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Trial By Error, Continued: Did the
PACE Trial Really Prove that
Graded Exercise Is Safe?
Julie Rehmeyer and David Tuller, DrPH
One of the most important and controversial claims from the
PACE Trial was that graded exercise therapy is safe for patients
with chronic fatigue syndrome (or ME/CFS, as U.S. government
agencies now call it).
“If this treatment is done by skilled people in an appropriate way,
it actually is safe and can stand a very good chance of benefiting
[patients],” Michael Sharpe, one of the principal PACE
investigators, told National Public Radio in 2011, shortly after The
Lancet published the first results.
But to many in the ME/CFS community, this safety claim goes
against the very essence of the disease. The hallmark of chronic
fatigue syndrome, despite the name, is not actually fatigue but the
body’s inability to tolerate too much exertion—a phenomenon
that has been documented in exercise studies. All other
symptoms, like sleep disorders, cognitive impairment, blood
pressure regulation problems, and muscle pain, are exacerbated
by physical or mental activity. An Institute of Medicine report this
year [2015] even recommended that the illness be renamed to
emphasize this central problem, choosing the name “systemic
exertion intolerance disease,” or SEID.
A careful analysis shows that the PACE researchers’ attempts to
prove safety were as flawed as their attempts to prove efficacy.
However, while the trial reports gave enough information to
establish that the treatments were not effective (in spite of the
claims of success and “recovery”), they did not give enough
Continues on page 3

Hello all!
I am very happy to connect with you! The topic I’m hearing
most frequently is people wishing they could go back to a
time when life seemed simpler. The stories are coming from
widows, people challenged by health situations, addictions,
retirement years and also from the empty nesters. Oh the
challenges of life! Change can become so overwhelming.
Panic and fear can set in, but truly all that does is make life
harder. I’ve been there and it doesn’t feel good.
I was talking with a person who went into freeze mode, life
was so big, she couldn’t pay bills, manage shopping for
food and so on. She felt ashamed so she disconnected from
friends and others she loved. This is a common story and I
have likely shared one similar to this before. They feel
defeated and they want to die.
The people I have been discussing don’t have ME. Living
with a debilitating illness is challenging enough, without
adding more stress or worry to life, but still it can creep in
or smack us in the face. I don’t have all the answers, but I
care enough to listen. Being heard without judgment can be
very healing and we can all do that. If you are going
through a tougher than usual time, hang on! There are
happier times ahead!
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I propose MEVA sets up a support group of sorts to promote wellness. Who would like to lead it?
It’s my understanding there is a space available, we just need a leader. I tend to lean toward
reframing life to find value in it. Not getting lost in the hard times, but rather to get free from it. Part
of this process is to get out of denial and into acceptance, so we can lighten our loads, feel less alone
and so on.
The Complex Chronic Diseases Program has posted many good reports from patients attending the
group “Living with Complex Chronic Disease.” Their brand of CBT helps patients work on
acceptance, feelings of being overwhelmed, perfectionism, and difficulties setting boundaries or
respecting personal boundaries. You don’t have to have a chronic illness to find this information
helpful. The patient testimonials can be found at: www.bcwomans.ca/ourservices/specialized
services/
complexchronicdiseasesprogram/news/announcements
The AGM is coming up! Please consider getting involved. We need some fresh ideas and
enthusiasm! If you would like to discuss this please call me at 2503702884
Peace and good will,
Gloria
Editor
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information to establish whether they were
safe (also in spite of their claims). We
simply do not know.
“I would be very skeptical in
recommending a blanket statement that
GET is safe,” says Bruce Levin, a
biostatistician at Columbia University, who
has reviewed the PACE trial and found
other methodological aspects indefensible.
“The aphorism that absence of evidence is
not evidence of absence applies here. There
is real difficulty interpreting these results.”
Assessing the PACE team’s safety claims is
critical, because the belief that graded
exercise is safe has had enormous
consequences for patients. In the UK,
graded exercise therapy is recommended
for all mild to moderate ME/CFS patients
by the National Institute for Health and
Care Excellence, which strongly influences
treatment across the country. In the US, the
Centers for Disease Control and Prevention
also recommends graded exercise.
Exertion intolerance—also called “post
exertional malaise”—presents ME/CFS
patients with a quandary: They want to do
as much as they can when they’re able,
while not doing so much that they make
themselves sicker later. Among themselves,
they’ve worked out a strategy to
accomplish that, which they call “pacing.”
Because their energy levels fluctuate, they
carefully monitor how they are feeling and
adapt their activities to stay within the
day’s “energy envelope.” This requires
sensitive attunement to their symptoms in
order to pick up on early signs of
exacerbation and avoid exceeding their
limits.

