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By Wilma Housty

All of us experience suffering, and this suffering can manifest
itself in a variety of ways within our physical bodies. Have you ever
had a nagging pain that reoccurs during a challenging time in your
life? I deliberately chose the word “nagging”. This type of pain is
not unfamiliar and is usually felt in the same area of your body again
and again. For example, it may be pain in a specific area of your
body that may be related to an accident or fall. There are a variety of
medical professionals who are trained to use various techniques to
help our physical bodies to heal, and once we start feeling that quiet,
nagging pain, we immediately know it is time to stop the activity that
may aggravate the symptoms further and apply a cold pack or seek
medical advice.
Pain is an indicator that our bodies need help. It is time to listen
to what needs to be healed. We do our best to take care of our
physical bodies, and each one of us will find different therapies or
exercises that work best for us. All of our bodies are different, and
it is important to remember we are the primary caretakers of our
own bodies. We know how much our bodies can tolerate, and we
know when our bodies are changing – even when the change is
extremely minute. We know our body’s sensitivities, and we become
very familiar with our trigger points and can identify them through
a quick process of elimination. Some of us have dietary restrictions
and are constantly making adjustments by eliminating, introducing,
or re-introducing foods to our diets. We know that we need to help
our bodies to function their best. Others have the joy of experiencing
few restrictions! I use to be able to eat chocolate, but now it triggers
bladder pain. Instead, I use the smell of chocolate to satiate my
longing for this forbidden food. We learn to become creative, but
the process is a continuous challenge that becomes lonely and tiring.
Yes! That all too familiar word – FATIGUE! It can, darn right, get
you down! Although we may live a restrictive lifestyle because
of our health, our world shrinks even further when we become
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Bonjour MEVA members and friends! In my travels
I have had the pleasure of meeting with people from
other ME/FM organizations. First I got to meet with
the President, Susan MacLean and Vice- President
Janet Cackette of the MEFM Society of BC. It was my
plan to attend the IACFS 10th International Research
and Clinical Conference in September, so I phoned
their organization asking if anyone would like to join
me in Ottawa and share a room. Long story short, I
was not able to go to the conference, but I was able
to make new friends in Vancouver just by planning to
go. They too are doing a great work and I appreciate
their willingness, despite their health issues, to aid
people with ME/FM. It is nice to share my passion
with other people who have the same passion. I also
had another wonderful encounter one month later. I met
with Margaret Parlor, President of the National ME/FM
Action Network and her son William in Ottawa. One of
Margaret’s recent accomplishments was collecting and
publishing statistics, “An in-depth look at the figures
& findings of the 2010 Canadian Community Health
Survey”, which was published in the Quest Newsletter.
I was so pleased that they took the time and the effort
to see me. I hope this was also a beneficial time for
them. All came bearing gifts from the conference
in Ottawa. Thank you! While in Ottawa, I stumbled
across a conference that was put on by the Counsel
of Canadians with Disabilities. I explained I had not
registered, but they said there was no need. What a good
find. Margaret Parlor was also there, but I didn’t meet
her until the next day. The focus of this meeting was
building an inclusive and accessible Canada. More to
the point, disabling poverty for those with disabilities.
Bottom line, we need cash to live and we need a support
system that allows us to function in society. There have
been great successes in helping people with disabilities,
but as we know there is still a long way to go. I would
like to urge all of you to write your politicians and let
them know your needs, and let them know that you’re
not alone, there are others just like us. Recently I was
excited to hear that in the USA, M.E. and F.M. will not
be considered a Somatoform disorder (mental disorder),
but rather as a Neurological disorder (physical disorder).
This is a very important point for anyone with M.E.
seeking a disability pension and also to those who are
being medicated for having a psychiatric issue instead
of dealing with the real issues. It is not okay for doctors
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to think that this is all in our heads.
We need to be properly diagnosed and
treated.
The Thanksgiving gathering was a blast.
We all ate copious amounts of food and
as always the company was GOOD. For
those who were able to make it, thanks
for coming and thanks for enriching my
life. I look forward to seeing you all at
the MEVA Christmas Party on December
7th. Merry Christmas! Happy Hanukkah!
Enjoy the Winter Solstice!
Warmest wishes,
Gloria Gray, Editor

continued from front page
“housebound” for days, weeks, months, or years.
Despite our desire to “live it up”, sometimes
our world becomes smaller and smaller until it
shrinks to the size of our beds or our couches. We
must make a crucial decision at this point – to
become our own best friend or worst enemy. In
my experience, at various times throughout my
battle with CFS and FM, I have assumed both
roles as a friend and as an enemy to my physical
body. When I was first diagnosed and during the
many years of learning to cope with the fatigue
and nurture myself, I was, at times, my worst
enemy. First of all, how do you explain that
fatigue is painful – especially when it is persistent
and unrelenting? It is not like the physical pain
that I first described in this article, and it cannot
be treated with the same healing therapies that
help resolve physical ailments.
How do you put into words the agony of
living with constant fatigue? How do you even
explain the various types of fatigue that you
experience and endure throughout the expanse
of twenty-four hours? Sometimes, fatigue is
relentless, fierce, and erupts like a volcano. At
other times, it is like a “brewing storm” that
keeps threatening and building in its intensity.
There are “in-between” types of fatigue; like
when you accidentally pinch a finger and fatigue
hits you quickly as it catches you off guard. There
is a type of fatigue that starts slowly and gently,
like someone whispering in your ear. It is difficult
to explain to your family or friends—especially
to those who are unaware or unfamiliar with your
symptoms. It is the excruciating pain and the
uncertainty of fatigue that shrinks our world, and
it can be a very lonely existence! But, you are
NOT alone in your suffering! We do find ways of
coping and adapting! We do become our own best
friend when we begin to intuitively learn how to
help our bodies cope to the best of its fluctuating
and inconsistent physical capacities through
nourishment, nurturing, forgiveness, and laughter.
I am learning to love myself more rather than
hating or resenting my physical body and all of
the ailments that accompany CFS and FM. I have
not lost my soul, or my being, to this diagnosis!
My interests, desires, needs and wants remain

