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bed! It can all be done
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Before I go
any further I’d
like to say a word
about ergonomics.
Comfortable
computing is
important for everyone but especially for people with ME. If you’re
able to sit at a desk or table, try to set up your computer so that
your ankle, knee, hip, and elbow joints are at 90 degrees, and your
wrists and head are level. Usually this requires an adjustable office
chair (which can be had cheap at the government surplus store), a
keyboard tray or drawer, and a few books under your monitor. This
might sound like a lot of trouble but it will dramatically reduce the
pain, fatigue, and other symptoms you might feel from using a computer.
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Hello again, it’s so nice to reconnect with you again.
As you know, we didn’t send out the winter edition of
the InforME Magazine. Instead we mailed out the M.E.
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for Medical Practitioners. I hope that you have had a
chance to read through the pages of the primer. It can
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an article for the inforME Magazine, but she wants
in the scientific and medical commuto hear from you first. If you have any topic ideas or
nities with regard to the causes and
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Through”, Strategies for living with ME/CFS/FM/MCS
is available to us at a group shipping rate. If anyone
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Victoria, BC V8S 5L8 Canada
Email: me.victoria@shaw.ca
advertised in the Summer 2012 edition of the InforME
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Magazine, please let me know.
A self-help registered charity:
Our Board recently gifted Dr. Carruthers with flow14105 2662 RR0001
ers and a card. We were also able to gift him with TV
access while he was in the hospital, thanks to Rosemary
Joy, Teresa Craig-Morgan and others. I had the privilege of visiting him, while in Vancouver and was
so pleased to have this time with him. He really is a gem.
Doctors at the Co-op Community Health Center are taking new patients. Contact them at 250388-6811. A member reported the doctor listened and cared how much pain they were in.
May 12th is ME/CFS/FM Awareness Day, so please wear the special ribbons that have been included to create awareness or give it to a loved one and ask them to wear it in your honor.
Kindest regards,
Gloria Gray
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Cont’d from page 1...

For portable computing I like using a netbook, which is a smaller and lighter version of
a laptop that is easy to handle. A tablet might
also be a good option for bed or couch surfing,
though you’ll need a stand to hold it up and typing isn’t as easy as with a netbook or laptop (unless you attach a keyboard). You could even use a
smart phone or other mobile internet device, but
they have even more limitations than a tablet.
It’s practically impossible to use a laptop,
tablet, or smart phone ergonomically, so the best
you can do is limit your time online and stretch
periodically. This applies to using a desktop
computer as well. You can download free timer
programs (I like SnapTimer) to remind you
when to take a break. There are also lots of websites and videos online with stretching routines
specifically designed to counteract the rigors
of computing. The most important thing is to
breathe and move often. Shallow breathing and
muscular tension, almost unavoidable when using a computer, are enough to make anyone feel
poorly in a matter of minutes. The more comfortable you can keep your body while computing the more you will be able to enjoy your time
online.

The Social Network
So you’re online — now what do you do? The
answer: pretty much anything! One of the most
popular uses of the Internet is for socializing. It’s
easy to become socially isolated when you have
M.E. and can’t go out to participate in the usual
social activities. Luckily the internet makes it
easy to connect with people near and far.
Everyone has heard of Facebook, which is
great for keeping up with people you already
know, but it’s not for everyone. For starters, you
may not want to share your innermost thoughts
with aunt Joan and cousin Riley, not to mention
your landlord or your disability insurer. Privacy

is a big concern with Facebook, and though it is
possible to control who sees what, the privacy
controls are about as straightforward as a jumbo
jet’s dashboard. We’ve all heard the stories of
Facebook photos getting out and causing embarrassment, or worse. One woman in Quebec lost
her disability benefits after supposedly private
Facebook photos of herself having fun (as per
her doctor’s orders!) somehow ended up in the
hands of her insurance company.
The catch-22 is that the more private you are
on Facebook, the harder it is to connect with
new people who might share your interests.
What to do? One solution is to use different
identities online so you can control who knows
what about you. Nearly every social site asks
you to choose a user name, and that is your
opportunity to create a new identity. The old
New Yorker cartoon jokes, “On the Internet,
nobody knows you’re a dog.” In fact many
people do blog and tweet as their pets, but you
can also just present yourself as a reader or a
bonsai enthusiast or a music fan without anyone
knowing who you are or where you live. This is
quite normal online and you’ll find that people
are just as friendly whether you call yourself
Josephine Smith or JojoSpice29.
Whether to use one or many online identities
is up to you. You might not want your World
of Warcraft buddies to know that you also like
flower-arranging, or you might want people to
see all the facets of your personality while still
maintaining some privacy. By choosing your online identity or identities you get to decide who
knows what rather than relying on a far-away
corporation to protect your privacy.