But according to the hypothesis behind the
PACE study, this approach is all wrong.
Because the investigators believe physical
deconditioning rather than an organic
disease perpetuated the many symptoms,
they theorized that the key to getting better
was to deliberately exceed current limits,
gradually training the body to adapt to
greater levels of activity. Rather than being
sensitively attuned to symptoms, patients
should ignore them, on the grounds that
they have become obsessed about
sensations most people would consider
normal. Any increase in symptoms from
exertion was explained as expected,
transient, and unimportant—the result of
the body’s current state of weakness, not an
underlying disease.
Many patients in the UK have tested this
theory, since graded exercise therapy, or
GET, is one of the few therapies available to
patients there. And patient reports on the
approach are very, very bad. In May 2015,
the ME Association, a British charity,
released a survey of patients’ experiences
with GET, cognitive behavioral therapy,
and pacing. The results suggested that GET
was far and away the most dangerous. Of
patients who received GET, 74 percent said
that it had made them worse. In contrast, 18
percent said they were worse after
cognitive behavior therapy and only 14
percent after pacing.
The survey is filled with reports similar to
this one: “My condition deteriorated
significantly, becoming virtually
housebound, spending most of my day in
bed in significant pain and with extreme
fatigue.”
Anecdotal reports, however, don’t provide
the proof of a randomized clinical trial. So
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this was one of the central issues at stake in
the PACE study: Is it safe for patients to
increase their activity on a set schedule
while ignoring their symptoms?
In the 2011 Lancet article with the first
PACE results, the researchers reported that
eight percent of all participants experienced
a “serious deterioration” and less than two
percent experienced a “serious adverse
reaction” over the course of the year,
without significant differences between the
arms of the trial.
For patients to have a “serious
deterioration,” their physical function score
needed to drop by at least 20 points and
they needed to report that their overall
health was “much worse” or “very much
worse” at two consecutive assessment
periods (out of a total of three).
To have a “serious adverse reaction,” the
patient needed to experience a persistent
“severe, i.e. significant deterioration,”
which was not defined, or to experience a
major healthrelated event, such as a
hospitalization or even death. Furthermore,
a doctor needed to determine that the event
was directly caused by the treatment—a
decision that was made after the doctor was
told which arm of the trial the patient was
in.
Subsequent “safety” results were published
in a 2014 article in the Journal of
Psychosomatic Research. And this paper
revealed a critical detail unmentioned in
the Lancet paper: the six centers around
England participating in the study appear
to have applied the methods for assessing
safety differently. That raises questions
about how to interpret the results and
4

whether the overall claims of “safety” can
be taken at face value.
Beyond that issue, a major problem with
the PACE investigators’ reporting on harms
from exercise is that it looks as though
participants might not have actually done
much exercise. While the researchers stated
the ambitious goal that participants would
exercise for at least 30 minutes five times a
week, they gave no information on how
much exercise participants in fact did.
The trial’s objective outcomes suggest it
may not have been much. The exercise
patients were only able to walk 11 percent
further in a walking test at the end of the
trial than patients who hadn’t exercised.
Even with this minimal improvement,
participants were still severely disabled,
with a poorer performance than patients
with chronic heart failure, severe multiple
sclerosis, or chronic obstructive pulmonary
disorder.
On top of that, almost a third of those in the
exercise arm who finished other aspects of
the trial never completed the final walking
test; if they couldn’t because they were too
sick, that would skew the results. In
addition, the participants in GET showed
no improvement at all on a step test
designed to measure fitness. Presumably, if
the trial’s theory that patients suffered from
deconditioning was correct, participants
who had managed to exercise should have
become more fit and performed better on
these tests.
Tom Kindlon, a longtime patient and an
expert on the clinical research, suggests that
even if those in the exercise arm performed
more graded exercise under the guidance
of trial therapists, they may have simply

