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Lyme Disease
Mary de Lisser
While camping near Courtenay, B.C., in September 2002, I noticed an
expanding bull’s eye rash appeared on my left calf just above the
sock line. In the centre was a clear swollen area with ragged skin
indicating an insect bite. The rash felt hot and tight but did not itch.
The next day I went to a walkin clinic in Abbotsford and was told it
was likely a spider bite and to take Benadryl. I already had mild flu
like symptoms of slight fever, fatigue and body aches. The rash did
not expand further and over 4 weeks completely disappeared. Over
the fall and winter an avalanche of symptoms came on, such as
extreme pain in the soles of my feet, knees, hands, neck, as well as
intermittent headaches, muscle twitching (fasciculations), stiff neck,
sensitivity to light and sound, vertigo, extreme fatigue, and general
weakness. By the spring of 2003 I was in a wheelchair due to the pain
and finally experienced loss of short term memory, difficulty finding
words, slurred speech, hallucinations, and anxiety. Being unable to
work, I spent time searching my various symptoms online to no avail
until one day I actually followed a link to Lyme disease and saw a
photo of the distinctive rash Erythema Migrans (EM) or bull’s eye
rash. Some further sleuthing led me to a now defunct website Lyme
Borreliosis in B.C., and after a conversation with the gentleman who
ran it I was referred to Dr. Ernie Murakami of Hope, B.C. Within
days I was in his office, clinically diagnosed with Lyme disease and
Babesiosis, and began high dose long term antibiotic treatment
immediately. Treatment lasted a total of 15 months ending with far
less than 100% recovery which is common with 3rd stage Lyme
Borreliosis, and I have been declared permanently disabled since
2005.
Information on Lyme disease and coinfections in 2003 was available
online in Canada, though spotty and not as comprehensive as it is
now. The U.S. was the best source for
Continues on page 3

Greetings to you all!
I am thankful to be writing to you and being a part of your day.
We have had a beautiful summer here in B.C. We had one full
month of sunshine before the rain touched down on the thirsty
earth. Lately I have been hearing people talking about the arrival
of fall and how it’s getting them down. My response to this is,
”there are no health benefits to worry and dread.” It will not add
a day to your life or solve any perceived problems. Let’s live
today and let tomorrow take care of itself. The rains will fall, but
let’s keep on the sunny side of life.
The Complex Chronic Diseases Program Opening Day is set for
September 12, 2013, from 2:00 to 4:30 p.m. I emailed this
invitation to our members and it went viral! Good news really
does travel fast. I found out later that seating was going to be
limited to 50 people, but due to the great response from the
patient community, more will be welcome. If you plan to go, you
must RSVP; this will ensure you will have a seat. If you want to
carpool, please contact me at gmgray@hotmail.com or 250370
2884. Look inside for more details.
The position of President of M.E. Victoria Association is still
waiting to be filled. This is a great opportunity to develop
leadership skills or keep up the skills that have developed over
your lifetime. I will walk along side of you and support you if
you like.
Thanks to the MEVA Executive for the leadership they have
given and continue to give! Lyrica’s summer party was a great
success! The garden was gorgeous, with the help of her dad
Henry Sherwood.
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Please take some time to note Bob Ashforth’s generous donation
of time, even though his health was failing. He was a kind soul,
who taught me much. One year when I was in search of a
publication producer, I was introduced to Robin Ashforth, Bob’s
daughter. She told me that she knew someone who would be perfect for the job and he was.
I hope you enjoy the fall lineup! Thanks to all of you that contributed articles, pictures and recipes. The
chicken recipe was highly recommended by a home economics teacher and I have had the good fortune
to taste many renditions of Wilma’s muffin recipe. Bon appetit!
Thank you for your continued patience… getting beyond fatigue, pain and brain fog to create this
publication can be a labour of love. If you are reading this letter, please feel loved. I am delighted every
time I finish one and sometimes it is a mystery to me, whether it’s going to happen. Enjoy!
May you find peace and hope in your journey to best health.
Gloria Gray
Editor
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good reliable information and tips to help the
Lyme patient through treatment. Canada
now has a nationwide support system for
people suspecting or newly diagnosed.
My treatment with high dose antibiotic
combinations began with 500 mg
Clarithromycin BID and 500 mg
Metronidazole BID. A few months later I was
taking Quinine and Metronidazole to clear
Babesiosis which is a protozoan pathogen
similar to malaria. From then on the
antibiotics were switched periodically to
avoid resistance. Treatment was ended with
60 days of intramuscular injections of
Rocephin. As I had plateaued at this time,
though not recovered, Dr Murakami ended
my treatment in late 2004. Fast forward to the
present: I have relapsed and am back on high
dose antibiotics which provoked a
Herxheimer reaction clearly indicating
spirochete dieoff and an exacerbation of
existing symptoms plus a few new ones.
Intravenous antibiotic treatment is to begin
June 24 for an estimated 36 months ordered
by and administered by a naturopath in
Maple Ridge.
Immediately following Dr. Murakami’s
clinical diagnosis, I was tested in B.C. by
ELISA, results negative. As the diagnosis of
Lyme disease was not acceptable to my GP, I
was then sent on the specialist rounds: 2
rheumatologists, 2 neurologists, 1 podiatrist,
1 psychiatrist. Because my ELISA test was
negative, the infectious diseases specialist for
my area refused to see me. Of the specialists I
saw, the only one who showed any
knowledge of Lyme disease was one
neurologist in Abbotsford who told me my
symptoms could indicate Lyme. One
Rheumatologist in Chilliwack terminated the
appointment at my mention of Lyme disease

