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by Chris Heppner
Where would we be without chlorophyll? I am not peddling a
supplement, but reminding that the green colour of most vegetation
is due to chemicals evolved to capture portions of the sun’s light
energy and use it to transform minerals absorbed from the earth into
living vegetation. Herbivores grow by eating plants; carnivores live
by eating, mostly, herbivores. The sun feeds us all.
Given this, it would be surprising if we had not evolved ways
of capturing some of this energy for ourselves, particularly since
it seems now generally agreed that our species began somewhere
around 200,000 years ago in sunny South West Africa. We have
evolved to populate most of the globe and cope with radically
different climates, but the sun still maintains its place in our biology.
It gives us the visible light spectrum, which animal eyes have
evolved to use for constructing movies of their environment, and
near and far infra-red, which warm us. But here I shall focus on
Ultra Violet (UV), that portion of the electromagnetic spectrum that
falls between visible light and X-rays. Our eyes are only minimally
responsive to UV, though the visual systems of some forms of life
do respond to it. UV is generally divided into 3 portions. UV C is
pretty much blocked by the atmosphere—it is seriously damaging,
and can be used for pest control and such destruction. UV B is the
name given to the range from 280-315nm, the production of Vitamin
D in the skin being focused within about 295-312nm. UV B can also
produce burns and tanning. UV A is that portion that lies between
315 and 400nm or so. It penetrates more deeply, and can do damage,
as well as produce a tan; the lamps used in tanning salons have
mostly UV A, and are allowed only a small % of UV B.
Vitamin D is actually a hormone. There are natural food sources,
like fatty cold-water fish, but the major input for most populations
has always been the sun. There has been a recent major revision
in the notion of what intakes are adequate or optimal; the standard
marker is the 25-Hydroxy form. If you have not had your Vitamin
cont page 3

Hello readers!
It has been an exciting time for MEVA. Dr. Ellie
Stein spoke at our AGM and she gave us a lot to
think about. She presented very well and I have had
plenty of positive feedback about her time with us.
Dr. Stein truly appreciated being in conversation
with us. She found us to be an intelligent,
respectful and interactive group. She described
us as full of life and energizing. What a lovely
compliment to all who attended. I have included
information on how to buy her informative manual.
The food everyone brought to the AGM was the
best! Gourmet mouthfuls of digestible art. This is
not only my opinion, but the opinion of everyone
I have spoken to. Thank you to those that brought
all this thoughtful food. I was impressed with
how many people showed up for the AGM alone.
Thank you for coming and supporting MEVA by
your attendance. It was an interesting AGM for
sure! I have never had so many people in my house
at one time! Also, Lorraine had stepped down after
6 years of service as the treasurer (well done!)
and we needed someone to take her place. Isabel
Pitman stepped up to the plate. Hurray for Isabel!
I have total confidence in her ability to do the job
and she even reported that this change would be
refreshing for her. I love that! Congratulations
to all our new and acclaimed Board Members!
New to the board is Isabel Pitman, Zosia Lacz,
Gaynor Hughes and Georgina Hardy. This
is a promising team. THANK YOU! I look
forward to our meetings and planning sessions.
I encourage you to sign an on-line petition,
prepared by Kati Debelic, to Health Canada
asking the Minister of Health (Mrs. Aglukkaq)
to improve funding for research and treatment
for M.E. prepared by Kati Debelic. www.
change.org/petitions/minister-of-health-ofcanada-fund-research-for-patients-with-myalgicencephalomyelitis. This sure is a mouth full!
I wish you best of health and good times.
Gloria Gray,
Editor
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“Gloria I want to thank you and the Victoria group for such a warm reception. To
be so well received makes much of the hard
work worthwhile. I was really on a high
after the talk (though also tired) feeling a
great connection with the group. They were
attentive, respectful and asked very knowledgeable questions.
		
Thank you,

			

Ellie Stein”

continued from front page

D level tested recently, you should do so, in order
to have a base line reading to work from. And
then get tested again in the late fall or winter, to
see where you have got to by then. It is normal to
experience fluctuation over the year, though you
don’t want the level to get too low . . . my bad
periods have always been during the winter.
Receptors for Vitamin D have been found on
virtually all the cells of our body. The form made
in our skin under UV is D3 sulfate, which has
been recognized for quite a while without a huge
amount of interest, though it is found in human
breast milk. It is now back in the limelight due
to work by a few, including Stephanie Seneff,
who writes about it in a paper on the Weston
Price site, “Sulfur Deficiency.” She asks, “Is the
skin a solar-powered battery for the heart?” and
shows that D3 Sulfate “cannot be made directly
from unsulfated D3,” and—unlike the unsulfated
form—is water soluble, so can be simply carried
in the blood to feed all the cells of the body. The
unsulfated form is only fat-soluble, so has to be
packaged in LDL cholesterol for transport. Seneff
assumes therefore that D3 sulfate is produced
“directly from cholesterol sulfate.” She further
assumes that since the two are very similar in
molecular structure, and since D3 synthesis
requires sun exposure (UV B), “cholesterol
sulfate synthesis may also exploit the sun’s
radiant energy.”
In addition, “both cholesterol and sulfur afford
protection in the skin from radiation damage to
the cell’s DNA, the kind of damage that can lead
to skin cancer. Cholesterol and sulfur become
oxidized upon exposure to the high frequency
rays in sunlight, thus acting as antioxidants to
‘take the heat’, so to speak.” The sun working to
protect us from the sun.
If you have not yet been convinced that
Vitamin D level is important, here is a review
essay to consider: Berkovitz S et al, “Serum
25-hydroxy vitamin D levels in chronic fatigue
syndrome: a retrospective survey” (PMID:
20209476, July 2009). The finding was that “25OH vitamin D levels are moderately to severely
suboptimal in CFS patients,” and the conclusion
is that “patients with . . . CFS should be