You’ve Got Webmail
While you’re at it, you might also want to
create separate webmail (online email) accounts
for your online activities. This can help you
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manage your email by diverting less important
services they provide. If you want to post videos
messages (and spam!) away from your dayon YouTube, share photos on Flickr, and video
to-day email account. It also prevents mishaps
chat with Skype, you will in fact end up with
such as hitting “reply all” and sending photos
email accounts on all three networks; though
of George Clooney at the beach to grandpa
whether you use them is up to you (more on that
(not that that’s ever happened to me). Using
below).
free webmail services can be
One downside of most
Finding
friends
online
is
convenient if you are sharing
webmail is that being free, it is
really not much different than supported by advertsing, and that
a computer or an internet
finding friends “in real life”. advertising may be targeted based
connection, or simply want
your email to be accessible from
on the content of your emails.
anywhere.
That’s right, they can read your emails in order
By signing up for webmail with any of the
to choose ads to show to you. Though it is all
big three — Gmail, Hotmail, and Yahoo! Mail
done by computers, it is rather creepy to read an
— you also gain access to all of the other great
email from your friend about their Maui vacation and see ads for surfing lessons and suntan
lotion on the same screen.
Fortunately, there are alternatives. One good
one is GMX (“Global Mail eXchange») which
promises free and completely private webmail.
Unlike most other services, GMX emails are encrypted, so they cannot be intercepted en route,
and they will not read by GMX to target ads at
you. You can create up to ten addresses that all
go to the same inbox, which makes managing
multiple online identities a breeze. GMX can
also collect email from Gmail, Hotmail, and just
about any email service (including Shaw and
Telus) into the same inbox so you will only ever
need to look in one place. It’s a good solution if
you don’t want to spend your life logging into
multiple email accounts every day.
Another alternative, which works perfectly
well for ME home-bodies, is to collect all your
online email accounts in your home computer’s
email program (e.g. Outlook or Thunderbird). I
like this option because it means I can download
all my emails and won’t lose them if a webmail
provider crashes or I decide to close an account.
In any case, you’ll find instructions on how to
forward email from one service to another, or
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into a single email program, in the help menu.

Get Into the Conversation

Finding friends online is really not much
different than finding friends “in real life”
(which I put in quotes because the Internet is
just as real as the rest of the world). You’re most
likely to meet people through shared interests
and by being in the same place at the same time.
The first place to go, and one of the oldest parts
of the internet, is discussion forums. There are
discussion forums on every imaginable topic, if
not several for each topic, in every language and
locality.
Most forums use a similar platform (the
underlying program), so if you learn how to use
one of them you can use all of them. After you
sign up with a user name, password and email,
you should fill out the profile form to describe
yourself and your interests. You should also
upload a small picture or graphic to use as your
visual identity (called an avatar). This doesn’t
have to be a picture of yourself; in fact this is
rarely done. Most often people just choose an
image that expresses what they want to bring to
the forum, and change it as the mood strikes. If
you want to be identified as the same person on
different forums, use the same user name and
avatar for all of them.
Forums are divided up into sub-forums,
topics, and “threads,” which are the individual
conversations on the forum. After signing
up you’ll immediately be able to “post” your

Registered Disability
Savings Plan
by Kim Cutler

D

o you have a Registered Disability Savings
Plan? If you qualify for the federal Disability Tax Credit (on your income tax form),

comments to a thread already in progress or
start your own thread, but it’s best to get to
know the forum first. At the top of the home
page you’ll find a thread for newcomers (“newbies”) that explains how the forum works and
the basics of forum etiquette. It is customary to
introduce yourself when you join a discussion
forum — there is often a thread reserved specifically for introductions — and you will typically
receive a very warm welcome.
Every forum will have a group of administrators (admins) whose job it is to organize the
forum, show newcomers the ropes, and discourage bad behaviour. As in the “real” world, the
online world has its share of trouble-makers
(known as trolls), who do their best to ruin the
online experience for the rest of us. There is a
saying online: “Don’t feed the trolls.” The best
way to deal with offensive people online is to just
ignore them. When they fail to get any attention
they will give up and move on.
Over time you will get to know some of the
other people on the forum and if you like you
can take your discussion “offline” (that is, off
the public parts of the forum) through private
messaging or email. There is also usually a place
for “off topic” or general discussions, since one
of the principles of forum etiquette is that you
stick to the original subject in a thread. Some
forums even have threads where you can play
games, such as word or story games, or even picture games. Can’t imagine what those are like?
you are probably eligible. Started in 2008 by
the federal government, the RDSP helps people
with chronic illness and disabilities save for their
senior years.
Up until the year the beneficiary turns 49, the
government will put money into the RDSP in
the form of grants and bonds. The amount depends on your income and the amount that you
5