and showed me the door claiming she had a
sudden headache. The usual comments I
heard from doctors are: there is no Lyme
disease in B.C., Lyme disease is a myth, hard
to get and easy to cure, that they didn’t know
anything at all about Lyme disease. A less
than professional attitude shown to me were
smirks and laughter. At the time, I was
unaware that doctors who clinically diagnose
and treat Lyme disease and coinfections are
at risk of having the College of Physicians
and Surgeons of B.C. (CPSBC) come after
them. As of this writing, June 2013, there is
not one doctor in all of Canada who can
openly diagnose and treat tickborne diseases
without threat from the College of their
respective province. On a good note, several
years ago naturopaths in B.C. were given
antibiotic prescription privileges and have
become the goto doctors for anyone
suspecting or knowing they have Lyme.
Even more recently, 2 naturopaths in the
Vancouver area are also able to give
intravenous antibiotic treatment which is
more effective, easier for the patient to
tolerate and of shorter treatment duration.
Dr. Murakami was forced to retire in 2008
due to unrelenting daily harassment in his
office by CPSBC. Two other Lymeliterate
medical doctors (LLMD) in Ontario and
Nova Scotia experienced the same thing
since. There are GPs who are knowledgeable
and can clinically diagnose and treat but they
seldom, if ever, take anyone outside their
existing patient pool, and they often do not
chart the word ‘Lyme,’ instead using
tentative diagnosis of unknown bacterial
infection to remain under the CPSBC radar.
Annual confirmed cases of Lyme disease in
the U.S. are about 30,000 per year with CDC
reporting an error factor of 10–12, which
means over 300,000 cases per year. Canada
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reports about 100 confirmed cases per year
which clearly shows a disparity as most of
the population lives on or near the border.
Lyme disease was declared endemic in the
Lower Mainland, the Fraser Valley and the
Kootenays in about 1992, but lack of
education in medical schools and continued
pressure from CPSBC results in many people
reaching 3rd stage before hearing about Lyme
disease and becoming forced to be proactive
with their condition. Most turn to U.S.
private state accredited labs and pay out of
pocket for sensitive Western blot testing and
until B.C. naturopaths were an option, forced
also to seek diagnosis and treatment by Lyme
specialists in the U.S. at enormous cost. It’s
common for Lyme patients to lose house,
spouse, and job, with or without paying for
treatment themselves. Many are too sick to
travel for treatment, many are misdiagnosed
with MS, Lupus, ALS, arthritis, Crohn’s, etc.,
and left to languish, and some are treated for
conditions they don’t have with dangerous
medications such as Tysabri for MS.
Lyme disease and coinfections such as
Babesiosis, Bartonella, and Rocky Mountain
Spotted Fever, are still seldom considered in
the differential diagnosis without a positive
ELISA test result. While Lyme disease deaths
are long and protracted events, suicide is
prevalent. Rocky Mountain Spotted Fever is
seldom heard of west of the Kootenays but
can be quickly fatal without prompt
adequate treatment.
Canada has blindly adopted the Infectious
Diseases Society of America (IDSA) corrupt
and faulty guidelines which is the root cause
of the problems in Canada. Add to that the 2
tiered testing—ELISA first and then
confirmed by Western blot—the lack of
physician education, lack of public
awareness, and harassment by CPSBC, and
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the perfect storm has resulted in B.C. and all
of Canada. Lyme disease and coinfections
are not rare, not hard to get, and not easy to
treat, unless caught before fully
disseminated. The bull’s eye rash does not
appear in 80% of cases, as commonly
thought, but more likely in about 30%. Not
every case of Lyme produces the rash and
many rashes are in locations on the body
such as in the head hair, groin, back and
other hard to see areas. One last problem is
duration of treatment recommended by
IDSA guidelines and Public Health Agency
Canada (PHAC)—that 30 days of antibiotics
is all that is necessary—results in poor
outcomes, particularly as coinfections are
usually involved and must be treated
separately.