encouraged to obtain adequate sun exposure and
eat foods high in vitamin D.” Another perspective
is offered by A.D. Hoeck and Martin Pall (of
whom you may have heard) in a recent essay,
“Will vitamin D supplementation ameliorate
diseases characterized by chronic inflammation
and fatigue?” (PMID: 20980105, Feb 2011).
I quote from the abstract: “Chronic NF-kB
activation has been supposed as a key event in
. . . CFS . . . . Whereas NF-kB activation leads
at first to a pro-inflammatory immune response,
later on a vitamin D-dependent anti-inflammatory
response ensues . . . . However, this built-in
late counterbalance against inflammation works
only when stores of calcium and 25 (OH)D3
are abundant. Therefore a connection between
lowered vitamin D-metabolism and persistent
NF-kB activation, augmented nitrosativeoxidative stress, redox imbalance, chronic
inflammation, and concommitant fatigue can be
postulated.” More on that “nitrosative-oxidative
stress” stuff as we move from UV B and vitamin
D to other aspects of the sun’s energy.
UV A too does good things for us, besides
giving us the tan that we still, despite all counter
propaganda, intuitively associate with good health
and general well-being. Martin Feelisch asks “Is
sunlight good for our heart?” ( PMID: 20215123)
and answers that UV A plays a part in the Nitric
Oxide cycle that plays such a large role in cardiac
and vascular health. It now appears that nitrites
and nitrates, especially in dark green vegetables
and beets, are metabolized into Nitric Oxide.
That magic, almost instantaneous molecule plays
an important role in protecting the endothelium,
the thin skin that covers the interior of all our
blood vessels, and is largely responsible for
their health. There is a constant recycling going
on here, which is quite complex and involves
specialized bacteria living within our mouths, as
well as UV A penetrating our skin. Eating those
greens and beets and exposure to the sun set in
motion a whole cascade of beneficial events. One
of the results is a lowering of blood pressure:
see Christian Oplander et al, “Whole Body UV
A Irradiation Lowers Systemic Blood Pressure
by Release of Nitric Oxide From Intracutaneous
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Photolabile Nitric Oxide Derivatives.” A good
descriptive title! You can download the whole text
from Circulation Research, PMID: 19797169.
I do not pretend to fully understand the
biochemistry involved, but can direct you to
www.aor.ca, where their latest magazine, which
can be freely read and downloaded, gives a
good account. It is accompanied by a long list of
research abstracts and, of course, by ads for their
latest range of supplements involving nitrates and
nitrites. This is a rapidly developing story, which
brings into serious question the traditional view
of inorganic (i.e. in food!) nitrates and nitrites as
dangerous.
Though I realize that many of you do not want
lower blood pressure, the answer to Feelisch’s
question whether the sun is good for our hearts
now seems a clear “yes.” In addition to this, the
UV Foundation (www.uvfoundation.org ) is doing
a genomic study to dig out further effects of UV
light on the skin, and I have no doubt that more
will be found.
In the light of all this, I am going to stick
with the sun, and with my Fiji lamp, which
seems about as close to the spectrum of sunlight
as I can get at reasonable cost and size. I am of
course aware of possible danger, but these days
the dangers seem moderated by research such as
the review by J. Moan, “Addressing the health
benefits and risks . . .” (2008), the abstract of
which concludes: “these data, together with those
for internal cancers and the beneficial effects of
our optimal Vit D status, indicate that increased
sun exposure may lead to improved cancer
prognosis and, possibly, give more positive than
adverse health effects.” Not conclusive, but since
lying in the sun gives pleasures in addition to
better health, I am going to stick with it as my
favourite way of raising Vitamin D levels, while
using pills and the Fiji during those long periods
when the sun is not available up here.
Please do not take this as advice to go get
sunburned; it is pretty clear that getting some sun
is good, but even clearer that getting a sunburn
is very bad. Go slowly, and recall that a tan does
give some protection—approx SF 4, I think.
Remember also that the highest proportion of

4

Vitamin D-producing UV B to UV A is at noon.
Early and late most of the B is blocked, while
the A still gets through. Some years ago Krispin
Sullivan wrote a book, Naked at Noon, that gave
a full account of her researches into sunlight and
vitamin D. Much has happened since then, and
her book is no longer available, but she maintains
a useful website, which contains excerpts of still
valuable advice from her book– http://sunlightd.
org. The gist is that trying to raise Vitamin D
levels by heroic (i.e. much over 2,000-3,000 IU
per day) amounts of the supplemented form can
be detrimental. It is possible to raise your level
of D too high, and it can take more than a year
to bring it down again. So if you supplement
heavily, please get your level checked from time
to time. The sun is probably the safer as well as
better source, if proper precautions are taken, but
obviously is not always available.

ME Community Listserv
by Zosia Lasc

Do you remember the days when it was
OK to just drop in on someone unannounced?
The kettle was put on and there was time for a
visit over a cup of tea. Or how about the chats
with neighbours over the fence? Well now most
people are too busy to welcome an unexpected
guest and those automatic garage door openers
have pretty well made those neighbourly chats
extinct. If you have M.E. there are some days
you won’t even answer the door especially if
you are still in PJ’s and barely have energy for
any kind of conversation. Nowadays it seems
we have to make specific plans to meet up with
someone. And again with M.E. there is always
the possibility when that time and day arrives we
may have to cancel at the last minute because
of our illness.It was during one of those long
episodes of lying on the couch that I was feeling
particularly isolated. Instead of bemoaning the

fact I just thought there must be other members
who feel much the same. How can we connect
with each other more easily at our own pace? This
is how the ME Community Listserv idea came
to mind. For those of you with email accounts
here is an easy way to keep in touch with other
ME members wearing your PJ’s. Perhaps it’s just
a comment or question about health issues or
maybe it’s sharing some news about an event. At
any rate we can simply type up an email to share
with the ME members that have signed up on our
new listserv. While these emails are not meant to
replace the personal ones we write to each other
the idea is that we can reach out to the group. I
like the fact that even though I may not always
have something to contribute or say it is just
nice to feel the presence of the rest of the group
through these emails.
If you are not yet part of the community email
listserv it’s simple to do. Email MEVA (me.
victoria@shaw.ca) to get approval. Your request
will be forwarded to me and I will send you the
sign up link. You simply indicate you want to
subscribe and include your email. If in the future
you don’t want to be part of the email community
you return to this same site and unsubscribe.
Thanks to all the members who made this
project possible—you know who you are—from
listening to my idea, to getting together to discuss
the logistics and to the technical part of actually
getting us up and running. Please give it a try.