contribute yourself. For instance, if your income
is low (less than $24,863) and you contribute
the maximum amount of $1500 (per year), the
government will add another $4500 for you up
to a maximum of $90,000 for the life of the plan.
That is $3 for every $1 you contribute, which is
the formula that is used. After you make your
deposits, you have a choice of keeping it in the
savings portion of your RDSP which will earn a
small amount of interest, buying a Guaranteed
Income Certificate (GIC), investing in a mutual
fund, or doing all three.
A friend, family member, or charitable organization can also make contributions on your
behalf (requires filling out a form). You are able
to make contributions totaling $200,000 until
you reach the age of 60 at which time you must
start making withdrawals. Even if you only have
a little money to contribute, it is still worthwhile
to open a RDSP if you are under the age of 50
because of the government grants and bonds
available to you. They never have to be repaid
unless you want to withdraw monies sooner
than the required ten-year wait time.
Sadly, most people who are eligible for an
RDSP have not started one because it seems too

complicated. The initial steps are simple. Fill out
a Disability Tax Credit form (you will need your
doctor’s help with this) and apply for it when
you file your income taxes. You do not need to
be employed to file an income tax return, and
it is something every adult should do because
you may be eligible for tax rebates such as the
Harmonized Sales Tax Credit. Once you have
been assessed as eligible, you choose a financial
institution such as your preferred bank through
which to open up an RDSP. As soon as you start
making contributions, the Grants and Bonds
available to you are applied for on your behalf.
You can get the information you need to start an
RDSP by going to www.RDSP.com and downloading the step-by-step guide. Taking the tutorial will also give you some good information.
You will not lose your benefits if you are receiving provincial disability assistance payments at
this time nor when you make withdrawals as you
age. It costs nothing to open a RDSP, but even
a small contribution at the time of opening will
get you on your way to investing and growing
your money. If you would like to start one but
are reluctant for some reason, I would like to
hear from you. E-mail me at kvcutler@shaw.ca.

NT Factor, ATP, Mitochondria and Fatigue: A currently

has kindly contributed to, on the current theory
and research on ATP, Mitochondria and the
energy cycle.
The research combined with my own direct
experience suggests to me that ATP FUEL, with
its well-researched complementary components, can provide us with a more complete and
synergistic way of healing our Mitochondria and
energy cycle. I have used it for six months with
good results in terms of my overall functioning
and my energy levels have improved and become
more stable over time. Gloria has also been on
ATP FUEL for several months.
The bottom line is that this supplement seems

accessible way to achieve a more energetic life, for people who suffer from
CFS/ME and other related illnesses.
by Robert Oppenheimer Psy.D.

I

will begin with a more personal narrative on
my CFS journey and my experience with taking ATP supplements. I then go on to explore
my medical treatment saga and the psychological issues that having CFS has raised for me. The
article ends with a section, which Chris Heppner
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to allow people to get back out into the world
who have felt unable to actively participate, often
for many years. This was the case with many
research study participants who frequently had
15-year histories of CFS/ME, Lyme Disease, etc
prior to taking the ATP FUEL supplements.
I will explore in more detail my own experience, but first I would like to tell you about my
friend John. When I knew him back in the mid
70s in Norfolk, England John was one of the fittest, most active people I knew. He was a farmer,
part time teacher, mailman and carpenter. I saw
him as someone with almost unlimited energy.
In his early 60s John developed a severe case of
CFS. I was out of touch at the time, but called
him about two years ago to find out that he had
been totally disabled for a period of five years
functioning at what he described as 5 to 10 %
capacity. However John had recently had treatment for toxic levels of Lindane (a wood finish
component he used as a carpenter) and was
starting to feel better.
Over the last couple of years John has continued to feel more and more energetic again and
is now effectively able to function at 80% of his
prior capacity, but at 68 that seems pretty good
to him. He also told me that slowing down was
something positive he felt he had learned from
his CFS experience.
When I talked to John recently he had just
spent the afternoon taking care of his grandchildren, which involved driving several hours
each way to get to their home and then biking
back and forth from school with them over some
small hills. He had also had an active morning
prior to setting out. This was something he said
he could not have considered doing for the five
years he was ill. I haven’t ridden a bike more
than a kilometer (on flat ground) in that long
myself, so I could really relate to that experience.
When John was desperately seeking help
some years ago he came across a nutritionist