strong and vibrant. I do not allow fatigue to rob
me of what is important to me. With wisdom, I
make realistic choices and plans that allow me to
meet goals while living with pain and fatigue.
I have learned to modify, adapt and restructure
my day to make the best use of my physical
energy. I am much more mindful to break tasks
into smaller steps and feel more comfortable
taking a longer period of time to complete
an entire task. Simple tasks now require a
thoughtful, gentler, and kinder approach that may
spread over a few days. I make choices that suit
me rather than trying to constantly adjust to other
people and their choices. Healthy individuals may
think this is very restrictive and confining, but I
have to live and thrive within the boundaries of
my fatigue.
Making deliberate and wise choices allows
me to experience the goodness of my life! Lately,
I have been reaping the reward of practicing my
own “Best Friend Forever” techniques when
embarrassing moments like forgetting how to
count change when purchasing an item with cash.
I smile and say, “Whoops!” to myself rather than
make into it a disturbing and horrific experience!
I intentionally buy the healthiest foods of the
highest quality because I am worthy of nutrition
that helps my body repair and rebound. My body
flourishes best when I eat regularly and on time.
Little packages of raisins are stashed in my car
when I need to recharge with energy. I work hard
to maintain my health and wellness even though
it is challenging and, even, hellish at times. I
make my home as comfortable, cozy, and loving
as I can and that includes surrounding myself
with beauty such as fresh flowers that add zest to
my existence.

I know my body best,
and I can make my life easier when
I am my own best friend!
“For whoever has learned to love, for
whoever has learned to suffer, life is imbued
with serene beauty.” August 7, 1978, Journal
Entry of Brother Roger Schutz
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Dr. Ken Friedman on the future for
CFS research & treatment - encouraging
news from the IACFS/ME conference
October 12, 2011


“We all left the conference knowing that CFS
is still a puzzle, and that we do not have all the
answers or know all the pieces of the puzzle, but
we are devising methods of working with the
pieces of the puzzle.” - Ken Friedman, PhD .
In a radio interview following the Sep 22-25
IACFS/ME conference, long-time CFS advocate
Ken Friedman, PhD, shared some encouraging
take-away points on “The Future for Chronic
Fatigue Syndrome Research and Treatment.” The
following is a condensed summary/transcript
of Dr. Friedman’s encouraging interview kindly prepared and shared by MECFSforums.
com member Jane Clout, with permission to
repost:  
Dr. Ken Friedman: In the United States there
was just a very recent - I’m going to use the term
battle - with regard to the ICD [International
Classification of Diseases] because the US
government was going to place Chronic Fatigue
Syndrome as a somatoform disorder as opposed
to maintaining it as a neurological disorder. So
a group of organizations banded together and
wrote a long, very scientific argument as to
why Chronic Fatigue Syndrome should not be
considered a somatoform disorder but rather a
neurological disorder, and went to essentially
an appeal hearing in Baltimore, Maryland on
September 14th and presented their argument,
their document. And what we were told is that based on the strength of that document, and the
scientific arguments - that in fact Chronic Fatigue
Syndrome would be retained as a neurological
disorder and not moved into a somatoform
disorder. So we are very pleased with that but
we certainly want to maintain that from this point
going forward.  
Interviewer: Asks question about difference
between neurological and somatoform disorders...  
Ken explains: Talks about prejudice against
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people who work in the field, the difficulty in
getting disability insurance payments, and doctors
under investigation for treating ME/CFS biomedically - including Dr. Sarah Myhill, MD, in
the UK, and one other whose name is not yet in
the public domain and is not given here either.  
Talks about his SOK presentation [at the NIH
CFS State of Knowledge Workshop] April 6th
this year, and the prejudice against researchers
and patients and doctors. “The underlying thing
(belief) is that if you don’t have a test for it, then
it doesn’t exist. Goes on to talk about sectioned
patients in England and forcibly removed children
in the US.
Interviewer: Did the conference hold out hope
for any of these situations in its attempts to
change the view of CF and of new research?  
Ken: I think there is - um - I think we all, both
patients and researchers and healthcare providers,
left the conference with a much more positive
attitude. I think that because we all left knowing
that it is still a puzzle, and that we do not have all
the answers or know all the pieces of the puzzle,
but that we are devising a method or methods
of working with the pieces of the puzzle. For
example, there are now at least four different
definitions of Chronic Fatigue Syndrome, and
we think we have:   • A pretty good research
definition of Chronic Fatigue Syndrome,   • And a
pretty good definition for diagnosing and treating
Chronic Fatigue Syndrome.
Interviewer: Care to share any of those?
Ken: Well, the research definition that seems
to be used is something called the Fukuda case
definition, Fukuda et al., which dates back to
1994, and that definition has been used since that
date forward. “It is much more restrictive a case
definition than one would like to see used on
patients, but it helps to define a patient population
that is relatively suffering from similar symptoms
and so therefore for research purposes you are apt
to get results that are clearly defined.
Interviewer: So it’s a conservative definition.
Ken: A conservative definition that may exclude
some patients and therefore is not workable
in a clinical situation. In the clinical situation,
you want something that is more relaxed, or a