Fibromyalgia Support Dogs
By Kim Cutler

Recently, while watching an episode of Dogs
with Jobs, I saw a piece about Fibromyalgia
Support Dogs. Most of us are familiar with guide
dogs for the visually impaired but I had never
heard of a dog trained to help someone with
fibromyalgia. How would it work?, I wondered.
The episode featured a woman who had such
a dog. The dog was trained (believe it or not)
to notice when she was getting tired and to tell
her to take a break by giving her a concerned
look! We all push ourselves and sometimes
need someone to tell us to quit and go lie down.
Maybe I’d listen better to a dog than a person.
The dog was also trained to get items for her and
bring them to her, thus saving her energy. At the
grocery store he would pull her around while
she sat in a wheelchair which also helped her
conserve energy for things she’d rather do such
as socializing. Another unexpected benefit was
having the dog lie on top of her when she had
painful muscle spasms. Both the heat and weight
(pressure) of the dog felt good.
As for me, I have a great fibromyalgia support
cat. He keeps me company, helps me to stay calm,
and is a great bed buddy. If I feel like talking he
is willing to have a conversation with me, and if I
don’t, there is no explanation needed.

All in the mind?

Why critics are wrong to deny the
existence of chronic fatigue
By Sonia Poulton,
Published in www.dailymail.co.uk - 8 May 2012

This week is Myalgic Encephalomyelitis
Awareness Week or, as it’s more accessibly
referred to these days: M.E. That may not mean
a great deal to you. Certainly, it didn’t to me. Oh
wait, yes it did. Based on no personal knowledge
whatsoever—fortunately neither I, nor my lovedones, have M.E.— my judgement was gleaned
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from how the world has portrayed the illness.
Like millions of others, I have seen M.E.
through the eyes of the medical establishment,
the Government and the Media. The picture has
not been good. Here is what I have previously
understood about M.E. and those who have it.
M.E. sufferers are work-shy malingerers. They
whine, constantly, about feeling tired. They are
annoying sympathy seekers. Damn it. We’re all
tired. Especially those fools like me who work all
hours God Sends (and even some he doesn’t) to
support the type of people who say they are too
tired to work. Oh, and mostly, importantly, M.E.
is ‘all in the head’ and can be overcome with a bit
more determination and a little less of the ‘poor
me’ attitude.
That, generally, is what I thought about
M.E. Until, that is, a reader sent me a DVD of a
British-made film about the illness titled ‘Voices
From The Shadows’. I receive dozens of clips
and films each month, and I try and see as many
as I humanly can, but there was something about
‘Voices...’ that stopped me in my tracks. One of
the reasons the film had such an impact is because
it challenged my deep-seated preconceptions
about M.E.. Through ‘Voices...’—and the
subsequent research I have conducted—I have
come to realize that what I thought I knew about
the illness was a fallacy but, more importantly
than that, was actually detrimental to those
affected.
So, as a naturally curious individual (I’m
not a journalist by mistake) I began to question
why I had been furnished with one version of
events—and inaccurate ones at that.The more I
began to delve into the subject the more curious
it all became. Like for example, why are records
pertaining to ME locked away in our national
archives in Kew for 75 years? The normal period
would be 30 years. 75 years, the period generally
used for documents of extreme public sensitivity
and national security, is excessive. The reason
given, that of data protection, is a nonsense as it
is perfectly acceptable, and easy, to omit names
on official documents. The excuse, supplied in
Parliamentary questions by the Department of
Work and Pensions, didn’t wash with me. Why,
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I thought, were they making such an exception?
It got me thinking about what information the
files actually do contain. And, seeing as the topic
of M.E. is still beset with misunderstanding, we
could all benefit from some enlightenment on
the subject.So, to this end—and seeing as it M.E.
Awareness Week—here is my personal guide
to shattering the myths and blatantly pedaled
untruths about M.E.
Myth No. 1: M.E. is a mental illness. Not
so. It is a neurological one. It is not a case of
‘mind over matter’ despite many GP’s and health
professionals still thinking it is. Psychiatrists have
bagged it as ‘their thing’ and the General Medical
Council has been somewhat remiss in supporting
it as a physical condition. I spoke with one M.E.
sufferer, who asked to remain anonymous for fear
of upsetting the medical professionals who are
currently treating her. She said a new GP at her
practice had suggested she take up meditation to
help her combat her decades-old condition.
Thankfully there are some doctors, few and
far between admittedly, who really understand the
physical nature of M.E. Dr. Speight, a medical
advisor for a number of M.E. charities does.
Commenting on the wide-ranging debilitation
of the illness, he has said: ‘The condition itself
covers a wide spectrum of severity but even the
mildest cases deserve diagnosis and recognition
because if they are given the wrong advice or
don’t handle themselves correctly they can
become worse. ‘At the more severe end of the
spectrum there’s a minority of patients who
are truly in a pitiable state...some of them in
hospitals, some of them at home...and this end of
the spectrum is really one of the most powerful
proofs to me of what a real condition this is and
how it cannot be explained away by psychiatric
reasons.’
Sadly, there are still many health professionals
who buy into the notion that M.E. is a
psychological disorder and should be treated
as a form of insanity. In Denmark, only last
week, The Danish Board of Health sought to
remove a 23-year old woman, Karina, from her
family home on the grounds of mental illness
despite the fact that what she really has is M.E.