LYME DISEASE
BEWARE OF THE "BULL’S EYE" RASH!
Lyme disease is caused by bacteria called
Borrelia that are found in infected ticks.Ticks
carrying Lyme disease have been found in
many areas throughout B.C., and are most
often found in southern B.C. including
Vancouver Island.
Lyme disease-transmitting ticks are tiny, and
they live on small mammals in grassy and
wooded areas.They are also carried by
migrating birds, such as robins. Deer, mice,
squirrels, and dogs can all carry ticks.Ticks can
also attach to people. Once attached, they
feed off the blood of the carrier (e.g. person,
animal, bird).
Prevention is the key.Wearing long pants with
socks and using DEET repellent may help
deter tick attachment.
A symptom of early Lyme disease can be a
skin rash (not always present) that spreads
out from where the tick bite was, or, one or
more rashes may occur away from the tick
bite site. Other common symptoms may
include:
• Fever
• Headache
• Fatigue
• Muscle and joint aches/pain/weakness
• Weakness/twitching of the muscles of the
face
• Brain dysfunction
Most early cases of Lyme disease can be
treated successfully with a course of
antibiotics, especially if caught early. If Lyme
disease is not treated early, it can become
chronic and affect the joints, the heart, and the
nervous system and be much more difficult to
diagnose and treat.

Fatigue 101
Wilma Housty
Dear Tired Friends,
I would like to share with you a little that I
have learned about fatigue. First of all, allow
yourself to feel the feelings of exhaustion
rather than fight against them. If you spend
your time pushing yourself or forcing
yourself to do activities that took little effort
when you were healthy, you will have no
reserve of energy to experience what will
bring you connection, joy and comfort. There
are important moments each day that
necessitate that you draw upon your
precious energy cache to engage in simple
ways with the people you love and care
about and to meet your most basic, personal
needs. There are fatigue days where you
only have enough energy to engage in a
simple conversation with a family member
or friend and take a few trips to the
bathroom.
As much as possible, try not to be fearful of
fatigue. Yes, it is scary when you make
comparisons about what your body was able
to do and what it cannot do now in the midst
of a fatigue flare. It is important to
acknowledge the frightfulness, but also to let
go of that fear—just as you would another
emotion! Fear can hold you prisoner and
needlessly rob you of more energy if you
allow it to consume your life.
There are many different types of fatigue,
and these categories represent a few
examples:
MOLASSES DAYS: On days like this, fatigue
feels as if it glues your body to your bed.
Even the thought of the amount of effort that
it will take to get out of bed is overwhelming
5