cut back on other activities to compensate,
as has been found in other studies of
graded activity. He also notes that the
therapists in the trial were possibly more
cautious than therapists in everyday
practice.
“In the PACE Trial, there was a much
greater focus on the issue of safety [than in
previous studies of graded activity], with
much greater monitoring of adverse
events,” says Kindlon, who published an
analysis of the reporting of harms from
trials of graded activity in ME/CFS,
including PACE. “In this scenario, it seems
quite plausible that those running the trial
and the clinicians would be very cautious
about pushing participants to keep
exercising when they had increased
symptoms, as this could increase the
chances the patients would say such
therapies caused adverse events.”
Had the investigators stuck to their original
plan, we would have more evidence to
evaluate participants’ activity levels.
Originally, participants were going to wear
a wristwatchsized ankle band called an
actometer, similar to a FitBit, that would
measure how many steps they took for a
week at the beginning of the trial and for a
week at the end.
A substantial increase in the number of
steps over the course of the trial would
have definitively established both that
participants were exercising and that they
weren’t decreasing other activity in order to
do so.
But in reviewing the PACE Trial protocol,
which was published in 2007, Kindlon
noticed, to his surprise, that the researchers

had abandoned this plan. Instead, they
were asking participants to wear the
actometers only at the beginning of the
trial, but not at the end. Kindlon posted a
comment on the journal’s website
questioning this decision. He pointed out
that in previous studies of graded activity,
actometer measurements showed that
patients were not moving more, even if
they reported feeling better. Hence, the
“exercise program” in that case in fact did
not raise their overall activity levels.
In a posted response, White and his
colleagues explained that they “decided
that a test that required participants to wear
an actometer around their ankle for a week
was too great a burden at the end of the
trial.” However, they had retained the
actometer as a baseline measure, they
wrote, to test as “a moderator of
outcome”—that is, to determine factors that
predicted which participants improved.
The investigators also noted that the trial
contained other objective outcome
measures. (They subsequently dismissed
the relevance of these objective measures
after they failed to demonstrate efficacy.)
That answer didn’t make sense to Kindlon.
“They clearly don’t find it that great a
burden that they drop it altogether as it is
being used on patients before the start,” he
wrote in a followup comment. “If they feel
it was that big of a burden, it should
probably have been dropped altogether.”
The other major flaws that make it
impossible to assess the validity of their
safety claims are related to those that
affected the PACE trial as a whole. In
particular, problems related to four issues
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affected their methods for reporting harms:
the case definition, changes in outcome
measures after the trial began, lack of
blinding, and encouraging participants to
discount symptoms in a trial that relied on
subjective endpoints.
First, the study’s primary case definition for
identifying participants, called the Oxford
criteria, was extremely broad; it required
only six months of medically unexplained
fatigue, with no other symptoms necessary.
Indeed, 16% of the participants didn’t even
have exercise intolerance—now recognized
as the primary symptom of ME/CFS—and
hence would not be expected to suffer
serious exacerbations from exercise. The
trial did use two additional case definitions
to conduct subgroup analyses, but they
didn’t break down the results on harms by
the definition used. So we don’t know if the
participants who met one of the more
stringent definitions suffered more setbacks
due to exercise.
Second, after the trial began, the
researchers tightened their definition of
harms, just as they had relaxed their
methods of assessing improvement. In the
protocol, for example, a steep drop in
physical function since the previous
assessment, or a slight decline in reported
overall health, both qualified as a “serious
deterioration.” However, as reported in The
Lancet, the steep drop in physical function
had to be sustained across two out of the
trial’s three assessments rather than just
since the previous one. And reported
overall health had to be “much worse” or
“very much worse,” not just slightly worse.
The researchers also changed their protocol
definition of a “serious adverse reaction,”
making it more stringent.
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The third problem was that the study was
unblinded, so both participants and
therapists knew the treatment being
administered. Many participants were
probably aware that the researchers
themselves favored graded exercise
therapy and another treatment, cognitive
behavior therapy, which also involved
increasing activity levels. Such information
has been shown in other studies to lead to
efforts to cooperate, which in this case
could lead to lowered reporting of harms.
And finally, therapists were explicitly
instructed to urge patients in the graded
exercise and cognitive behavioral therapy
arms to “consider increased symptoms as a
natural response to increased activity”—a
direct encouragement to downplay
potential signals of physiological
deterioration. Since the researchers were
relying on selfreports about changes in
functionality to assess harms, these
therapeutic suggestions could have
influenced the outcomes.
“Clinicians or patients cannot take from
this trial that it is safe to undertake graded
exercise programs,” Kindlon says. “We
simply do not know how much activity
was performed by individual participants
in this trial and under what circumstances;
nor do we know what was the effect on
those that did try to stick to the programs.”
Source: Virology Blog. See the original
article for more links and discussion:
www.virology.ws/2016/01/07/trialby
errorcontinueddidthepacetrialreally
provethatgradedexerciseissafe or
bit.ly/1RlIdQy

