of 2,000 research papers suggests that CFS
is not a psychiatric illness, but a nasty mix of [
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neurological, immunological and hormonal abnormali-
ties&o

Now, let us pause there. | can think of no other ill-
nesses for which a talk on biomedical research would
need a half-hour preamble on the obstacles & diag-
nosis, funding, competing models and ignoring of
biomedical data & standing in the way of fimaking the
breakthrougho. However, this is where we patients ynd
ourselves (for some it feels like going round in circles,
as the cartoon by Trish Campbell of the Warwickshire
Network for ME illustrates), and yet it is the base camp
from which research charities such as MERGE have to
march forward. Of course, the ideal is for central (e.g.,
MRC and NHS R&D) funding of biomedical research
to be provided through a form of ring-fencing. Until
then, however, we have to spend our limited resources
on novel clinical and biomedical studies that help to
unravel the biology of the illness & innovative pilot
studies or seedcorn projects are particularly important
since they can give rise to the supporting data on which
future applications to major funding bodies will have to
be based © and encourage larger established research
groups into the yeld.

In MERGE, to date we have had a several-pronged
research strategy based on the potential importance
of mitochondria, immune cells, muscle, blood vessels
and genes (http://www.meresearch.org.uk/research/
sponsored/index.html) in the development and mainte-
nance of ME/CFS. It is probably simplest if | describe
the strategy from the viewpoint of oxidative stress,
though in reality there are many ways to approach the
body of work that is being undertaken.

Let me begin with our recently published paper
(Kennedy et al, 2005) which showed high levels
of isoprostanes in ME/CFS patients, and the fact
that these were correlated with symptoms (http:
[lwww.meresearch.org.uk/research/sponsored/
oxidative_stress.html). There have now been around
12 papers from several research groups showing raised
markers of oxidative stress in these patients, but this
investigation was the yrst to measures isoprostanes,
which are now recognised as one of the most reliable
approaches to assessing in vivo oxidative stress. It must
also be stressed that current evidence suggests that iso-

prostanes represent a biomarker that has the potential to
be of great importance in the assessment of human ath-
erosclerotic cardiovascular disease. There are several
possible sources for these oxidants, including muscle,
blood vessel endothelium and inpammatory/immune
cells.

Looking at muscle, there is no question that muscle
tissue is a source of free radical generation & indeed,
McArdle et al (2005) used an intracellular probe
to examine free radicals within the myotubules of
muscle before, during and after exercise. In 2005,
a report from the Jammes group in France (http://
www.meresearch.org.uk/archive/muscle.html) showed
increased M-wave duration in the 30-minute period af-
ter an exercise challenge in ME/CFS patients. Jammes
concluded that, AiThis accentuated response by CFS pa-
tients to incremental exercise was a result of oxidative
stress together with marked alterations of the muscle
membrane excitability.0 This research was so important
that we have funded Dr Wood and Dr Paul of Caledo-
nian University to replicate and extend these yndings
looking at M-wave and H-wave durations in patients
and healthy matched controls up to 4 hours after exer-
cise. In addition, we have been interested in the interac-
tion between muscle and the immune system and have
funded a research group at University of Strathclyde to
consider the cytokine IL-6, its receptor, and a neutralis-
ing protein, since previous research (Arnold et al, 2002)
had shown that if IL-6 was injected into CFS patients,
fithey experienced an increase in somatic symptoms
(e.g., aches and fatigue) whereas matched controls did
not experience any symptoms in the yrst 6 hours after
IL-6 administrationo. The Strathclyde group is inter-
ested in the relationship between IL-6 and neutralising
proteins up to 24 hours after an exercise challenge.

The blood vessel endothelium is an area that we have
been interested in ever since the publication of several
papers in the early 1990s on brain blood pow imaging
and orthostatic intolerance with vascular pooling in the
extremities. The cells that line all blood vessels & en-
dothelial cells & are a potential source of reactive oxy-
gen species generation via several pathways. SPECT
imaging studies by Schwartz et al (1994) showed ar-
eas of low blood pow in the various brain regions of
people with ME/CFS, and the authors postulated that
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