and holds you captive. It takes great courage
and desperate biological needs to stick your
feet over the edge of the bed, plant them on
the floor, push up and flounder to the
bathroom. Then you are forced to face the
heavy “demands” of brushing your teeth,
drinking some water, and eating something
cold! Taking a shower, real food preparation
and cooking, washing dishes, changing into
fresh pajamas—those enormous “tasks” have
to wait until another day when molasses
fatigue subsides.
SNAIL DAYS: This kind of day allows you to
take care of most of your basic living needs
(i.e. bathing, eating, washing dishes, etc.) at a
slow pace interspersed
with long rest periods
between each activity.
The day is accomplished
methodically and with
careful thought about
balancing each task/rest
period to avoid over
extending yourself.
WHISPERING MURMURS DAYS: This type of
fatigue is something like listening to white
noise. The fatigue is present, but it is not
overwhelming nor is it relentlessly
demanding like a “molasses day.” On a
“whispering murmurs” day you can learn
new skills to help yourself. For example,
complete tasks by doing them in smaller
components. Laundry can be done over
several days rather than in hours. Wash and
dry a load one day, fold the clothes another
day, and put the clothing away on a third
day. This allows you to do one or possibly
two tasks, errands, a visit, or outing that
requires driving yourself. (Remember
driving is a major drain on energy and con
centration.)
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SLASH & BURN DAYS: This type of fatigue is
like a gardener boldly and ruthlessly
weeding and pruning in the garden. You
start your day feeling good—as if you are
ready to live life with some excitement! For
example, you wake up planning to go to a
movie or organize a gettogether with a few
friends at your home. You are happy and
feeling all is well UNTIL the event is over
and you discover that you feel like hell. All of
your energy mysteriously vanished! Zippo…
it is GONE! After this type of day, hold on to
the happiness that you experienced rather
than wallow in the misery of losing your
energy and the momentum.
DEFLATING BALLOON DAYS: This final
example of fatigue slowly deflates and
dissipates your energy and strength
continuously throughout the day. You plan,
organize, and accomplish all or most of your
goals while your energy levels gradually
decline throughout the day. You end the day
feeling successful and grateful for all of your
accomplishments even though you are
happily tired. Aaah! Life is good!
It is most important to try to be patient, kind,
and loving toward yourself through each
type of fatigue. No matter what type of
fatigue you are experiencing, try to do at
least one or two activities a day that bring
you joy. For instance, sit on the patio in the
sun with a cup of tea. Reminisce about your
family times while relaxing in a comfy chair.
In other words, take delight in the smaller
things of life.
I wish you strength and inspiration as you
practice the discipline of the virtues of
hopefulness, patience, steadfastness,
appreciation, moderation, gratitude, and
grace as you tackle the pitfalls, conundrums,
and quagmire of fatigue.

On Demand and Interactive
Samantha Flynn
There's a saying that we're not human
"doings" but human "beings." That's a good
thought if you are so busy with work, family,
and other commitments that you barely have
time to think. But if you have a disease like
M.E., you are probably fed up with just being
and would rather have a little more "doing"
in your life. The Internet is one place where
you can do a lot of interesting things without
expending much energy, or even getting out
of bed!

collections of documentaries that I won't
bother listing them here. Just do a web
search for "watch documentaries online." If
one site doesn't have what you're interested
in, try another. I will mention one site of
interest to Canadians: the National Film
Board. Most of us probably grew up
watching NFB films, and you will find plenty
of old favourites and great new docs among
the 1700 films they have online.

A Feast for the Eyes

WATCH THE WEB ON YOUR TV

For starters, there is a world of entertainment
available for free online and on demand (i.e.
whenever you want it). This is a real boon for
disabled people on a tight budget who might
not be able to afford cable or satellite TV.
Movies, series, documentaries, sports,
music—it's all there. It's just a question of
finding it. One of the first places to go is
YouTube. Apart from being the world's finest
repository of cat videos, it harbours a
boatload of movies, documentaries,
television programs, and musical
performances of all kinds.

Watching a movie on a computer
screen, even a laptop, is not ideal. If
you'd like to watch web videos on your
TV, it is possible with the right
equipment.What you need is a video
card in your computer with an HDMI
output, an HDMI cable (cheap at
Amazon, ridiculously expensive in
stores), and a TV with HDMI inputs.
Most newer TVs and computers will
have HDMI ports.
Connecting your computer and TV is
easy—just plug in the cable.The tricky
part is telling your computer to send a
signal to the TV. This depends entirely
on the software that runs the video card
on your computer. It may automatically
detect the TV and figure it out on its
own, or you may have to tell the video
software to duplicate the display and
send it to the TV. If you're not sure how,
just Google it!