YEAR IN REVIEW 2015
FROM SOLVECFS.ORG
• A landmark Institute of Medicine report in February that unequivocally established both the
physiological nature of the disease and the dramatic need for more research funding
• A National Institutes of Health Pathways to Prevention report in June that echoed the IOM
findings and “dignified ME/CFS and those affected, while providing expert guidance to the
NIH and the broader research community"
• A slew of reports in respected mainstream media outlets that finally paid attention and gave
credence to the veracity and gravity of the disease
• An announcement by the NIH that ME/CFS will be given new leadership in the National
Institute of Neurological Disorders and Stroke, be part of a new internal NIH ME/CFS
research study, and be given significantly more funding for research grants
• A complete restoration of the $5.4 million in ME/CFS Centers for Disease Control funding
to the federal budget, which had previously been zeroed out and would have meant the end
of an important multi-year multi-site CDC study on ME/CFS
• A $2 billion increase in funding for the National Institutes of Health in the federal budget,
which has the potential to open up a wealth of possibilities for funding our disease

Cineplex Entertainment in partnership with Autism Speaks Canada is
delighted to present Sensory Friendly Screenings.This program provides a
sensory friendly environment for individuals with autism spectrum
disorder or anyone for whom the environment is suitable and their
families to view new release films in theatres across the country.
These screenings are presented in a lights up, sound down environment.
These screenings will take place approximately every 4-6 weeks on
Saturday mornings at 10:30AM.Ticket price is the child admission price
for any guests attending these screenings.Tickets will be available the
Tuesday prior to the screening date.
The Cineplex Odeon at Westshore Town Centre in Langford is the only
local theatre offering Sensory Friendly Screenings so far.The next show is
Zootopia on Saturday, March 19 at 10:30 am.
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Feeling Beat? Try Beets!
Beet Benefits
Beets have been found to have numerous
health benefits, mainly due to their high
content of nitrates, which our body
converts to nitric oxide (NO), a normal
constituent of our bodies that dilates
blood vessels and improves
mitochondrial efficiency. The result is
lower blood pressure, increased
endurance, lower heart rate on exertion,
lower lactic acid production, less fatigue,
and increased blood flow in the brain.
Beets makes such a significant difference
that elite athletes drink beet juice to
improve their performance and recovery
time. While synthetic nitrate supplements
can be harmful, nitraterich vegetables
like beets are safe and very beneficial.
Athletes like the convenience of drinking
beet juice before training or competition,
beets in any form have the same effect.
Here are some ways to add beets to your
life.