more inclusive definition, and there are actually
a couple of those. There’s what’s called the
Canadian Case Definition, which was developed
in 2003, 2004, and that seems to be very good
at identifying patients and their key symptoms,
and having them diagnosed as having Chronic
Fatigue Syndrome. And then there is a brand
new one that has been developed in 2011 that is
called the International Case Definition. That
one is essentially too new for anyone to have
any sense of how it will fare, as either a patient
case definition or as a research case definition.
But what seems to have happened at this meeting
is that there seems to be agreement that we will
collect data or get information from each patient
that will permit us to diagnose patients using
several of these case definitions.  
Interviewer: Really?
Ken: So that the information will not be lost,
and so that we will then in retrospect be able to
see which case definition works best, both in the
clinical situation and in the research situation.
That’s a much more intelligent approach than
trying to squeeze all patients into one case
definition and, obviously, excluding some
patients from treatment because they don’t fit this
particular case definition. One of the interesting
papers that was presented at this meeting was
by a clinician, I believe he’s at GW [George
Washington U?], near Washington DC, was sort
of a courageous thing. What he did was, he took
his Chronic Fatigue Syndrome patients, and he
treated them for Lyme disease, and approximately
a third of them improved, their physical condition
improved when treated for Lyme disease. It’s
not sure exactly what that means. We’re not sure
whether that means that: • Approximately one
third of the patients in his patient population
had Lyme disease, and were just missed with
the Lyme disease diagnosis, but when they were
treated for Lyme disease actually improved, •
Or whether the actual, or their particular kind of
Chronic Fatigue Syndrome, is susceptible to the
same sort of treatment with antibiotics that are
used in the treatment of Lyme disease, so that
there is at least potential overlap between Chronic
Fatigue Syndrome and other illnesses. This is

something that needs to be looked at much more
carefully.
Interviewer: And you spoke of multiple causes
too, or multiple origins?
Ken: Yes, I do believe that there are multiple
origins, and I believe that the majority of
clinicians and researchers at this meeting were
coming to this point of view. Because there are a
number of infectious agents that have been found
to be initiators of the illness cycle in patients. One
of the names, former names of Chronic Fatigue
Syndrome was chronic Epstein Barr Virus, and
now there is work to show that patients that get
sick with other viruses also develop Chronic
Fatigue Syndrome. HHV6 for example, and
enterovirus. If patients do not recover from these
viral infections they can develop Chronic Fatigue
Syndrome. So it would appear that Chronic
Fatigue Syndrome is essentially the body’s
response, or perhaps the body’s immunological
response, to an infection that isn’t cleared from
the body. Which might argue that the people in
whom this occurs have immune systems that are
unable to clear these infections and therefore
Chronic Fatigue Syndrome represents an immune
system abnormality or defect because these
patients lack the ability to clear these infections
from their body.
Interviewer: And they have an immune system
what? Inability?
Ken: Inability, or defect, to clear these infections
from their body and so they persist.
Interviewer: Yes, I think immune abnormalities
have long been found in Chronic Fatigue patients,
haven’t they?  
Ken: Immune abnormalities have been found.
The problem is that there isn’t one consistent
finding. And perhaps the reason for that is that
there are these sub-categories of Chronic Fatigue
Syndrome patients, and that if we define the
right subcategory of Chronic Fatigue Syndrome
patients then we may be able to find a clear,
uniform, distinct pattern of immunological
abnormalities in a subset - in this particular subset
of Chronic Fatigue Syndrome patients.
Interviewer: So then the job becomes defining
the subsets?
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Ken: Absolutely. And researchers are beginning
to turn their attention to that, and some of the
questionnaires that are being developed to screen
Chronic Fatigue Syndrome patients are beginning
to ask questions that will assist us in being able
to differentiate the subgroups and perhaps the
infective agents that are precipitating Chronic
Fatigue Syndrome in these patients.
Interviewer: So this is a hypothetical, broad
immune response to neurological agents of
possibly many origins with a common human
adaptation to it which involves fatigue and
neurological abnormalities and consequences am I correct? Is this what’s hypothesized?  
Ken: Well, the agents are believed to be
infective, and they don’t necessarily have to be
neurological, although some of them may be.
There is another theory that’s beginning to go
around now, and that is that if infectious agents
are not cleared from the body they can establish
themselves in one or more of what’s termed the
body systems - for example the gastrointestinal
tract or the central nervous system, or in the
cardiovascular system. So that we are now
beginning to see at least the suggestion that
things like cardiovascular disease or hardening
of the arteries or the deposition of plaque in the
arteries is not only caused by the deposition
of cholesterol, but might also be the reaction
to some bacteriological agent that has been
deposited in the blood vessels, and therefore
the plaque is an attempt to cover up or seal off
those kinds of infections. And so Chronic Fatigue
Syndrome in an analogous manner may be a
reaction that is akin to that kind of mechanism.
Interviewer: Yes, there are so many effects, and
now you are saying there are so many agents.
Ken: Well, the idea is to tease them out. I’m
pretty exited by it because I think what we are
beginning to see is a whole new area opening
up to us about how infection invades the body
and the consequences of it. So that what we
discover about chronic, what I would call hidden,
infections in the body, will be applicable to a
whole variety of diseases and answer a lot of
questions that have been around for a long time
but have never been answered before. And this
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will give us a tool, a mechanism of possibly
providing answers to these questions.
Interviewer: What else came out of the
conference that you took away?
Ken: What I took away from the conference
is: • First of all the willingness to work with
multiple questions that lead to the possibility of
diagnosing patients by multiple case definitions.
• I think there is a renewed excitement in the
involvement of the brain in Chronic Fatigue
Syndrome, because there is more evidence of
different kinds: • I think there is also a lot more
work in the area of genetics and Chronic Fatigue
Syndrome. People are looking at genes being
turned on, being turned off in what I call the
subsets, or some subsets, of Chronic Fatigue
Syndrome versus normal subjects. They are being
able to find differences, or particular genes being
turned on and turned off. And based on that, they
are looking for proteins, or protein differences,
or differences in concentrations of proteins
between patients and normal controls. So we are
beginning to see what the differences are between
normal controls and patients with Chronic
Fatigue Syndrome. This is all very exciting
because eventually we will be able to understand
the differences between normal healthy people
and Chronic Fatigue Syndrome patients by
understanding the difference in the molecules
that they are producing. And once we do that,
we should be able to alter, or change back, or
normalize the molecules that they are producing
that are producing their symptoms.
Interviewer: Wow! And that sounds quite in line
with current research too, it doesn’t sound far a
field.  
Ken: No, it’s not far a field, and what it means
is that there is new excitement, and that the field
of Chronic Fatigue Syndrome is keeping up with
the more advanced technologies and people are
beginning to apply those technologies to the field
of Chronic Fatigue Syndrome. Not only are they
beginning to apply it to the field, but they are
also obtaining results, significant results that will
eventually lead to better treatments.
Interviewer: Where’s the leading edge of the
research and the treatment right now?  