who specialized in CFS/ME and went to see her.
She had requested various blood tests and they
were done through a lab that worked specifically
with people with CFS/ME and other similar
problems. His “Mitochondrial functioning” test
came back as poor and the lab were also able to
identify the cause in terms of toxins that were
blocking the energy cycle in his Mitochondria.
John received help from the nutritionist in using a detoxing diet and supplements to bind
the toxins and remove them from his body. His
Mitochondrial functioning is now testing much
better, in parallel with his increased energy.
I had never heard of anyone who had been
able to leave the main CFS symptoms behind so
was very taken with John’s story. At one point,
knowing I was still having bad days, he even
apologized to me for “boasting” about his amazing recovery. My talks with John pushed me to
keep searching for something that could help
me too. Finally I went to see Dr Jay Sandweiss,
our old family doctor back in Michigan. Jay is
a DO who combines western and alternative
approaches to medicine and I already knew
and trusted him, which was helpful. He was
concerned to see me arrive out of breath and
exhausted after the fairly gentle twenty minute
walk to his office. I explained that I never normally walk that far since getting CFS.
Jay examined me and recommended ATP
FUEL saying he had five or six patients on it and
it seemed really helpful for CFS. He encouraged
me to do my own research and to look for a local
doctor here in Victoria who could prescribe it.
He also commented that he was very impressed
by the seriousness of the research being done at
Researched Nutritionals, the product’s manufacturer.
I started taking the ATP supplements six
months ago and it has been very effective with
no side effects. One of the first things I noticed
was that my appetite improved and food sud7

denly tasted better and even exciting to eat,
almost as if I now tasted it in colour, instead
of black and white. After a few days I noticed
that my stamina was improving, which came in
handy during my 15-hour journey back to Victoria from Michigan with our two kids in tow.
Over the next few weeks I found that I was
having more frequent “on” days and some whole
weeks where I did not need to take any rests
during the day. I also felt that my brain fog was
lifting and I started thinking about the possibility of returning to work as a psychologist. I had
been forced to abandon the work that I loved
as a result of my CFS. I have had some setbacks
while I have been on ATP, especially if I come
down with a virus. Then my problem with postviral immune dysfunction will still kick in, but
amazingly each time this happened I bounced
back faster.
Four years ago I had come down with a bad
bout of pneumonia, which triggered my journey with CFS. At the time my doctor told me
I would be over it in a few weeks, but in reality I had never really recovered until I started
taking the ATP. I credit my doctor with never
questioning the underlying reality of my CFS as
being a medical vs. psychosomatic illness. I feel
that in a way I was fortunate to have started out
with a serious illness, as that was hard to ignore.
She knew I was usually a healthy looking active
health professional and father. A photo taken
six months after I became ill shows a grey faced
man who looks (as I felt) like death warmed up.
I was helped early on by going to an Iyengar
Yoga centre in town where they focused on my
breathing. I walked in looking so grey that they
immediately had me lie down on the floor. I was
never allowed to do the normal yoga program
there, but they really helped me to pink up and
breathe more deeply and effectively. I have also
found doing Qi Gong helpful in reclaiming
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my body and feeling calmer, more focused and
graceful.
Like many others in our group I was sent
from one specialist to another each trying to
see if he or she had the magic bullet that would
identify what was causing my fatigue and cure it.
The doctor at the clinic for complex patients sent
me to four of his colleagues all of whom came
up with some idea to help me that did not really
have any real impact on my condition. I suspect out of a desire to help me in some way he
then put me on a diabetes drug as my Dad had
diabetes, though I myself don’t. That ended up
badly as I had to go to in the ER with potentially
life threatening side effects and was taken off this
unnecessary medication.
The respirologist I saw was very helpful in
lowering the air pressure in my CPAP machine
and encouraging me to use it regularly to treat
my pre-existing sleep apnea. This did make a big
difference on the mornings I had used it, but not
enough to affect my overall condition. The cardiologist told me I probably needed a procedure
to clean out blocked arteries after I failed a stress
test, but the heart scan she then ordered thankfully proved her wrong. She then put me on mini
aspirins.
The ENT put me on a nose spray to help me
breathe through my nose at night and to avoid
ear problems. Lastly the Infectious Diseases
specialist ruled out many possible nasty causes
of my CFS and finally offered me a liver biopsy,
as my liver labs are high. My family doctor and I
decided this was a possibly risky maneuver with
little likely upside. I had been warned this procedure had a “small” mortality risk, but unlike cats
us humans only get one life, so I said no thank
you to the biopsy.
I see a pattern here that I was getting “help”
of some kind from each specialist I saw. Some
of it benign, but in two cases potentially not. I