Roasted Beets
From "Vegetables Every Day" by Jack Bishop
Roasting is the best way to preserve the
flavour of beets, and it makes peeling
much easier. After roasting you can shred
the beets for salad, dice and sauté, mix
with shredded potatoes to make cakes, or
simply slice, dress, and eat warm.
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Preheat oven to 400
degrees. Trim all but
the last inch or so of
the stems from the
beets. Wash the
beets well and trim
any dangling roots.
Wrap the beets in
aluminum foil. Place
the beets in the oven
and roast until a metal skewer glides
easily through them, 1 to 1 ¼ hours.
Remove the beets from the oven, open up
the foil, and cool slightly. Discard the foil.
use paper towels to hold the warm beets
and rub them gently to slip off their skins.
(Oo la la!) Prepare beets as desired. One
easy way is to slice into ¼ inchthick
rounds, drizzle with oil and vinegar,
sprinkle with salt and pepper, and serve.
Beet Berry Smoothie
From JustBeetIt.com
1 smallmedium raw red beet, chopped
and peeled
½ cup strawberries
½ banana
1 cup nondairy milk
½ cup (handful) spinach leaves
1 ½ tsp vanilla extract
1 scoop of unflavored or vanilla plant
based protein powder
1 tsp honey (optional)
½ cup ice (optional)

Gently wash the beetroot,
detaching greens from
root. Save beet stems and
beet greens for tasty side
dishes. Peel raw beetroot
and cut in cubes or
quarters. Wear gloves to
avoid pinkstained fingers
and use a nonporous
cutting board. In a high
speed blender, add all
ingredients. Pulse until
smooth. If using frozen
strawberries, smoothie
will be chilled. Add ice if
using fresh fruit and you
prefer a chilled smoothie.
Easy Beet Kvass
Here is a modern take on a traditional
Ukrainian fermented beet tonic, by Brenda
Cosentino, realfoodrebel.com
Chop your beets into ½ inch cubes. Do
not shred as this will cause the beets to
ferment too fast and the result might
produce alcohol instead of lactic acid. I
use a large 2 liter jar but you can use any
size. I fill the jar ⅓ with beets.
1 tablespoon grated ginger
1 tablespoon grated orange peel
1 tablespoon of sea salt
2 probiotic capsules
Filtered water
Place everything in the jar and fill with
water. We leave about 1.5 inches of air
space in the jar. Stir everything together
and then add the probiotics last. Give one
last gentle stir. Cover and let sit on your
counter for 48 hours. We prefer this recipe

with the probiotic capsules
because it reduces the
fermentation time. Many
recipes call for whey but
we stopped using all dairy
and no longer make kefir.
We also make our
sauerkraut with the
probiotic capsules. Once
you have some kvass you
can just use ½ cup to
innoculate your next batch.
Some people will empty
the kvass and refill with
water for a second batch.
This will work but the
second batch will not be as strong. I like
to think that I am worth a fresh round of
beets with every batch.
Why did the people dance to
the vegetable band?
Because it had a good beet!