Karina, bed-bound, light and sound sensitive
and too weak to walk is considered to be insane,
rather than physically sick, and her family has
been repeatedly told by Danish doctors that the
diagnosis of M.E. is not recognised.
Myth 2: ME is just extreme tiredness, right?
Wrong. Despite falling under the Chronic Fatigue
Syndrome category—as does Fibromylgia which
has its own Awareness Day next week—it is
entirely wrong to assume that M.E. is merely
about lack of energy. This confusion arose over
the past 20-odd years and is due to the condition
being re-classified as a Fatigue Syndrome. The
result of this has been to trivialise the illness
which has served as fodder for ill-informed
public commentators who have used M.E. and
Fibromyalgia to talk about ‘scroungers’ in the
benefits system who are ‘too lazy’ to get out of
bed. For those who know about the illness, this
type of commentary is viewed as dangerous
rhetoric that deserves to be classified as a form of
hate crime.
Myth No. 3: M.E. is just like a bad flu. Oh, if
only. M.E. is a complex, chronic, multi-system
illness that affects the body in similar ways to
Multiple Sclerosis. In addition, inflammation of
the neurological system can lead to heart disease,
extreme muscle pain and other debilitating and
life-threatening conditions. As one doctor put
it, comparing M.E. to an illness like flu is like
comparing Emphysema to a chest infection. It
seriously undermines the truth extent of M.E.
Myth No. 4: M.E. sufferers should just ‘pull
themselves together’. Many sufferers have found
themselves abandoned by health professionals,
struck off of registers and even rejected by their
own families when they have failed to respond to
‘tough love’. Too many people assume that M.E.
can be overcome with the right mental attitude.
This consequently leaves M.E. sufferers even
more vulnerable to issues like depression as they
are further isolated. M.E. is not a case of the mind
being able to heal itself with determination. M.E.
breaks the body down and that also includes the
brain.
Myth No. 5: Only adults have M.E. Children
have M.E. and their childhoods are destroyed as

a consequence. Margaret Rumney of Allendale,
Northumberland watched as her 11-year-old
daughter, Emma, was reduced to a shell of her
former self when she was struck down with M.E.
nine years ago. “Since then it has been a continual
rollercoaster of emotions and has been one
fight after the other,” says Margaret. “It is very
hard for my daughter being ill, she is virtually
housebound, often reliant on a wheelchair, and to
have to cope with disbelief and ridicule on top of
this makes this illness even harder to bear. “Our
experience of my daughter’s school was an awful
one. When my daughter was receiving home
tuition organized officially by the Education
Welfare Officer we were threatened by one
professional that if my daughter didn’t return to
school that it would be classed as a psychological
issue and social services would get involved.”
Threats and intimidation of this nature at the
hands of the authorities is a constant feature of
those in the M.E. community, and particularly
those caring for children with the illness.
Naturally, this pressure merely adds to the overall
anxiety that sufferers are already experiencing.
Education is key. Bullying is not.
Myth No. 6 - You can ‘catch’ M.E. Absurd.
It is no more infectious than a broken leg is.
M.E. appears to follow various viral infections,
including meningitis, although the true cause is
still a hotly debated topic among professionals.
Myth No. 7: Real M.E. sufferers are few
and far between. There are currently 250,000
recognised cases of ME in the UK. That’s 1 in
250 so that’s hardly an insignificant number, is it?
Myth No. 8: Only severe cases of M.E. are
worth acknowledging. Terrible misconception.
M.E. ruins people’s lives even if the patient
is not entirely bed-bound. The media tend to
concentrate on the worst case scenarios but this
does not help the full situation as it leaves others,
who are still able to move at times, with the
stigmatization of ‘not being ill enough’.
Claire Taylor-Jones, a mother of one from
Rhyl in North Wales, has been unable to pursue
her ambition of becoming a solicitor after she
was diagnosed with M.E. In common with other
sufferers, Claire has good days and bad days but
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she is not consistently well enough to pursue her
goals and she is left in a type of limbo land. Her
plans are on hold.
Myth No. 9: Children with M.E. have
neglectful parents. There’s the notion that
children with M.E. are actually victims of
mothers who have Munchausens by Proxy: the
illness where parents act as if the child is sick to
further their own need for attention.
This is a particularly dangerous belief system
as it leaves the true M.E. sufferer without
sufficient support and diagnosis and the carer is
treated as the problem.
Myth No. 10: Physical exercise will benefit
M.E. sufferers. Absolutely not true. Worse,
still, enforced ‘graded exercise’ can escalate the
condition to dangerous and irreparable levels for
the patient. During the research of this subject, I
have watched footage of hospital physiotherapists
literally bullying M.E. patients to stand and walk.
It is pitiful to witness. The physios say things like
‘Come on, you can do it. You just have to put
your mind to it’ and, at worst, ‘You’re not trying
hard enough.’
Julie-Anne Pickles, who has had M.E. for
the past seven years, has experienced a serious
deterioration in her condition as a consequence
of wrong diagnosis and ineffective medical
response. She is now 90 percent bed-bound and
has been diagnosed with depression, diabetes and
angina. She told me: “Cardiology phoned me with
an appointment the other day and they told me to
wear trainers because they want me running on a
treadmill while on an ECG! I said: ‘You do know
I have M.E.?’ They said they did but not to worry,
as I won’t be running for more than five minutes!
Running? I crawled on my hands and knees to the
loo this morning!”
This idea among some of the medical
professional that enforced exercise will help the
condition of a M.E. belongs to a darker time
in our history. A period when we thought that
autistic children were a result of being born to
cold and detached women or ‘refrigerator mums’
as they were heinously and immorally labeled.
Myth No. 11 - M.E. is not life threatening. It is,
although the true mortality rate of M.E. is mired
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in great confusion. Recently, Labour MP George
Howarth asked Paul Burstow, Minister of State
for Care Services, to supply details of deaths to
arise from M.E. Mr. Burstow replied that ‘this
information is not available and is not collected
centrally’. As with so many issues regarding our
sick and disabled, the Coalition had this wrong,
too. According to figures obtained from the Office
of National Statistics, there have been five deaths
listed as the cause of M.E. in recent years. For
campaigners this is nothing less than a fudge of
the true scale. Figures are easy to massage with
M.E. because it triggers so many other illnesses,
such as heart disease. Given that many health
professionals still deny that M.E. is a physical
condition, they are unable to list it as a cause of
death even if it is.
Myth No. 12: M.E. is an excuse not to work.
Despite recognition from the World Health
Organization in 1969 that M.E. is a neurological
disorder, many Governments—including our
present Coalition—have chosen to ignore this.
Consequently, M.E. sufferers are subject to a
battery of controversial fit-to-work assessments.
The anxiety and physical exertion this requires
generally worsens the condition. When the
M.E. sufferer is unable to work, because of their
illness, they are removed from disability benefit
and are plunged into poverty.
So, for M.E. Awareness Week, let us be clear.
M.E. is comparable to AIDS and cancer and all
the other vicious and uncompromising diseases
that savage the body and, in some extreme cases,
kill it completely. The fact that it is still so widely
misunderstood is a modern day travesty that
must be addressed without further delay. Or is it
convenient that we still view M.E. as being ‘all in
the mind’? I believe that we, as a nation, deserve
to know the truth. Not only for those still battling
the disease, but also for those poor souls who
have already been lost to it.