Ken: “I believe the leading edge of research
and treatment will be in two areas:  • One will
be in the neurological, in the involvement of the
brain,  •And the other will be in the genetics and
the proteins, or what’s called the proteanomics
of Chronic Fatigue Syndrome. Those to me at
this point seem to be the two most promising
areas. And again, those are the areas that are
keeping up with the most sophisticated of treating
all diseases, and trying to make gains in all
diseases.”  
Interviewer: “Which is why you said that
it’s keeping up - in other words, it’s in the
mainstream of research to treat diseases.”  
Ken: “That’s correct. At the meeting we had
people, granted mostly from the United States,
but some from Canada, some from Norway,
Japan, Australia, New Zealand; there was one
fellow there from France. I’m afraid I’m going to
leave someone out and I may be chided for it, but
essentially the research is coming in from all over
the world. There was a fellow there from Spain,
who presented a lovely paper in a session that I
chaired, so I believe that it’s all over the world.”
Interviewer: “There’s an initiative, the Chronic
Fatigue Initiative [http://cfinitiative.org], that’s
attracted prominent professionals that have been
treating Chronic Fatigue Syndrome - some of
them for as long as 20 to 25 years. Can you tell us
anything about that?”  
Ken: “Well the Chronic Fatigue Initiative is
relatively new, and I don’t think that they are
at the point where they are actually expending
grants. The board of the IACFS/ME did meet
with the folks that run the initiative, and what we
were told is that they wish to stimulate Chronic
Fatigue Syndrome research, and they are at
the point where they are gathering information
to essentially determine the status of Chronic
Fatigue Syndrome research, and what they will be
doing is formulating a series of questions which
they believe will most quickly and expeditiously
provide initial research results that will stimulate
other research that will provide treatment and
get at the cause of Chronic Fatigue Syndrome.
Once they have formulated those questions,
they will put out a request for proposals to

address those particular questions about Chronic
Fatigue Syndrome. It’s going to be a very
targeted program based on what they feel will
be the most productive research challenges that
need to be addressed in order to quickly get to
treatment and potential cures of Chronic Fatigue
Syndrome. And I should add that there is another
organization that is coming out of the gate, if
you’ll permit me to use that term. That is called
Simmaron Research [http://simmaronresearch.
org], which is headed up by a group of people
who are of a similar mind, namely to promote
research into Chronic Fatigue Syndrome that will
yield results in a short time-frame. The director
of this program is a well-known internist by the
name of Dan Peterson. Dan has been working
with Chronic Fatigue Syndrome patients for I
guess somewhere between 25 and 30 years.  
Interviewer: “He’s in Nevada, isn’t he?”  
Ken: “Yes, yes, Incline Village. So he has been,
I guess, the resource that is responsible for
the formation of Simmaron and again, this is
another venue for stimulating research. And of
course we also have the Whittemore Peterson
Institute where Annette Whittemore, also with
the assistance of Dan Peterson, have established a
research institute, and they certainly have shaken
up the field of Chronic Fatigue Syndrome and
stimulated a lot of research about Chronic Fatigue
Syndrome with their initial finding of XMRV in
a large percentage of a defined patient population
with Chronic Fatigue Syndrome. These are new
players, I would call them, to the field of Chronic
Fatigue Syndrome that will bring an element of
excitement, and hopefully will accelerate Chronic
Fatigue Syndrome research: • Not only by virtue
of their own investments into Chronic Fatigue
Syndrome research,  • But also by stimulating the
Federal Government to pay attention and to also
put in more funds to Chronic Fatigue Syndrome
in order to balance out these private research
efforts.”  
Interviewer: “You hear that? Federal
Governments everywhere, pay attention! You
mentioned XMRV too, and I think that was dealt
with ambivalently at the conference, wasn’t it?”
Ken: “Oh, I would not characterize it as
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ambivalence, I would say that there are a number
of findings that put the initial 2009 Science
paper into doubt. The Whittemore Peterson
Institute and, I would characterize her as the
lead researcher, Judy Mikovits [who separated
from the WPI on Oct 2], still maintain:  • That
there are many questions generated by their
initial finding that have not been addressed by
the papers that have come out subsequently, that
tend to characterize their initial findings as being
negative.  • That before the issue of XMRV is
fully understood, much more research has to
be done,  • And that the WPI is continuing to
do research on XMRV, and so are many other
laboratories, in an attempt to understand what
is the relationship of XMRV to Chronic Fatigue
Syndrome.”  “And now, if the results presented
at this particular conference are to be believed,
what is the relationship of XMRV to a lot of cells
in culture, and possibly even to a lot of vaccines
that are currently being used throughout the
United States and throughout the world?  “The
situation is far from resolved. It begs to be
resolved. And hopefully it will be resolved.”
Interviewer: “So what I describe as
ambivalence, is described by people like Judy
Mikovits as a need to resolve unresolved
implications that the research has uncovered.”
Ken: “Correct.”
Interviewer: “So ambivalence would not
describe the researchers’ attitude at all.”  
Ken: “No, I don’t think there is ambivalence.
It depends on how you wish to view Judy’s
data.  • If you look at it one way, it pertains to
Chronic Fatigue Syndrome,  • If you look at it
another way it has consequences throughout
the world, and throughout laboratories who do
tissue cultures throughout the world. There was
one report there that XMRV is a contaminant
that has contaminated commercial products that
are used in tissue culture. If that’s the case - if
that proves to be the case - then the implication
is of tremendous impact and of tremendous
consequence to tissue culture and all the research
that is done using tissue culture. And if that is the
case then Judy Mikovits needs to be applauded
for what she has done in terms of uncovering