really think it was hard for these docs to see me
so ill and not try and fix me, even if they didn’t
have the right tools to do so.
Over the years prior to starting on the ATP
FUEL I did make slow, painful, progress, but if I
tried to put out any real effort, such as trying to
exercise regularly or take a part time job, I ended
up flat on my back again.
Being a psychologist by profession I decided,
with my doctor’s support, to seek out a therapist
to help me through this journey. Rob is a very
low key CBT trained social worker my own
age, he was very accepting of my illness and its
consequences. He never pressured me on how
to deal with the CFS and reassured me that for
a guy who was so ill I did not seem particularly
depressed or over anxious. However I was coping with significant guilt at how little parenting
I was doing and I was mourning the loss of my
professional life and my previously sharp mind.
Rob encouraged me to keep track of changes
in my condition and how it affected my mood,
which was helpful. He also supported my search
for alternative treatments for my CFS.
After three months of initial therapy I went
back to see Rob each time I had a health downturn over the next three years. These repeated
periods of a few weeks of therapy were very
helpful in terms of my reality testing and struggles with self worth at my low points. At home I
could help with some chores at times, such as often taking the kids to and from school. However
I regularly collapsed into bed and at those times
I felt I was of no use at all to my wife and family.
At my worst I questioned whether I would
want to go on if my life remained so limited. I
never felt suicidal, more resigned to the life of
an 85 year old while in my late 50s. My father
was 86 when I was diagnosed and died at 90 last
summer. In the early days of my illness, I would
question which one of us was functioning better

and often decided it was my Dad. My meetings
with Rob made a huge difference at such times
and I am aware of how difficult it is to cope with
the illness without support.
I am strongly opposed to the view that we
need to be “treated” by therapists for our CFS/
ME as a somatic health issue. The current
changes in DSM 5 make no sense to me, it seems
they are determined to minimize our health
problems. In effect they want to blame us for
being sick, just because the doctors cannot pinpoint what is wrong with us, we apparently must
be somatizing.
I believe that the work of researchers such as
Dr Nicolson at the Institute of Molecular Medicine, demonstrates that while CFS may not be
“curable” (at least yet) it is a medical condition
that can be successfully treated in many people
as opposed to a primarily psychological issue.
About two weeks ago I came down with a
second bout of pneumonia. Given the outcome
of my first bout, I was not sure whether to expect
another long lasting period of acute CFS or not.
To my own amazement, I am rapidly bouncing
back. After taking antibiotics for 10 days I feel
much better and only briefly experienced the
crushing sense of malaise I have suffered for
weeks or months at a time in the past.
I want to mention that I am also taking some
“Transfer Factor” supplements from Researched
Nutritionals. This approach is based on colostrum from cows; this is a fascinating topic that I
hope we can return to in another edition of the
newsletter. I believe that after three months on
the Transfer Factor my immune system is better
able to fight off infection and that the supplements help to root out ongoing problems such
as my recurrent prostate infections. I credit my
quick recovery from pneumonia this time (touch
wood) to these supplements.
Now we will switch gears and talk about
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the theory and research on Mitochondria, NT
Factor and ATP. Chronic Fatigue Syndrome is a
lousy name in many ways, but it is descriptive as
without fatigue we don’t qualify for a diagnosis
of ME/CFS. At the root of it are the mitochondria, those tiny organelles that live within all of
the cells of our body, with a very few exceptions
like our red blood cells. The heart is particularly
full of them since it has a compulsory 24/7 job to
do, if its production of energy fails, we are dead.
Inside these tiny things, which are quite complex
structures with double membranes and internal
membranes partitioning off parts within them,
many very complex biochemical processes go on
continually, and one of them is devoted to the
manufacture of Adenosine Triphosphate (ATP.)
ATP is the fundamental unit of the energy
that drives all the processes of the body, including the brain, which too is packed with these
things. They have their own DNA separate from
the DNA that runs our cells, a DNA inherited
only from our mothers. The origins of this extraordinary system are unclear, but it reaches far
back into some early phase of biological evolution.
When mitochondria are working properly,
they can recycle molecules of ATP with surprising speed and efficiency, giving us humans (well,
some of us) that extraordinary endurance that
enables the San of southern Africa to run down
antelopes, though it may take 24 hours or more
to accomplish. When that recycling process is
damaged, another process takes its place, much
slower, and much less efficient; in effect, we
move from aerobic to anaerobic metabolism.
That is one of the things that has happened to us,
the primary recycling process breaks down very
rapidly, and the inefficient one takes over, so that
we run out of energy very quickly, and have to
wait many hours or even days until replacements
can be made. In addition, this secondary pro10

cess generates byproducts like lactic acid, which
cause pain and inflammation. In other words
ME.
One of the key breakdowns that takes place
is in the mitochondrial membranes themselves,
extraordinarily complex structures; they develop
holes and leaks, punched there by lack of certain
nutrients, by age, by radiation of all kinds, by
chemical insult, and so on. The role of mitochondria has recently taken on huge importance
in many serious diseases; e.g. Terry Wahls called
the book she wrote about her striking recovery
from MS “Minding my Mitochondria.”
Dr. Garth Nicolson at the Institute of Molecular Medicine in California has been researching
the problem of treating fatigue in ME/CFS for
many years. He focuses on rescuing damaged
mitochondria and getting them functioning
well again. Dr. Nicolson has published several
papers on NT Factor/ATP, the latest of which
Chris recently posted on the community listserv.
His research articles are quite readable to the
non-scientists among us, and in his recent work
he has used the exact formulation being taken
by some members in our group. As you will see
in the paper most participants made impressive
gains in functioning and well being in a relatively short time.
Based on this impressive body of theoretical work, Dennis Schoen and his team at Researched Nutritionals developed a product
called NT Factor. This is a supplement based on
phospholipids and glycophospholipids derived
from soy lecithin. These phospholipids are
aimed at repairing those damaged membranes,
and restoring their ability to control our basic
metabolism (the membranes function as gateways managing the passage of molecules in both
directions).
Researched Nutritionals then went on to
develop ATP FUEL (introduced April 2010).