MIDWAY BREAK (dance) TIME

Finally a manual/ workbook
specific to ME/CFS, FM and MCS!

Management, Depression and Anxiety, Common
Treatments and concludes with Putting It All
Together.

LET YOUR LIGHT SHINE THROUGH is
designed for patients and has enough referenced
medical material to be of use to health care
professionals. Readers are guided through a
4-month program of self-observation, hypothesis
formation and learning to assess whether
interventions they try are of benefit. The manual
includes both self-management strategies and
those that require the assistance of a health care
professional.
The manual is based on the group handouts
that I have written and continually updated over
the past 11 years for the “Psychoeducational
Group”, the group all new patients in my practice
are encouraged to attend. This manual shares with
you the ideas and strategies that I have found
most successful for patients in my practice.
Downloadable e-Manual format and CD.
The e-Manual is a downloadable zipped folder
containing 13 pdf files. Each file is separate so
that you can more easily find, read and print only
what you wish. You are encouraged to print many
copies of the chart/tools as using these tools will
set you on the path to improved health. The CD
contains the same material as the download but is
sent by Canada Post.
Hard copies of the Manual are available in
a budget black and white, coil bound version
and a deluxe, color 3 Ring Binder version with
bonus CD. The binder allows you to remove
charts and compare with others and with your
own recordings. There are some amazing art
and photos in the manual as well as color charts,
which will be more meaningful in color. However
the color photocopying is expensive and not
suited to every budget.
Manual Contents - 260 pages
Layed out in Sessions (chapters) this manual
includes topics such as Sleep Management,
Activity, Pacing and the Autonomic Nervous
System, Coping With Chronic Illness,
Management of Diet and Gastrointestinal
Symptoms, Lowering the Toxic Load, Pain

Charts and Tools:
Adapted Karnofsky Energy Rating Scale
Functional Capacity Scale
Sleep Chart
Sleep Chart Adapted for Mood
Activity Log
Diet Diary
Activity and Symptoms Chart
Purchase Options: (in Canadian Dollars)
e-Manual Download Cost $20.00
e-Manual on CD Cost $22.00 + shipping by mail
Black and White Coil Bound Manual
Cost $25.00 + shipping by FEDEX
Deluxe, Color 3 Ring Binder Manual
Cost $40.00 + shipping by FEDEX
Note that shipping costs vary Use FEDEX
calculator to determine shipping costs.
Order from www.eleanorsteinmd.ca
Go to the store link and proceed.
Or contact Dr. Stein’s office at 403 685-4861
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Best Ethical Practices
in Managing Uncertainty
in Medical Diagnosis:

An investigation of ethical principles
applied to decision-making
We are a team of researchers from the UBC
Department of Family practices conducting
research into ethics and experience of medically
undiagnosed physical symptoms from illness
from the perspective of both the patient and the
physician.
If you suffer or, are currently suffering from.
undiagnosed physical symptoms of illness that
you have endured for a period greater than six
months and within the last two years, we are
interested in hearing your story. You will play an
important roll in our research by partaking in a
short interview during which you will share your
story of suffering symptoms of an illness yet
remaining clinically undiagnosed or wrongfully
diagnosed.
If you are interested in sharing your story,
please contact our research team by emailing
Jude.kornelsen@familymed.ubc.ca
or by phoning 604-742-1796

You may be only one person in
the world,
But you may also be the world
to one person.
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Feeding My Mitochondria
by Lorraine Huntley
A few months ago I watched a TED talk by Dr
Terry Wahls that inspired me to better understand
the specific nutrients that my body might need.
It is a remarkable story. In case you don’t get the
chance to view it, here is a recap of her story,
followed by my analysis of her diet and some
advice of my own.
When Dr Wahls was diagnosed with Multiple
Sclerosis (MS) in 2000, she turned to the best
MS medical centre she could find. Despite taking
the latest drugs and receiving the best care she
deteriorated, and by 2003 was in a tilt-recline
motorized wheelchair. She started chemotherapy
and continued to become more severely disabled.
Afraid she was going to become bed-ridden, she
turned to reading the latest research.
You need a little rudimentary biology to
understand the issues, so I will sprinkle in
definitions as terms come up. Each cell in the
body contains tiny mitochondria which manage
the energy supply for that cell, a process critical
to life. Brain cells have the most mitochondria,
because they use a lot of energy. Hence, it is
understandable that mitochondrial function is
a major focus of research into CFS/ME. Dr
Wahls says, “I knew that brains inflicted with
MS over time shrank”, so she read about other
diseases in which this happens, like Huntington’s,
Parkinson’s, and Alzheimer’s. “I saw that that
in all 3 conditions the mitochondria do not work
well, leading to shrinking brains.” She found
studies showing that mouse brains and their
mitochondria had been protected from shrinking
by the use of fish oil, creatine and co-enzyme
Q10. She translated those mouse-sized doses
into human-sized ones and began her first round
of self-experimentation. This did slow her rapid
decline, but she was still declining.
Myelin is an insulating layer that forms around
nerves, including those in the brain and spinal
cord. The purpose of the myelin sheath is to
allow impulses to transmit quickly and efficiently
along billion of nerve cells. If myelin is damaged,
the impulses slow down. Multiple Sclerosis