8

this contamination, which is far beyond anyone’s
initial expectation.”  
Interviewer: “OK, so the relationship of XMRV
to chronic fatigue is still unestablished.”  
Ken: “The relationship to Chronic Fatigue
Syndrome is still unestablished, and the initial - I
would go as far as to say the initial hypothesis
- has been called into question, but it remains
unresolved.”
Interviewer: “What would you like to summarize
your experience at the conference with before we
close?”  
Ken: I think it was a great conference. I think
that the world is paying more attention to Chronic
Fatigue Syndrome. I think that, as demonstrated
at this conference, there is a huge amount
of very promising data [regarding] Chronic
Fatigue Syndrome. There was a summary of the
conference provided by Tony Komaroff, MD ,
which is a name people who have been following
Chronic Fatigue Syndrome research will be
familiar with. He’s a well-respected Chronic
Fatigue Syndrome researcher and commentator.
He provided the overall summary, and at the end
of it he was asked ‘Which of these projects do
you think deserves the most attention?’ And his
statement in response was that ‘They all do. They
are all exceedingly promising results,’ and I
agree with that. The only thing I would add is
that these are all exceedingly promising results
done on relatively few patients with relatively
or comparatively relative small budgets - and
that there needs to be an infusion of much
more money into these studies, now that their
promise has been shown. I think that as we have
now all learned - based on the jumping in of
these few new benefactors to Chronic Fatigue
Syndrome - is that we cannot rely solely on
federal governments to support Chronic Fatigue
Syndrome. We need benefactors but benefactors
are few and far between, and so I believe that
the patient population, or patient populations
throughout the world, really do need to get more
involved and support these kinds of research.
And now with the advent of what is termed social
media, people are getting on social media and
saying ‘Tomorrow is my xx birthday, and instead

of sending me gifts because I am a patient, send
money to this or that research institute or send
money to this organization to fund clinical care
services. And that, I think, is the only way that
we will be able to achieve the magnitude of
funding that we will need to be able to make
Chronic Fatigue Syndrome understood in terms
of pathophysiology, to make it treatable, with
definitive treatments in a time frame that will
benefit the patients who have it now.”
Interviewer: “I appreciate that point of view, it’s
quite compelling. Perhaps, only perhaps because
I’m not personally acquainted, I understand the
attitude within our federal government is that
we are not going to be able to meet our need for
skilled workers in the near future by immigration
alone; that we need to expand the number of
people who work past retirement, and that in that
light they might be willing to look at something
like chronic fatigue as limiting a great number
of the population who could contribute to the
workforce and the tax base in the future.  
Ken: “Well it would be wonderful if any
federal government would be willing to put
more money into Chronic Fatigue Syndrome. I
think that in most countries it’s the patients who
have to advocate for greater federal funding.
Not only do we need to keep older researchers
working in Chronic Fatigue Syndrome, but we
need to somehow stimulate new researchers
into the field of Chronic Fatigue Syndrome which raises the whole issue of how do you do
that? Unfortunately, because Chronic Fatigue
Syndrome is an under-funded area of research,
most young researchers when looking for a career
in research are not going to go there. They are
going to go to the better-funded areas because
that is where they see that they can earn a living.
I think that we need to address the concern that
Chronic Fatigue Syndrome is a viable area of
research by demonstrating that there is funding
for it and consistent funding for it. In the United
States several years ago we had five centers of
excellence, and then precipitously the government
said ‘We’re not doing this any more.’”  
Interviewer: “And they were centers for
research, for promoting research?”

Ken: “These were centers for research, for
research and clinical care, spread throughout
the United States, and the federal government,
the National Institute of Health who funded it,
decided they were not going to do it anymore,
and so the centers closed. The people who did
the research in the centers, who were senior
researchers, junior researchers, laboratory
research associates, and technicians, were then
without funds, were without salary, so what were
they to do? They were forced to go into other
areas, and I suspect that if one ever did this study,
they were loath to come back.”
Interviewer: “Well I understand we established
a new center in British Colombia in Canada for
chronic fatigue, but I don’t know.”  
Ken: “Yes, and when it was done, I clipped the
announcement of it that I received, and I sent it
to the Center for Disease Control and I said ‘If
British Colombia can do this, why can’t we?’”
Interviewer: “Yes, exactly, exactly.”
Ken: “So I applaud the province of British
Colombia, and I hope that other provinces can
do the same. And I hope that the Canadian
experience will embarrass governments in other
countries to do the same.”  
Interviewer: “I hope you’re right! I appreciate
all the time you’ve spent with me, it’s been a very
thorough interview.”
Ken: “Well I hope that I have been able to both
illuminate, and also to provide hope and to
provide inspiration and to provoke enthusiasm of
the Chronic Fatigue Syndrome community that
you serve, in Chronic Fatigue Syndrome research
and patient care. —And to please not give up

on us - the educators, the researchers, the
clinicians - because we really are trying our
best to meet the needs and advance the field
of Chronic Fatigue Syndrome.”

Peace

on Earth
9

Krissoula’s Hearty Autumn Soup
Is best served with a crusty bread, or cornmeal
muffins :-)
Approximately 6 servings
Ingredients:
1/4 cup butter
2 large sweet potatoes, peeled and chopped
3 large carrots, peeled and chopped
1 apple, peeled, cored and chopped
1 onion, chopped
1/2 cup red lentils
1/2 teaspoon minced fresh ginger
1/2 teaspoon ground black pepper
1 teaspoon sea salt
1/2 teaspoon ground cumin
1/2 teaspoon chili powder
1/2 teaspoon paprika
4 cups vegetable broth
plain yogurt
Directions:
. Melt the butter in a large, heavy bottomed
pot over medium-high heat. Place the chopped
sweet potatoes, carrots, apple, and onion in the
pot. Stir and cook the apples and vegetables until
the onions are translucent, about 10 minutes.
. Stir the lentils, ginger, ground black pepper,
salt, cumin, chili powder, paprika, and vegetable
broth into the pot with the apple and vegetable
mixture. Bring the soup to a boil over high heat,
then reduce the heat to medium-low, cover, and
simmer until the lentils and vegetables are soft,
about 30 minutes.
. Working in batches, pour the soup into a
blender, filling the pitcher no more than halfway
full. Hold down the lid of the blender with a
folded kitchen towel, and carefully start the
blender, using a few quick pulses to get the soup
moving before leaving it on to puree. Puree in
batches until smooth and pour into a clean pot.
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Alternately, you can use a stick blender and
puree the soup right in the cooking pot.
Return the pureed soup to the cooking pot.
Bring back to a simmer over medium-high heat,
about 10 minutes. Add water as needed to thin
the soup to your preferred consistency. Serve
with yogurt for garnish and some fresh chopped
parsley, and or cilantro.