Most traditional broadcasters now offer some
of their programs in their entirety on their
websites. Try the Knowledge Network for
something brainy, or the Comedy Network
for a few laughs. Sports fans can find entire
games or competitions streamed online,
either live or on demand, at TSN, Sportsnet
and CBC Sports.
If you like documentaries, you're in luck
because the Internet is loaded with them. In
fact there are so many sites hosting
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Listen In
If you're feeling too tired to watch TV, then
perhaps podcasts are for you. As I mentioned
last time, podcasts are audio files uploaded
online for others to hear. Many of these are
amateur efforts by ordinary people, but
broadcasters and other organizations also
produce podcasts of a very high quality. In
particular, public radio broadcasters all over
the world often have podcasts available on
their websites, sometimes in English as well
as their own languages.
If you are interested in a particular country,
find their national public broadcaster online
and see if they have any podcasts you can
subscribe to. It's a nice way to learn about
other places and hear news we don't get over
here. Of course the CBC, both French and
English, has many podcasts available to
download. My favourite is Spark, which is
about (guess what!) technology and how it
affects society. The BBC also produces many
excellent podcasts.
So, how does one listen to these audio
wonders? If you want to listen on an Apple
device, the easiest thing to do is to use iTunes
to search for podcasts, subscribe to the ones
you want to hear, and either play them or
transfer them to your iPod. PC users can
download free "podcatcher" apps such as
Miro and Juice to do the same thing. If you
have a tablet or smart phone, your app store
should have a podcatcher
for your device. And if
you're oldfashioned like
me and use an mp3 player,
the software that came
with it may allow you to
subscribe to and manage
podcasts, though it may
not have a directory or
8

search engine built in. In that case you will
have to find the web address of the podcast
you want to listen to (look for an "RSS" link
or button) and enter that into your software.
All of these applications will automatically
download new podcasts and delete the ones
you've already listened to. Once you have it
set up you'll be able to choose a podcast that
suits your mood, lie back, and enjoy.
I can't leave the subject of listening without
mentioning audiobooks. Our wonderful
library system has many audiobooks
available to borrow and download for free,
and many more are available from LibriVox
(which I will mention later). The GVPL and
Librivox websites can explain how it works
better than I can, but I highly recommend
checking it out. There's nothing like having a
highly skilled reader telling you bedtime
stories.

Explorations
Have you ever wanted to travel up the
Amazon? Visit the Louvre? Celebrate
Christmas at St. Peter's Basilica? No problem!
You can do it all online. Sure, it's not the
same as being there. You won't have to pay a
fortune, spend an eternity in lineups, and be
crushed by crowds. But if you don't mind
missing out on those experiences you can get
a lot out of virtual travel.
Virtual travel takes a variety of forms, from
traditional travelogues
with photographs to
virtual tours and travel
videos. Many museums
and historical sites offer
virtual tours, where you
can virtually walk through
rooms and look at exhibits
by clicking, scrolling, and

dragging your mouse around. This usually
requires special browser plugins, such as
Quicktime and Java. If you don't already
have them, the website will instruct you how
to download and install what you need.
If you prefer to get out and about, you can
use Google Maps or Google Earth to travel
anywhere and look around, from above or at
street level. While Google Maps Streetview
allows you to "walk" anywhere and look
around, Google Earth is a much richer
experience, including scripted tours and
added "layers" of information with
multimedia content. For example, in Google
Earth you can "fly" through the Grand
Canyon or see Rome as it was in ancient
times. If you want to go way out and about,
try Google Moon, which lets you explore the
moon in 3D. Not far enough? Yes, there is
Google Sky too.

As for what lies beyond the heavens, even
Google can't go there (yet), but you can still
explore spirituality online. More and more
houses of worship are broadcasting services
on the web, and there are numerous
meditation sites with imagery and music to
help you relax and connect with what is most
important to you. YouTube is also chock full
of inspirational talks and guided meditations
from every tradition you can imagine. The
web really can take you anywhere from here
to eternity.