is a chronic, degenerative disease that causes
destruction of myelin. The Encephalomyelitis part
of M.E. literally means inflammation of the brain
and myelin, but the specific damage this causes is
unclear. Neurotransmitters bridge the 10 trillion
synapses (gaps) between brain cells, making the
connections.
In medical school Dr. Wahls had learned
about all the countless reactions involving
mitochondria, but not which compounds she
needed to consume for those reactions to happen
properly. From a brain cell biology course at the
Institute for Functional Medicine she learned
what micronutrients were required to make
healthy robust myelin and neurotransmitters.
She also learned what her mitochondria needed
to thrive. She added lots these nutrients in pill
form to her daily regimen. Then it occurred to
her that she could obtain all these nutrients from
food instead of supplements. In so doing, she
would probably get hundreds, maybe thousands,
of compounds that science had yet to name and
identify but that would be helpful to her brain and
its mitochondria. She researched and designed a
food plan based on the nutrients she now knew
were needed for optimal mitochondrial, myelin,
and neurotransmitter function.
Her eating plan is preferential to the food
sources included in the Paleolithic (hunter/
gatherer) diet. I will include other sources for
these nutrients as well, as I am not sure the PaleoDiet bias is relevant to her or your recovery. Her
food plan also eliminated processed foods, grains,
and the starchiest vegetables, i.e., white potatoes
and corn.
Essential nutrients for proper
mitochondrial function include animal-based
omega-3 fats, creatine, and coenzyme Q10,
while your myelin needs vitamins B1, B9,
B12, omega-3, and iodine. Furthermore, the
neurotransmitters in your brain need sulfur
and B6 for optimal functioning.
One of the most abundant minerals in your
body, sulfur is found in your connective tissues,
nerve cells, skin, hair and nails. Your brain and
your mitochondria need sulfur. Your liver and
kidney need sulfur so that they can remove

toxins from your blood stream. It promotes
cardiac health and may help prevent cancer.
Sulfur compounds also have anti-inflammatory
and antioxidant properties to protect your cells
from harmful free-radical molecules. Because
sulfur is so plentiful in our bodies and in proteinbased foods, no recommended dietary allowance
has been established. However we cannot
manufacture organic sulfur and must have it in
our diets.
After just three months on her new diet
plan Dr Wahls began to notice significant
improvement. Amazingly, at the nine-month mark
of her new diet, she was able to go on an 18mile bike ride! This is an astounding turnaround
from sitting in a reclined zero-gravity chair and
walking short distances using two canes. Or is it?
I borrowed her book Minding My Mitochondria
from Chris Heppner, and discovered that she had
really downplayed a few details in her TED talk
which are explained in detail in the book. One
is that she was using neuromuscular stimulation
and physical therapy to rebuild her muscle
mass. Without a doubt this would have been far
more difficult, perhaps impossible, without the
nutritional support, but it is not a minor detail
in her recovery. The second is that her bike is
a recline bike, with considerable back support,
and assisted by a small motor. She says she still
gets an aerobic workout, but it allows her to keep
up with her family and bike to work. This is all
great news, but the simple version of this story
makes it sound like if you eat lots of veggies and
a little liver you will be out biking 18 miles in a
few months. The third thing is that she doesn’t
mention bone broths in the TED talk, but in the
book she mentions cooking with and drinking
homemade bone broth. This is not a minor
detail, as the broth is a major source of easily
assimilated nutrients.
Keeping this all in mind, here are Dr Wahls’s
general diet recommendations for optimal brain
health:
• Eat a wide variety of fruits and vegetables:
9 cups per day that does not include corn,
white potato, or grains. The 9 cups should
include roughly 3 cups (a dinner plate
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•
•
•
•

heaped high) of greens, 3 cups sulfurrich vegetables, and 3 cups (preferably 3
different colors) of colored fruits (especially
berries) and vegetables.
Eat mushrooms, brewers’ yeast, nuts &
seeds.
Eat Omega-3 rich foods (see sources below)
and supplement with flax or hemp oil.
Eat organ meats once a week.
Take supplements to boost micronutrient
intake for your mitochondria, but only after
eating a rich diet.

Note: 300-600 grams of kale = 100’s of
capsules worth of sulfur-based amino acids.
Food has a distinct advantage over supplements.
Generally your body can more readily use the
micronutrients in food, and it is much less
likely that you will absorb toxic levels of the
micronutrient in question.
Dark leafy greens are rich in minerals and
vitamins A, B, C, and K. These vitamins protect
your brain cells and your mitochondria, support
your immune cells, keep your blood vessels and
bones healthy, and minerals are co-factors for
hundreds of different enzymes in your bodies.
Kale has the most nutrition per calorie of any
plant; try smoothies of greens and dehydrated
kale chips. As well, eating lots of green
vegetables will dramatically lower your risk of
cataracts and macular degeneration.
Sulfur-rich vegetables include the cabbage
family (cabbage, broccoli, cauliflower, Brussels
sprouts, turnips, rutabagas, radishes, collards
and kale), the onion family (onions, garlic, leeks,
chives, and shallots) and asparagus. She claims
mushrooms are high-sulfur, but other sources
note mushrooms as low in sulfur. They are
however very high in B vitamins. Other sources
(livestrong.com ) cite more sulfur-rich foods she
doesn’t list but does include in her recipes, i.e.,
meat, fish, legumes and eggs.
Organic sulfur is not related to the sulfa drugs
to which some people are allergic. However,
people with colitis may experience gastric upset
from eating high-sulfur foods, and high intake of
sulfur-containing compounds can worsen existing
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colon inflammation or reduce the protective count
of bacteria in the colon. Sensitivity to sulfites,
which are sulfur-based compounds used as flavor
enhancers or preservatives for some processed
foods, can also increase digestive disturbances or
cause allergic reactions. People who are mercurytoxic may not tolerate sulfur foods that are also
high in thiols. This does present a quandary for
digestively-sensitive people. In my experience,
which I will write about in more detail in a later
article, some high-sulfur foods are less distressing
than others if prepared carefully. My advice:
don’t persist eating high sulfur foods that cause
gastric distress just because sulfur is good for
you.
You can get your colors from brightly colored
fruits and vegetables. Flavonoids and polyphenols
are present in higher amounts in these colored
foods, especially in berries. They are potent
anti-oxidants that will support you retina, your
mitochondria, your brain cells and the removal
of toxins. ‘When mitochondria make ATP, a
small amount of toxic free radicals are generated.
Antioxidants from fruits and vegetables make it
easier for the mitochondria to neutralize the free
radicals.’
Omega-3 fatty acids are very important to
insulate that wiring in your brain. High quality
proteins rich in omega-3 fatty acids are wild fish,
in particular salmon and herring, and grass-fed
meat. Grains are high in Omega-6 fatty acids that,
although also good for you, need to be in balance
with Omega-3 much like calcium/magnesium
and potassium/sodium need to be in balance in
the body. We should be consuming 3 times more
Omega-3 than Omega-6, whereas the standard
American diet is the reverse and may have as
much 60:1 Omega-6: Omega-3. This imbalance
leads to inflammatory conditions. Dr Wahls also
says, “Diets that are high in grains, carbohydrates,
and sugars affect which types of bacteria can
thrive in the colon. One may have bacteria living
in one’s colon that are not causing an infection,
but are generating inflammatory molecules that
lead to activation of arthritis. Thus, even in the
absence of gluten sensitivity, taking a probiotic
and minimizing the consumption of grain and