This product combines NT Factor with other
key substances that play a role in energy production–the B vitamins, Q10, NADH (a derivative of vitamin B3), and other ingredients in a
healing cocktail for the mitochondrial cells to
absorb.
More information on ATP FUEL, along with
a very helpful (and accessible) slide show on the
theory behind it (with great graphics), can be
found on the “Researched Nutritionals” website.
A web search under Dr. Nicolson’s name will
also pull up additional research articles.
One practical note: If you follow the ATP

FUEL protocol, which is supposed to promote
faster healing of the mitochondria cells, you
will need two 150 pill bottles of the supplement
a month for the first two months and then one
bottle a month after that. At one point Gloria
and Robert both ran out of ATP FUEL due to
supply difficulties, which is not recommended.
We both felt a significant dip in energy after they
stopped and an improvement when they restarted the supplements.
Good luck and if you do decide to try the
supplements please keep me posted.

Are you interested in participating in a research study for patients with Systemic Lupus, Chronic
Fatigue Syndrome and Chronic Lyme Disease?
There are several long-lasting diseases leading to disability. These include Myalgic Encephalomyelitis/
Chronic Fatigue Syndrome (ME/CFS), and Chronic Lyme Disease (CLD). You are being invited to
participate in the CCD study that will further investigate these illnesses and their causes.
The study will be comparing participants with Myalgic Encephalomyelitis/Chronic Fatigue Syndrome
(ME/CFS) and Chronic Lyme Disease (CLD) to participants who are disease free or have been diagnosed with Systemic Lupus (SLE).
We are looking for healthy participants as well as participants who fit the following criteria:
• Have been diagnosed with Systemic Lupus (SLE), Chronic Fatigue Syndrome (ME/CFS) or
Lyme Disease
• Age 19 or older
• Understand English
• Do not have another medical condition that fully explains main symptoms
Your participation is voluntary. If you are eligible and agree to take part it will involve up to 4 visits to
Vancouver General Hospital. These include a screening visit with blood work, one clinic visit involving a physical exam and blood work and potentially one more clinic visit. You will also be asked to
complete several short questionnaires at home.
There will be some compensation for participating in this study and you can receive reimbursement
for parking or bus fare from within the lower mainland.
If you are interested, please contact Shoshana Parker, clinical research coordinator at sparker@
cheos.ubc.ca or 604-682-2344 X 62492
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ME/CFS–where we are now,
and what can we do about
it?
By Chris Heppner

W

e are now into the post-XMRV era, and
things are changing. There are now several
strong private institutions doing good work
trying to figure out just what is going on in this
disease of ours, though all have limited funds,
and all welcome our donations. Simmaron has
stalwart Dan Peterson and others, and has now
linked with PHANU, a strong Australian group
getting funding and a new home. The Open
Medicine Institute is led by Dr. Kogelnik, with
Dr. Bested (Medical Director of the impending
Vancouver clinic) on the list of associates; the
OMI is involved with testing of Rituximab, as
are other institutions, though unfortunately the
Norwegian medical bureaucracy turned down a
funding application for a larger trial of that drug
from Mella and Fluge, who led the exciting but
small study that changed the scene when published a year and a half ago. Nancy Klimas has
moved to NSU, Nova Southeastern University
Institute for Neuro-Immune Medicine, where
her work on immune and other issues continues
with better support. The search for pathogens
continues, but the focus is now on the immune
system; its disregulation may be triggered by
one or more of several pathogens, or by other
environmental factors. Another strong focus
is on mitochondria, where Dr. Myhill and her
colleagues have made a significant contribution–
and Robert Oppenheimer is reporting good
results by using NT Factor ATP Fuel, which
aims at improving the function of those tiny but
essential organelles, found in nearly all our cells,
and responsible for generating the basic biological energy that runs all our activities; I am tagging along behind him on this front.
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We can just wait for the results to flow in.
But there are still forces working against the
recognition of ME as a serious disease. The
CDC continues to maintain a website that is
consulted by many doctors, and still trivializes
the disease, despite complaints from several
influential researchers. The NIH, despite attempts by President Obama to increase funding,
continues to give minimal research support–MS
gets $120 million a year and ME gets $6 million
- even though there are more of us (mind you,
that money is not producing good results for MS
yet).
England is still under the firm grip of the
Simon Wessely/ Peter White school, though the
latest brief note from the latter suggests that the
stance is being subtly modified. White’s recent
short piece “Functional somatic syndromes may
be either ‘polysyndromic’ or ‘monsyndromic’” in
the Journal of Psychosomatic Research concludes
with these statements: “The future now lies in
increasing our understanding of FSS by moving
beyond considering symptoms by themselves,
and instead concentrating our attention on
differentiating FSS sub-phenotypes. We can do
this by using already available biomarkers, such
as: sleep-wake circadian rhythms, nocturnal
sleep architecture, autonomic nervous system,
hypothalamic-pituitary-adrenal axis, cytokine
distributions, and central nervous system sensitisation, amongst others, in order to reveal the
underlying pathophysiology specific to an individual FSS, and even the underlying endophenotypes.” Finally, he writes, “we have now moved
the debate a long way from functional somatic
syndromes being considered ‘all in the mind’.”
The language here suggests that they have been
leading the research on CFS, which is hardly the
case; the list of references is still heavily weighted
to the psychosocial side.
But there is hope. The British Medical Research Council has given a substantial grant to