The Wisdom of the Crowd
One of the most interesting developments in
internet culture recently is the growth of
crowdsourcing. Crowdsourcing just means
asking a bunch of people to do some small,
simple task online. Usually it involves a
public or nonprofit organization asking for
help with a project that is far too big for them
to do on their own, but when broken up into
many tiny pieces can be completed by the
online community in no time flat. Many
clicks make light work.
If you're like me you probably use the most
famous crowdsourcing project on a daily
basis: Wikipedia. Anyone can edit Wikipedia
articles, even without a Wikipedia account,
though your edits are more likely to be
accepted if you log in and participate in the
community. There are still many gaps in
Wikipedia (such as the pages on Victoria
neighbourhoods), so if you have any kind of
specialized knowledge, check those pages
and see if you can fill in the blanks.
As massive as Wikipedia is, it is only the tip
of the crowdsourcing iceberg. New projects
keep finding creative ways to combine
simple tasks into really important cultural
and scientific work. One of my favourites is
Distributed Proofreaders (and Distributed
Proofreaders Canada). This group with the
inscrutible name takes scanned, public
domain books and converts them into
ebooks, one page at a time, and sends them
to Project Gutenberg, which catalogues and
stores them for anyone to read and
download. Users can pop in at any time,
proofread or format as many pages as they
like from any book they like, and when it's all
put together a torrent of free ebooks comes
out the other end. That is the magic of
crowdsourcing.
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LibriVox is another bookrelated
crowdsourcing project, but instead of ebooks
it produces audiobooks read by volunteers
and freely available for anyone to download.
Some books are recorded by a single person,
and others are a group effort. It is an
interesting experience to listen to a book read
by a different voice each chapter. The quality
of reading certainly varies, but the challenge
is there: if you think you can do better, go for
it! A lot of visually impaired people depend
on LibriVox for books so it's a nice project to
contribute to.
If you have artistic leanings, you might like
Your Paintings Tagger, where you look at
beautiful works of art owned by public
institutions in the UK and assign "tags,"
words that describe their content and subject.
The idea is to make the paintings searchable
so that if you want to see all the paitings
with, for example, boats, you can find them
in seconds instead of having to look through
all 200,000 paintings in the collection. Just a
little bit of work by a whole lot of people can
have really powerful results.
A special corner of crowdourcing is called
"citizen science," which lets ordinary people
participate in scientific research of all kinds.
One of the oldest citizen science projects is
Foldit, where you help biochemists discover
the three dimensional structure of proteins
by experimenting with
different ways of folding
them. That may not
sound too exciting, and I
haven't tried it myself,
but I've heard that it is
actually quite fun and
addictive. The success of
Foldit has let to many
other citizen science
projects, from something
10

as simple as classifying the shapes of galaxies
(Galaxy Zoo), to making detailed nature
observations in your own back yard (Project
Noah).
The nice thing about crowdsourcing is that
you can do as little or as much as you like,
with no deadlines or time commitments. This
seems almost tailormade for people with
M.E. Depending on your level of brain fog
you can choose simple tasks or something
more complicated, and there are so many
crowdsourcing projects now that you're sure
to find something enjoyable. It's a good
feeling to be able to contribute in a real way
to important work despite having a
disability.

Brain Food
Neuroscientists tell us that the brain is a very
responsive organ, growing if we make
demands on it, and, sadly, shrinking if we
don't. It is especially important for people
with M.E. to exercise their brains in order to
hold on to what funtionality we have and
ward off dementia later in life. The Internet is
a great place to stretch your brain and enjoy
doing it.
One of the best brain exercises is chess. It has
been found to be far more effective at
strengthening memory and concentration
than crossword puzzles or any other activity
besides playing a
musical instrument. It's
also an ideal game to
play online. There are
several large chess
communities online,
some which charge a fee
and attract top players,
and free sites that
anyone can join. The

appropriately named Chess.com is a good
site to start with, and includes tutorials and
exercises for beginners. You can play the
computer or challenge another member to a
game, and the game can either take place
"live" as though you were playing in person,
or in correspondence mode, where you get
an email when it's your
turn. Every game is
tracked so you can see
your progress over time.
Almost as good as chess
for the brain is learning a
language. It is highly
recommended as an
activity to preserve brain health, and it's
quite interesting too as you can learn a lot
about another culture while learning their
language. There are many, many free
websites where you can learn a language
(including Mango, offered through the
Greater Victoria Public Library website), but
there is one that stands above them all:
Duolingo. Duolingo is really a combination
of online learning and crowdsourcing, and
they've made it fun by using video game
style scorekeeping and appealing graphics.
One of the exercises involves translating
sentences from foreign web pages into your
mother tongue. Users then vote on the best
translations, and the result is a translated
web page that is now available for more
people to read. One of the reasons Duolingo
was created was to make the web more
accessible to people from different countries
by both translating text and teaching people
a new language. Users rave about it and the
studies that have been done so far have
shown that Duolingo is far more efficient
than other methods for learning a language
and also produces translations as good or
better than professional translators can