Now bring us some

Figgy Pudding and bring it here now
2 eggs
1/2 cup butter, at room temp
1/2 cup molasses
1/2 maple syrup
1 cup butter milk
2 cup chopped figs
1/2 cup combined raisons and currants
1/2 half orange ground with peel
1/2 cup chopped walnuts
2 2/3 cup flour
1/2 tsp baking soda
2 tsp baking powder
1 tsp salt
1 tsp cinnamon
1/2 nutmeg
1/2 tsp mace
Preheat oven to 325 F. Beat the eggs
with the butter in a large bowl until light
and fluffy. Beat in molasses and syrup.
Add buttermilk, fruits and nuts. Mix well.
In another bowl, sift all dry ingredients
together. Stir the dry mixture into the
pudding. Bake in 9’ greased tube pan for 1
hour until done.

***

PRESS RELEASE

***

The Ministry of Health - Health and Seniors
Department, announced that the Chronic
Complex Disease Clinic will likely not be
opening until spring of 2012. At the present
time the focus is on negotiating a lease for the
clinic,recruiting a medical director, and finding
sufficient staff and resources to open the clinic.
My impression about the delay is that they want
to get it right. The focus on this clinic is not
only Lyme Disease, CFS and FM as the press
had originally announced, but rather on many
chronic illnesses. This clinic has been assigned
to the Provincial Health Services Authority.
Sherri Hamilton, RN Chief Nursing and Liaison,
will be the lead. I have also been told that the 2
million that was announced in the press will be
topped up every year and lets hope they make us
proud! Sadly, Dr. Venter will not be involved as
many had hoped. One of the people launching
the clinic is Dr. David Patrick, Director of
Communicable Diseases Epidemiology at
the BC Centre of Disease Control (BCCDC)
and Associate Professor of Medicine at UBC,
School of Population and Public Health. Also,
An advisory committee is being set up to move
this project in the right direction. I wish them
well!
Gloria Gray

Making a NOT TO DO List

By Eunice Beck, RN

From ImmuneSupport.com
Note: Guest author Eunice Beck, a CFIDS and
fibromyalgia patient, is the Coping Corner
columnist for Immunesupport.com. A nurse for
more than 35 years, she is no longer able to work
in her profession.
Today I finished getting my tax information
ready for my accountant. I really need to be more
organized about this. I need to learn to use the
money management programs on my computer.
But with brain fog, learning new things can be
very difficult.
All of us know it is necessary to be somewhat
organized to get through life. The changes in our
mental function make necessary special types
of organization, things like always putting your
car keys or glasses in the same place. We have
to make certain that we write appointments and
other important things in a central place where
we can’t miss them. I can’t tell you how many
appointments I missed until I got that area of my
life squared away. I just couldn’t accept that my
previously excellent memory was “fogged in”.
To do lists are a necessary part of our life.
Still, we can’t let them govern us. Recently, I
heard a “life coach” on one of the talk shows.
Many of her suggestions made sense. She talked
about how she had been able to organize her busy
life. However, one of the ways she managed to
cope intrigued me. She said she made herself a
NOT TO DO list.
Activities to Avoid
In the book I am currently reading,
Fibromyalgia & Chronic Myofascial Pain, by
Devin Starlanyl and Mary Ellen Copeland,
the authors list “Activities to Avoid: staying in
the same position for long periods, traveling
extensively without a break, performing repetitive
movements, exercising too much, immersing
yourself in water less than 88 degrees Fahrenheit,
becoming overtired, going without food, wearing
high-heeled shoes, wearing tight clothing, doing
heavy work, exposing yourself to electromagnetic
fields for extended periods of time, smoking
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nicotine, or ingesting alcohol, salty food, junk
food or caffeine, spending time with people who
make you feel badly.”
I think all of these belong on the not to do list,
but the feeling I got from the “life coach” went
even further. She implied that the things on her
list were things she previously felt she “should”
do. By putting them on her list, she was giving
herself permission to eliminate these things
without feeling ambivalent or guilty. She included
several of the things listed above, as well as
things like ironing, re-doing chores her children
or husband had done, etc.
I have made a “not to do” list for myself.
Many of the things included are those which have
already been mentioned, but there are others.
For instance, I have never been very comfortable
in pantyhose, so I rarely wear dresses. If I do,
they are long so I don’t have to wear hose.
Fortunately, where I live, the difference between
everyday and semiformal is whether you wear
your regular jeans, or your new ones. So casual
and comfortable is the norm. But I would dress
that way in any case. Even for special occasions,
there are pant outfits that are appropriate yet
comfortable.
Expanding the List
Another thing on my list is not volunteering or
being manipulated into commitments that I know
will be a strain on my energy and pain level.
If you are not “retired” yet, you will learn how
many friends and family will forget that you are
not working for medical reasons and find things
for you to do for them. It is a must that we learn
how to say NO.
A very important thing on my “not to do” list
concerns putting the needs of others before the
things I need to preserve my best functional level.
Of course, there are situations such as family
illness, and small children where this may not
be possible. However, we must learn to rank our
health at or near the top of our list of priorities.
Negative “self-talk” is another thing on my
list. When I pay attention, I notice that the more
tired and frustrated I become, the more negative
names I am calling myself; such as stupid,
dummy, klutz, etc. All of these names decrease
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my self esteem when I know that mistakes I make
or things that I do slowly or incorrectly are more
likely attributed to brain fog and the memory
lapses that go with the disease. My spouse
frequently reminds me that calling myself these
names is not good for my mental health.
Putting myself in the situation where I have
to hurry is another no-no for me. Hurrying,
such as to get ready for an appointment, really
adds to my fatigue level. I guess it must be the
extra adrenaline that pumps into my system
when I rush that makes me feel so exhausted
and stressed. Getting up a half hour earlier, or
planning plenty of preparation time is worth the
effort to be able to get ready at my speed. Some
days I need rest breaks, other days I am able
to get through the process without stopping. If
I’m ready a few minutes early, I have a bit more
driving time.
Even the chores around the house are done
when I feel like doing them. I don’t “freak out” if
the laundry goes unfolded for several days. The
floor gets vacuumed when it needs it. If all of the
days dishes don’t get washed until evening, I’m
OK with that. I’m convinced that a layer of dust
protects my furniture. My house is nowhere near
filthy, but its not spotless either. It’s lived in!
I think some of my friends worry that I have
become a homebody. I usually only go out
when I need to, and really don’t visit much with
friends or family except via the computer. So
many people don’t, and don’t want to understand
how we are feeling. I get tired of always saying
I’m fine, but I don’t want to become a constant
complainer either.
If I were living alone, I would make more of
an effort to be out with friends. But I am fortunate
that my spouse is also my best friend. We enjoy
doing the same things. We are both “night
people”, so our sleep time is the same. When I
include our two wonderful feline companions,
I have all the company I need. At home, I also
have all those things I need to help provide my
physical comfort.
Do you have a NOT TO LIST? If not, perhaps
you should start one. It is yet another step toward
health, both mental and physical.