Julia Newton’s great Newcastle team, who are
doing first rate work on fatigue and just what
triggers it. There is movement, and cracks are
opening up.... the next InvestinME conference
should be interesting! Buy the DVDs!
Finally, the impending DSM-V, with its allembracing Somatic Symptom Disorder (SSD)
coding, is a strong threat in the future. Its editor
has just refused any revision. The threat here
being that some of you could well end up being
diagnosed with it, and having disability made
dependent on following a psychiatrist’s protocols.
Which leads me to my real topic: what can we
do now, at this critical but long and slow pivotal
moment in the history of understanding and
treatment of these diseases? There are still forces
at work against such movement. So...become actively involved in some way. Of course, first take
care of yourselves as best you can, each in your
own way. But also, to the degree that is possible, become active in the broader scene. If you
don’t have a computer, think about getting one,
and learning a bit about how to use it. Without
a computer, it is almost impossible to become
active in the larger ME community. The Listserv
function is useful as a means of getting in touch
with a segment of the local group, but we need
more than that. Use Phoenix Rising and Cort
Johnson’s new site, www.cortjohnson.org. There
is much useful and interesting material there,
and a forum on which you can both learn and
post your own experience–and get feedback and
more information from others. There is a large
community out there, and though there are irritating and unhelpful comments, there are also
intelligent and informed ones. These websites
of course ask for donations; they are not publically supported. They do have an impact; many
researchers check them out and even post on
them, and such major figures as Nancy Klimas
recommend them to their patients. The world

now works largely on numbers, and things like
the number of “hits” - the number of users making donations (however small) - help a website
to get more support and recognition. Small donations attract larger ones. It is the background
work of outfits like this that has resulted in the
growing presence of patient representation on
boards, including our Complex Chronic Diseases clinic in Vancouver. Your activity counts,
and will be counted. And consider either giving
a bit of money to research organizations like the
few listed below, or persuading others to give.
The sooner we have usable biomarkers and our
disease becomes medically legitimized, the safer
we will be from having a false diagnosis of SSD
imposed upon us. This of course in no way argues against using psychopharmacological drugs
where they are indicated and prove useful–I
have used Clonazepam and Zopiclone myself —
but a diagnosis of SSD will be used to harden the
current trend not to offer us complex medical
testing, and that would just intensify the current
disastrous situation.
You can try to work with your current doctors, by giving them copies of either the IACFS
document or one of the ICC documents, or by
just giving them the links and hoping that they
will download the texts and read them. All contain extensive bibliographies of research, with
which you can counter the psychosocial propaganda still being circulated and believed. Besides
donating small amounts to the organizations
mentioned above, you could suggest such donations to friends and relatives who wish to offer
you birthday or Xmas presents. I am certainly
going to try that out soon!
In brief, don’t give up hope; good work is being done. The collapse of the XMRV hypothesis
has paved the way to another and wider wave of
good work. Anything that you do to make the
real nature of this disease more visible to others
will help.
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Here are a few links:
Phoenix Rising: http://forums.phoenixrising.com
Open Medicine Institute: http://openmedicineinstitute.org
Simmaron: http://simmaronresearch.com
Nancy Klimas: www.cfsclinic.com
Donations: www.nova-edu/giving/
There is a useful and simple booklet for doctors about ME/CFS: www.iacfsme.org ; this can
either be ordered in spiral-bound form for $15,
or downloaded for free. It is a less detailed but
perhaps more “friendly” first document to offer
one’s family doctor.
International Consensus document–exists
in several forms; the first was published in the
Journal of Internal Medicine, and is freely available as a short 12 page PDF download at www.
co-cure.org/MEICC.pdf –a replacement and
modernization of the classic Canadian Con-