other carbohydrates may be an important strategy
in reducing inflammation in the body”. Taking
probiotic supplements or naturally fermented
foods displaces unhealthy bacteria in the gut
and can help your digestive system adjust to the
increased Omega-3.
Your source for Omega-3 is important.
Antibiotics in food alter gut bacteria. Animals fed
grains, like corn and soy, are not a good source of
Omega-3. Animals that eat grasses are. So if you
are finding it difficult to eat 3 servings of wild
fish per week, as well as free-range or omega-3
enriched or DHA eggs and grass-fed meats,
then you will need to supplement with fish oil
(increase from 1-2 to 3-4 capsules/day gradually)
and flax/hemp oil (only 10% converts to Omega-3
—start with 1 tsp, increase slowly to 2 tbsp/
day). You should also eat lots of greens, while
decreasing or eliminating grains to get these fatty
acids in balance. (Note: if you are taking blood
thinners, even aspirin, talk to your doctor before
supplementing with fish oil.)
Organ meats (liver and onion, tongue,
heart, sweetbreads, gizzards or kidney) are a
tremendous source of B vitamins and important
mitochondrial nutrients. Prized by our ancient
societies, organ meats are concentrated sources
of vitamins, minerals and coenzyme-Q. They
are particularly potent in supporting your
mitochondria. Remember that organ meats
concentrate toxins as well as nutrients, so a clean
grass-fed source with no antibiotics and hormones
is really important. You only need to eat 2-3
ounces a week. I keep thinly sliced slab of beef
liver in my freezer, which is easy to cut a small
portion from, thaw quickly and fry for lunch.
Your brain needs iodine to make myelin. It
also needs iodine to remove toxins, in particular
mercury, lead and heavy metals. Adequate iodine
lowers your risk of breast cancer and prostate
cancer. Dr Wahls states that ‘studies have shown
that 80% of Americans have a relatively low
iodine,’ but other sources state we get large
quantities from iodized salt and fertilizer. The
soils that our foods grow on vary, as likely does
our ability to excrete iodine. In Japan, where high
amounts of seaweed are consumed and generally

well-tolerated, some people exhibit diet-induced
goiter; this condition ceases when seaweed
consumption is reduced. The thyroid is sensitive
to iodine; too little or too much can cause trouble.
Sea-salt, although higher in other trace minerals,
is very low in iodine. Seaweed (especially dried
kelp) is a rich source of iodine and selenium.
Eating seaweed once a week may be the safest
way to ensure and maintain adequate iodine
levels. I use as salt & seaweed grinder blend.
But be on the lookout for hypo or hyper-thyroid
symptoms and get your thyroid checked regularly.
Other sources of iodine are all shellfish, cod and
sardines. The iodine content of other sources will
depend on the iodine content in soil or food.
Some foods contain high amounts of
goitrogens, which block the production of thyroid
hormone and interfere with the utilization of
iodine or reduce its availability in the body.
Cooking or roasting foods with goitrogen
inactivates, at least partially, their effects. Thus,
in most cases it is wise to cook foods in the
cabbage family, as well as soybeans, canola oil
and peanuts.
If you don’t have healthy mitochondria it is
more difficult to excrete toxins like pesticides
and herbicides. Avoidance of foods to which you
are sensitive to is also important. Heavy metal
and pesticide exposure can be limited, but not
avoided. These exposures are associated with
multiple brain-related health problems, but vary
from person to person. Genetically, some people
have less efficient enzymes for transforming
synthetic chemicals so that they can be excreted.
They then have increased susceptibility to
heavy metals and toxins in the environment
and thus have an increased risk of developing
neurotoxicity and chronic diseases involving the
brain, heart, and joints.
In addition, if our diet is poor, our
mitochondria do not have enough vitamins,
sulfur, minerals, coenzyme Q, antioxidants, and
compounds used to make these specific enzymes.
When we cannot get rid of all the toxins each
day, we begin to store toxins in the fat tissues,
including the brain. If toxins accumulate, the
enzymes involved in detoxification are poisoned,
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making removal of the toxins even more difficult.
Toxin levels rise further, leading to greater
levels of oxidative stress and other damage to
the cells, triggering a vicious inflammatory
cycle that eventually leads the body to make
anti-bodies against itself. As the antibodies
circulate, they will call upon the immune cells
to attack the body. Eating more greens, colored
fruits and vegetables, algae, and seaweed is very
helpful in supporting the mitochondria’s work in
detoxification.
Most people can’t imagine eating 9 cups
(3 plates full) of vegetables and berries every
day, but when I measured it out I found it not
all that difficult. Wikipedia notes “Centered
on commonly available modern foods, the
‘contemporary’ Paleolithic diet consists mainly of
fish, grass-fed pasture-raised meats, vegetables,
fruit, roots, and nuts, and excludes grains,
legumes, dairy products, salt, refined sugar, and
processed oils.” Using this diet as a guide, as
Dr Wahl has done for her diet, most certainly
would lead to eating more of the micronutrientrich foods for maintaining healthy function of
the mitochondria, normal immune function,
protection against cancer and normal brain
function. However your diet can do that without
being as limited as the Paleo-diet dictates. I have
cut out grains and potatoes but still eat yogurt,
beans, and lentils. Dr Wahls’s diet is not not that
strict either; recipes include gluten-free grains,
yams, red, purple and sweet potatoes, as well as
split peas and lentils.
It is too early to know if the interventions
that were so successful for Dr Wahls will
be effective for others. Years of research are
needed. Although her results were dramatic, as
an experiment it was poorly designed. She tried
many new interventions simultaneously, making
it impossible to determine which interventions
had beneficial effects and which offered nothing
but additional cost and potential side effects.
As a researcher she understands this and has
now started a study on others with progressive
MS, using the same diet and neuromuscular
stimulation that she uses on herself. Although
many questions remain, Dr Wahls’s story shows
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that greater recovery than what was previously
believed now seems possible with MS. This
suggests hope for other biologically-related
conditions such as ME.
Even though the TED talk was somewhat
misleading, the book explains some the
discrepancies that irked me in the talk. There
are far more details in the book, covering
neurotransmitters, minerals, detoxification and
food/nutrient charts. She convinced me of the
value of the diet for anyone, and especially those
with energy or brain dysfunctions. The book
has hundreds of recipes using a much wider
range of ingredients than what she describes
in the talk. Why is this important to you with
ME/CFS? Many studies have already shown
altered mitochondrial gene expression, increased
oxidative stress, altered calcium transport and
more in muscles of people with CFS. A Feb 2012
Phoenix Rising newsletter announced that there is
a new study underway using new and improved
technology to examine mitochondrial functioning
in the muscles. I do caution you however to
proceed with dietary changes carefully. A happy
tummy means a healthy body. This is a topic I
know a great deal about from personal experience
and years of research. But complete digestive
happiness, although improving, is always tenuous
and sometimes still eludes me.
The Dr Terry Wahls TED talk: http://www.youtube.
com/watch?v=KLjgBLwH3Wc&feature=share