Last night as I was sleeping,
I dreamt - marvelous error! –
that I had a beehive
here inside my heart.
And the golden bees
were making white combs
and sweet honey
from my old failures.
~Antonio Machado

Community Alert from
B.C. Coalition of
People with Disabilities
The Ministry of Social Development (MSD) has
broadened the eligibility criteria for foot orthotics
and orthopedic footwear. This is good news
for people who are eligible for health benefits
from the Ministry of Social Development.
Effective August 2, MSD has changed the health
supplement regulations to provide a wider range
of foot orthotics and specialized footwear (it
should be noted that back in April 2010 MSD had
imposed a number of restrictions pertaining to the
medical equipment and devices).
The following is a list of the key changes:
- If you have a doctor’s prescription stating that
you medically require foot orthotics, MSD will
now pay for off the shelf foot orthotics in addition
to custom-made foot orthotics.
- It will no longer be necessary to confirm that
you are facing a foot amputation in order to
qualify for foot orthotics.
- The cost limit for custom-made foot orthotics
has been increased from $375-$450
- The replacement for a pair of custom-made foot
orthotics has been decreased from once every
four years to one every three years.
- MSD will now pay for off-the-shelf orthotic
footwear—with the cost limit of $250 and a oneyear replacement period.

- If you need off-the-shelf footwear to
accommodate a custom-made foot orthotic,
MSD will now pay up to $125 with a one-year
replacement period.
If you are someone or know someone, with MSD
health benefit coverage, who requires any of the
above items—or if you have been denied any of
these items during the past year—contact a MSD
office by phone or in person as soon as possible.
Advocates of the BCC PD can also advise you of
health benefits available through MSD.
B.C. Coalition of People with Disabilities
Over 30 years of advocacy
204 - 456 West Broadway, Vancouver, B.C. V5Y
1R3 ~ Advocacy tel 604-872-1278
Fax 604-875-9227 ~ TTY [for hearing impaired
only] 604-875-8835
www.bccd.B.C.ca ~ feedback@BCCPP.B.C.ca

A Tribute to Maverick
[In this moving article, Katherine Harris tells
us about Maverick, her Burmese cat and special
friend who was always there for her through her
struggle with ME until he lost his own struggle.]
Wednesday May 16, 2007. That was the day
I lost one of the great loves of my life. He was
my best friend, my favorite friend; a little angel
who surrounded me with his unconditional love,
compassion and caring, when others had turned
away; my go-to person who was always there for
me no matter what. Only he wasn’t a human, he
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was a cat.
Maverick, show name “Rafoej Quantez”, was
a seal Burmese who came into this world on April
13, 1994. He was a full pedigree boasting a birth
certificate full of ancestors with fancy names
to prove it. A rich chocolate brown in color, we
never knew him as a little kitten. Instead he came
into our lives in June 1996 when I was home
from University for the holidays.
Mum had decided she wanted to get another
cat. She didn’t want a kitten; she wanted
something that had already been house trained.
Then she saw a vet on television who said he
regularly had adult cats which needed adopting
into loving homes. We called him and he told us
to come down around 6 p.m. and have a look.
When we arrived we were ushered into the
back rooms with all the cages. The vet told us
he only had two adult cats who were looking
for homes at the time, and that they were both
Burmese. My mother and I had looked at each
other in horror. We always had ‘moggies’ in the
past, nothing fancy like a Burmese.
Before we had even entered the room we
heard a persistent howling, like one of the cats
was calling out for our attention. We took a
look in the two cages. One cat was a very big
and disdainful looking. He was also very quiet
choosing to look away as we inspected him. The
elder one was much smaller. He was moving
around and around in his cage, trying to get a
better look at us, and constantly meowing. It was
almost as if he was demanding to know who we
were, what we wanted, and trying to tell us that
he was the most stunning handsome exciting
creature that had ever lived.
Whilst asking us all the appropriate questions,
the vet told us that the larger quieter cat of the
two would probably be more suited to a farm life
as he was very big and very territorial with other
cats. The smaller one however would probably
be more suitable for us. Mum and I looked at
each other. We didn’t want a fancy cat. The vet
and opened the cage and Maverick leapt out into
my mother’s arms. Still meowing constantly he
rubbed against her and snuggled into cuddle her
like she was his long-lost loving owner. It was
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love at first sight and after lots of cuddles and
playfulness with us both we left the vet that night
with our very special new friend.
Maverick settled into our routines effortlessly.
He was very loving and enthusiastic to please
us. We had never been loved, adored, coddled
and played with so much by a cat or a dog. He
became a very special and vocal part of our
family.
His history was that he had originally been
adopted as a kitten by a family who had very
small children. His constant demands for
attention meant that he had never fitted in with
them properly. He had also contracted cat flew
very badly when he was young which meant
that every now and then, he would get green
projectile snot which flew out of his nose. His
family then moved overseas and Maverick was
sent to live with their grandmother. She didn’t
like his uncontrollable snotty outbursts and sent
him to the vet to either be re-homed or put down.
That was when we showed up with the amount
of unconditional love that cat gave out, adopting
him was like winning the jackpot on the lottery.
I loved coming home during my university
holidays to be with Maverick and the family. He
was so amazing and so much fun. I was soon to
learn just how amazing he was.
I graduated university in May 1999 and came
home to Auckland to take up my first job. I
moved in with mum and Maverick. Then march
the following year, I became very seriously ill. I
developed Myalgic Encephalopathy, otherwise
known as M.E. the disease has many other Nick
names such as “Tapanui flew”, “Royal free
disease”, and the very misleading, “Chronic
Fatigue Syndrome”, or “CFS”. It’s as terribly
debilitating painful illness which renders its
victims bed bound for months, if you’re lucky, or,
more commonly, years. It goes through horrible
stages of relapse and partial remission. Although
often, even if the sufferer gets a little better, the
partial remission’s still leave the sufferer unable
to work even part-time.
I became partially a ‘vegetable’ confined to
bed. I couldn’t go out or even take care of myself.
I was so sick I was unable to read or concentrate,