A Delicious Eggplant Recipe
Submitted by Krissoula
1. Slice eggplant thinly. Dip in egg and then in
unbleached flour. Saute lightly in olive oil
until golden brown.
2. Sauté mushrooms with garlic, & herbs, sea
salt, & freshly ground black pepper. Take
two portions of eggplant. On one portion, put your favourite marinara sauce,
and top it with the sauted portion.
3. Towards the end add some generous
splashes of a good quality of wine (optional) then add grated mozzarella
cheese.
4. Sandwich together with other portion of eggplant. Make plenty of sandwiches then serve warm with a healthy
green salad.
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census document. This version contains most
of the essential information, but has a shorter
bibliography than the fuller printed version
recently mailed to you. It focuses on definitions
and symptoms, and has no illustrations. There is
now also the International Concensus Primer for
Medical Practitioners, the latest edition of which
was mailed to you a while back. This has a lot of
detail and diagnostic worksheets etc, all of which
some doctors might find a bit off-putting, but it
does have colour images of the charts showing
the immediate and prolonged gene expression
of one group of CFS patients–a vivid pictorial
image of PENE/PEM, that may impress doctors.
This full version is available for free download
here: www.hetalternatief.org/ICCprimer2012.
pdf . This would appear to be an older edition,
and is very similar but not identical to the edition recently mailed to you, for which I have not
found the web address.
* For some added flavour and nutrients, you
could also add roasted green and yellow peppers
with the mushrooms mixture.
Whenever you might consider using alcohol in
cooking...the alcohol dissipates, & just simply adds a lovely flavour.

First BC Complex Chronic Diseases Program Opens

-News Release-

Vancouver – Starting today, a newly-created Complex Chronic Disease Program located at BC
Women’s Hospital & Health Centre will begin accepting patient referrals.
The Complex Chronic Disease Program (CCDP) assists people with fibromyalgia, myalgic encephalomyelitis/chronic fatigue syndrome and tick borne illnesses, such as Lyme disease. In addition to
providing treatment and care, the program also includes a strong research component. The CCDP
will support clinicians and researchers in their pursuit of causes, diagnosis and potential treatments
for these types of chronic conditions.
The CCDP offers an integrative care approach. Each patient in the program will receive a comprehensive medical assessment and will be able to access other health care services including specialty
medicine, nursing, social work, physiotherapy, and naturopathy.
Dr. Alison Bested, Medical Director, Complex Chronic Disease Program, BC Women’s Hospital
“Working with family doctors and other primary-care providers, the Complex Chronic Disease
Program will increase the capacity of our health-care system to treat chronic conditions in patients
across BC. The $2 million investment by the Ministry of Health to establish this important program
and related research activities will make a difference.”
For more information or to arrange
Margaret MacDiarmid, Minister of Health
an interview, contact:
“British Columbia is taking a leading role within Canada
Patrick Blennerhassett
with the creation of the Complex Chronic Disease Program. Communications Officer
In the future, the program will use telehealth technology
Provincial Health Services Authority
to help train other doctors to build capacity. Our goal is to
Patrick.Blennerhassett@phsa.ca
improve the ability for people from all regions throughout
604-675-7416
the province access quality care.”
Background
Patients will require a physician’s referral to be considered for admission into the program. Referral
forms may be accessed by contacting the program (telephone: 604.875.2061 fax: 604.875.3738). After
a patient has been referred, their needs will be further assessed by program staff, through the use of
a triage process. The triage criteria have been created with input from patient advocacy groups and a
medical ethicist to ensure a fair process that prioritizes patients appropriately. Once a date and time
has been determined for a qualifying patient, the CCDP will then contact the referring physician
with the information.
BC Women’s Hospital & Health Centre, an agency of the Provincial Health Services Authority,
provides services for pregnant women, newborns, families and women with specialized health needs
from across the province. BC Women’s is an academic health centre affiliated with the University of
British Columbia, Simon Fraser University, and the Women’s Health Research Institute. For more
information, please visit www.bcwomens.ca.
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Upcoming Events...
• Interested in
participating in
a research study?
Look on page 11
for details.
• Need a new doctor? Look on page 2
for details.

MEVA AGM will be held on April 17th
The meeting starts at 2:00 and a potluck social will
follow.
See you at 1908 Stanley Avenue
Spring Garden Party ~ June 19th
2:00 – 5:00 pm
1908 Stanley Avenue
Summer Garden Party ~ August 22 2:00 - 5:00 pm
3251 Eldon Place

Find us at me-cfsvictoria.org or 250-370-2884
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