The book: Minding My Mitchondria, 2nd ed,
Dr Terry Wahls, M.D available from
http://www.terrywahls.com/about-Terry-Wahls
Following are 4 recipes from this book.
Other sources for this article available by request.
Homemade bone broth
Put bones, vegetables, and 2-4 Tbsp vinegar
in big pot and cover with water. Simmer for at
least 2 but preferably 24 hours. Drain. Add 1
Tbsp powdered or crumpled seaweed and 1
Tbsp (or packet gelatin) freeze in pint or quart
batches. Use instead of oil for stir-frying. Drink
1 cup lightly flavoured broth before meals

Adding something with a high fat content is a
terrific way to tame the bitterness of the dark
leafy greens. You can substitute coconut milk in
any recipe that calls for cream. These 2 recipes
are excellent examples of doing just that.
Almond Nut Butter Creamed Greens
3 Tbsp bone broth
1 onion sliced into rings
1-2 garlic cloves minced
8 cups greens sliced into ¼-inch strips
¼-cup bone broth
2 tsp miso or soy sauce
¼ cup almond butter or other nut butter
dried kelp and salt to taste
Slice onions/greens and let sit for 10 minutes
prior to cooking to stabilize sulfur compounds.
Sauté onions and garlic in the bone broth. Add
greens and cook another 5 minutes. Place in
blender with broth and pulse until smooth.
Then add remaining ingredients and blend (add
the almond butter last to keep the blades from
jamming) Add salt to taste.

Coconut Creamed Greens
2 heads kale, or other dark greens
1 cup bone broth
2 T coconut or olive oil
1 cup coconut milk
½ inch of ginger root, grated
½ to 1 tsp turmeric
½ to 1 tsp ground coriander
½ to 1 tsp ground cumin
½ to 1 tsp dried kelp
¼ tsp sugar
1 tsp dried kelp
salt & fresh ground white pepper to taste
Slice greens into 1/4-inch strips; let rest for 10
minutes prior to cooking. Place spices and kale
in a large skillet, add chicken stock and simmer
over medium heat until skillet is almost dry,
10 minutes. Add the oil and cook stirring, for 2
minutes. Add coconut milk and sugar, season
with salt & white pepper, and cook another 6-8
minutes.

Steamed Asparagus and Red Pepper
Asparagus and red peppers are both very rich in
Wash and break asparagus. Seed and slice
organic sulfur. My kids enjoy this and so do I.
the red peppers. Put the broth in a skillet,
1 bunch asparagus
cover. When the broth is simmering, add the
2 large red peppers
asparagus and the red peppers. Simmer for 3
2 Tbsp Balsamic vinegar
minutes but not longer than 5 minutes; the
3 Tbsp chicken broth
vegetables should be crisp, not wilted.
Optional: add 1 minced garlic clove and 1 Tbsp of flax oil as a dressing

The Complex Chronic Disease Clinic
Good news on this front! A Medical Director has been hired and they are in the process of
finalizing interviews for clinic staff. No opening date has been set, but guesses are it will be opening in
September. The Public Health Authority is planning a news release soon.
The Medical Director will establish the final mode of care and will also be responsible for helping
to educate physicians, especially Family Doctors, on the diagnosis and treatment of ME, FM, Lyme
Disease and the like, using telehealth and other technologies to communities in BC.
The clinic will be using the 2003 Canadian Concensus Criteria for the diagnosis of ME and FM, so
please share it with your doctor and encourage them to make good use of this invaluable information.
Patients will likely need a doctors referral to access this clinic. Keep informed! For updates on the
clinic call Health Services Representatives by dialing 811 for a direct link to Health Care BC.
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Spring Party! Did anyone say party?

It’s time to shed the winter blues and press on to better times.
Come and enjoy the beauty of Lyrica’s garden. We look forward to
seeing you among the spring flowers.
June 13th ~ 2:00 pm ~ 3251 Eldon Place

Summer Event
Come join the MEVA crowd and relax with friends.
August 15th ~ 2:00 pm ~ 1908 Stanley Avenue

All events are pot luck.
For more information go to
me-cfsvictoria.org or call 250-370-2884

Photo Courtesy Tina Griffith

A truly happy person is one who
can enjoy the scenery on a detour.