produce. It's a fantastic example of the
potential of the Internet.
Apart from languages, you can study just
about any subject online by taking a
MOOC—a Massive Open Online Course.
Massive means thousands of people can take
the course at the same time, and Open means
free of charge. Lest you
think they can't be very
good if they're free,
prestigious universities
such as Stanford,
Harvard, and Princeton
run MOOCs with
hundreds of thousands of
students. MOOCs usually consist of video or
audio lectures and written course materials,
with assignments and exams marked by
peers or by computer in the case of multiple
choice tests. Coursera and edX are two of the
most prominent organizers of MOOCs, and
they offer certificates of completion, for a fee,
if you want something to show for all your
hard work.
MOOCs are hot right now (the New York
Times declared 2012 to be "The Year of the
MOOC"), but they are only one part of the
much larger Open Educational Resources
ecosytem, which aims to make quality
education available to anyone on the planet.
This includes open textbooks and open
courseware which can be downloaded and
studied at your own pace. (And if you've also
done Duolingo you can help translate more
open textbooks!) There really has never been
a better time to learn than now.
As always, links to all the websites
mentioned here can be found on the Tired
Techie blog (tiredtechie.wordpress.com) as
well as other articles on how M.E.ers can get
the most out of the web. Happy surfing!
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Recipes
Wilma’s Banana Oatmeal Muffin
Recipe
From Company's Coming: Muffins and More
by Jean Paré.
1 ½ cups flour of choice (she uses spelt
flour)
1 cup rolled oats
1 tsp baking soda
½ cup sugar (or not)
½ tsp salt
2 tsp baking powder
¼ cup milk
1 cup mashed bananas
Mix dry ingredients in a large bowl. In
another bowl beat eggs until frothy. Then
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mix in oil, milk and bananas until
moistened. Either grease muffin tins or use
paper baking cups. Bake at 350 degrees for
20–25 min. You can also add a handful of
coconut, dates, nuts, etc., to your recipe.
You can freeze them and take them on
outings to give you a burst of energy.

Tender & Juicy Melt In Your Mouth
Chicken
½ cup Parmesan cheese
1 cup plain Greek yogurt
1 tsp garlic powder
1 ½ seasoning salt
½ tsp pepper
Spread mixture over chicken breast and
bake at 375 degrees for 45 min.

Calgary May 12 th Awareness Day Webcast
Dr. Eleanor Stein
This event was a partnership between my
office and Self Connection Books, a local
independent bookseller
The first presentation is by Janet Sperling,
MSc, Lyme researcher and CanLyme board
member. Janet lives in Edmonton, Alberta.
She spoke on the BC Complex Chronic
Disease Clinic and on testing for Lyme in
Alberta. She also presented some of her own
research on the mindnumbing complexity of
tick ecosystems.
The next presentation is by Andreas
Kogelnik, Founder of the Open Medicine In
stitute, and Infectious Disease specialist in
Mountain View California. He talked about
the Open Medicine Institute concept. The last
part of Dr. Kogelnik’s talk was cut off due to
a lost internet connection.
The third talk was by Lucinda Bateman MD
an internist, M.E./CFS and FM clinician in

Salt Lake City, Utah. She presented the
research of Alan and Kathy Light, her
collaborators from the University of Utah
and a comprehensive yet elegant clinical
approach to M.E./CFS. To view the webcast
go to eleanorsteinmd.ca/news and scroll
down to the May 14th entry. Each of the
three talks is separate. Click on the ones that
interest you.
We are considering future webcasts and need
input about whether there is sufficient
interest. If you are interested to participate
in future educational events by webcast,
please complete the very short survey at
surveymonkey.com/s/V7N93WS to let us
know your preferences and ideas. This
weekend I will post my August Newsletter
which contains summaries of four new
research articles on Fibromyalgia.
—Dr. Ellie Stein espc@eleanorsteinmd.ca
(please note my email has changed recently)

A Research Study on Osteopathy and M.E.
Jenny Trost
A research study is underway on osteopathy
and M.E. What is osteopathy? Despite the
name, it is not just about bones. A manual
osteopathic practitioner can treat any part of
the body whether it is bony, myofascial, vis
ceral, or cranial. Basically, it’s about finding
what isn’t moving, inviting it to move, and
trusting the body to heal itself. The body has
an inherent selfhealing mechanism, and in
M.E. this capacity is compromised.
Osteopathic treatment can help restore this
selfregulating function.