or do any of the little daily tasks that so many
healthy people take for granted. Years passed,
(they still do), and I was still confined to a bed. I
lost touch with people simply because I couldn’t
catch up with them if they were in town. I was
also too sick to keep in contact by phone or
e-mail. My life had been destroyed and nobody
except my mother and a couple of close friends
seem to ‘get it’ or care. However, one little soul
turned all his pain and tragedy into something
very wonderful and special ... Maverick.
From the first day I came home sick, Maverick
thought it was wonderful. Finally here was
somebody who wanted to stay home with him,
and keep them company. Being with him was the
highlight of my day and he loved it. Better yet,
I spent all day in bed under the covers; fabulous
if your a cat, and he was. All the years that I was
ill (I still am) Maverick was always by my side
no matter how sick I was. He was always curled
up in a bed with me either under the covers, or
beside my head on the pillow, fighting with me
over the hot water bottle I used to help with my
roaring headaches and pain. He taught me the art
of snuggling in close and being loved no matter
who you are or what has happened to you. Of
course it made for very interesting times with this
constant snotty nose, but I didn’t care. Visitors
used to laugh and comment on how disgusting his
snotty nose was, but still I didn’t care, I wouldn’t
have wanted him to be any other way.
No one could ever visit our house without
being inspected by Maverick. He was like a guard
dog nothing went on in our driveway or house
without him knowing. I’m sure he thought all
visitors came to see him because they had heard
how wonderful he was! Our neighbors loved him
to. He was infamous for hiding behind bushes
and jumping out with a loud caterwaul when
one of them was walking down the driveway at
5:30 a.m. to his car to get to work. He also loved
children which is rare for a Burmese. Whatever
the situation, he was always making friends.
There were also many times I cried into his
fur because of my situation, and he didn’t mind
at all. Other times, if he was out sunning himself
and he heard me start to cry, he would rush over

and snuggle in close, comforting me with his
purring. Even if he’d been nowhere in sight he
would often show up when I was upset. It was
like an uncanny instinct he had to know that I
could do with one of his cuddles. It was as if he
was saying, “I’m here for you Kathryn, don’t cry,
I love you”.
I wrote many poems about him. He was
devoted to me in my time of need, and I to him.
I had never met anyone, animal or human, who
was as devoted, and loved such ferocity as he
did. He was so playful and so much fun too. His
favorite game with me was to chase me around
and around the house, through doorways which
all linked together in a circle, and he would try
to sneak up on me from the opposite direction.
It seems very mundane and silly to describe. I’m
sure many of you reading this think I should get
out more ... I’m so sick I can’t. He took delight
in the littlest of life’s pleasures. Whatever was
capable of putting a smile on my face made him
the happiest cat in the world to do it with me.
Old age was what took Maverick in the end.
His cat flu had damaged his kidneys and he often
needed special shots to help them function. In
May 2007 at age 13, he got to a stage where even
the shots didn’t make him better. Mum and I
agonized over our next decision, and on the 16th
day of that month we took him back to the vets
we once adopted him off, and put him to sleep.
We were both with him right until the end.
That is one of the hardest things I have ever
had to do. I miss my boy, my special friend and
soul mate. Is hard still having my illness and
living without his love, corals and understanding.
I miss him so much. I feel like I’ll never get over
him. “Always and forever”, was what I used to
tell him, “that’s how much I love you.”
Now I know that’s how much I’ll miss him.
Mum too. However, despite his absence and
my ongoing illness, [we] they still feel like the
luckiest people [a]live to have loved and been
loved, by such a wonderful little soul. We miss
you Maverick we always will.
Reprinted from ME ANZMES, Meeting Place.,
quarterly journal of ANZMES Inc. Issue 91 April 2008
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UPCOMING EVENTS!
Our Christmas Party will take place December 7th
At 1908 Stanley Ave. ~ Starting at 2:00 pm.

Are you intersted in billiards?
This February Ken and Kim are welcoming us to have some fun with
them. Now the pressure is on to finish Ken’s games room!
So we will see you at 861 Ferrie Rd @ 2:pm ~ Feb 29th
Need Directions? 250-479- 7774
Our AGM will be April 18th
Time: 2:00 pm & Place: 1908 Stanley Ave.
All events are pot luck and M.E. friendly.
We hope that you will be able to join us
If you want any information on events please contact us
at 370-2884 or e-mail us at me.victoria@shaw.ca
Check out our website: me-cfsvictoria.org

Peter Halling, the voice of MEVA,
calls members before events as a
friendly reminder. Would you like
to be on this list? Would you like
to be removed from this list?
If so call Peter at 250-475-6423.
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MEVA Calling You?