The concept of homeostasis, or balance, is
much more complicated than it sounds. In
health, the body is continually shifting
between action and rest. This is a fluctuating
state that involves all body systems and it is
regulated by the autonomic nervous system
(ANS). Because all body systems are
affected, dysfunction in the ANS can show
up in a myriad of ways. This is why M.E. has
so many faces, and is itself a fluctuating
condition.
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An osteopath in the UK, Raymond Perrin,
was awarded a PhD for the research he has
done on M.E. The primary focus of his
treatment protocol is the sympathetic
nervous system (SNS), a division of the ANS.
The SNS is the link between chronic postural
spinal dysfunction, lymphatics, and vitality.
There are some talks by Perrin on YouTube.
The purpose of this study is to measure the
effect of osteopathic treatment on individuals
living with M.E. Two questionnaires will be
used as measurement tools—one on quality
of life and the other on symptom severity.
Each participant will be required to fill out
the questionnaires three times.
There will be 2 groups in the research study.
Group 1 is tested, treated 4 times, tested,

treated 4 times, and tested again. Group 2 is
tested, left alone for 4 weeks, tested, treated 4
times, tested. Participants in group 2 then
receive 4 more treatments that are not part of
the study. All participants receive the same
number of treatments.
This is not a cookbook procedure. All
participants will be treated individually
based upon their particular symptomatology
and constitution. There is room to treat both
the root cause and presenting complaints.
Special care can also be given to those who
are more sensitive. Osteopathic care can be
very gentle indeed.
Treatment of participants in the study begins
this fall. Contact information can be found in
the notice printed in this newsletter.

PARTICIPANTS NEEDED FOR RESEARCH STUDY
ON THE EFFECT OF OSTEOPATHIC TREATMENT ON INDIVIDUALS LIVING WITH M.E./CFS
Osteopathy is a gentle, hands-on therapy that treats the whole person.
In this study, emphasis is placed on the role of the autonomic nervous system in health and
disease.All body systems are assessed and treated to restore normal mechanics and assist
the body’s return to optimal function.
The researcher, Jenny Trost, trained originally as an acupuncturist. Years later, she became
fascinated with the autonomic nervous system and pursued trauma training in the form of
Somatic Experiencing. More recently, she has completed 5 years post-graduate studies
towards a Diploma in Osteopathic Manual Practice from the British Columbia School of
Osteopathic Manual Practice. This research study is the completion of her osteopathic
training.
8 treatments are offered at no charge.
For further information, and to find out if you are eligible, contact Jenny Trost:
250 891 2391 — trost4@gmail.com
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Robert (Bob) Ashforth
October 2, 1930 – July 26, 2013
Born and raised in Toronto, Bob was a long time
employee of Manulife Financial in the Public Relations
Department. Bob was a shy, private man with a won
derful, dry sense of humour. He was a talented writer,
wordsmith, poet, and piano player. On retiring in
Victoria in 1988, Bob worked on a volunteer basis,
expertly writing and editing books, newsletters, and
bulletins for a number of wellknown nonprofit
organizations including the Royal B.C. Museum. Bob is
survived by his wife Bev and his three children, Robin
Ashforth (Gerry Thompson), Greg Ashforth (Melissa
Staples), and Leigh Wilson (Andy Wilson) as well as six
grandchildren, Garret and Ryan Marcellus, Mason and
Dylan Ashforth, and Spencer and Sydney Wilson (his
favourite and only granddaughter).
Dear Bob,
You were a blessing to M.E. Victoria Association. You were faithful to help me with the InforME
Magazine from 2004 to 2009. You were a good teacher and I have missed you and all the
exchanges we have had. You cared about our organization, so much that as you were letting go of
volunteer positions, you continued to stay with us until you were ready to move onto another
chapter in your life. You were a darling man and I appreciate you and your professionalism,
perfectionist ways, caring demeanor, dedication, and humour. We had some fun conversations
about what is funny, and I remember our opinions differing at times, which was part of the
humour. So long Bob, have fun tickling the ivories in the heavens and eating the best chocolate all
of creation has ever tasted. You were good to me and that warms my heart. Thank you.
Gloria

Upcoming Event
Please join us on October 23 rd at 2:00 p.m.
at 1422 Lang St. for a potluck social.

Find us at mecfsvictoria.org or 2503702884
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