BEET TIPS
• Buy beets with greens attached, so
you can see how fresh they are. (The
greens are good to eat too.)
• Large beets can be tough. Choose
medium size beets (about 4 ounces
or 100g).
• Keep beets in a plastic bag in the
fridge.They last longer without the
greens.
• The best times for beets are summer
and fall.
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What I Do In Bed
Sarah Wyatt
My dears, I simply must share everything
with you—yes, everything, all the details.
It’s too good to keep to myself any longer.
First, I’m absolutely in love with my new
pillow! I adore it. I never dreamed a pillow
could do so much for me. It’s a buckwheat
hull pillow, which sells for about $100 at
The Good Planet on Fort Street (and
online… but you can try one out at the
store, if you’re curious.)
I had become extremely disenchanted with
my previous pillow, an ObusForme. I
wanted good neck support, and for a few
years it seemed to provide it. But then I was
told I had osteopenia, right around the time
my acupuncturist told me he suspected
some damage to vertebrae in my neck. The
pillow felt good when I lay on my back, but
the foam just didn’t give when I rolled over
onto my side, and if damage was
happening, I suspected that was when.
We all know too much suspicion in bed is
not a good thing. So the ObusForme got the
boot.
I wanted a fresh start, something entirely
new. I tried soft foam, but it let me down
badly.
I looked online (doesn’t everyone, these
days?) and read that the main pillows of
choice for neck comfort were the
buckwheat hull, followed quite closely by
memory foam, and also by one called the
Arc4Life Cervical Traction neck pillow.
With chemical sensitivities as well as ME, I
was not drawn to get more intimate with
things that offgas in the night.
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The buckwheat hull pillow that I came to
know and love has a layer of wool between
me and it. The hulls are light and move
easily to accommodate your contours, but
they may be firmer than one would wish.
So the wool softens the surface, and also
quiets the sound of shifting hulls just
outside your ear.
I don’t have fibromyalgia. Possibly this
pillow would be too firm for those who do.
But if more softness is needed, it might
work to put an extra layer of wool over the
pillow.
But the support, my dears! Well, I mean,
you do have to train it, sometimes several
times a night. It wasn’t born knowing how
to please you. But it will learn. It’s very
accommodating. Imagine my surprise
when I woke up with much less pain and
tension in my neck, my shoulders, and even
my jaw.
Yes, my jaw. It turns out that not only my
neck, but my jaw as well, likes more
support than it was getting. And when it
gets it, it relaxes.
I read an interview with a physiotherapist
once, who said the neck doesn’t really relax
if there’s any give in the pillow, and I think
this is true for me. The stability of a mound
of buckwhat hulls allows it to let go
completely. Try it, darlings.
The buckwheat pillow is the newcomer in
my bed, but I also have some old friends.
One is my body pillow. If you like to sleep
on your side, but end up paying for it with
hip, shoulder or chestwall pain, a body

pillow may delight you, too. (Now, if you
have a spouse or partner, this can be a
problem. Don’t let a body pillow come
between you. Well, I mean, it’s up to you.)
When I have a tension headache, or neck
tension that just doesn’t quit, I may
sometimes replace my pillow with a rolled
up bath towel (depending on how thick it
is, I may not roll it all the way up. See what
works best for you.)
A smaller hand towel, rolled up and
carefully placed behind the waist while
lying on your back, can really help release a
lot of lowback tension. (For more
information on how to use these towels,
check out the book Back Care Basics, by
Mary Pullig Shatz, M.D.)

And of course, the picture really wouldn’t
be complete without a nightmask to block
out light, and ear plugs. I have three
different kinds of ear plugs. Did you know
you can get custommade ear plugs? Very
expensive, but some people feel they block
out more noise and are more comfortable
than any others. I usually prefer normal
foam earplugs, but on nights when my
neighbour is particularly noisy after
bedtime, I do turn to these.
So there you have it, my dears. Now you
know everything. May you, too, swoon
with pleasure every night.
(And honey, if you have some good bed
secrets that you haven’t told us about…
come on. Share. Tell us everything!)

TRY THIS ONE THING FOR BETTER SLEEP
SLEEPING WITH A PET MAY IMPROVE SLEEP
There has been much research on sleeping with a pet.While earlier studies actually
pointed to the negatives of sleeping with a pet (increase in illness by the pet or pets
actually disrupting sleep), a recent study performed by the Mayo Clinic found that sleeping
with a pet may hold benefits when it comes to sleep.
The researchers sampled 150 sleep center patients where 56 percent of them allowed
their pet to sleep with them in the same bed. Of those who slept with their pet, 41
percent reported that their pet did not disrupt their sleep and in fact their sleep improved
as the pet offered warmth, contentment, or relaxation. Only 20 percent reported that their
pet disrupted their sleep.
Some pet owners reported their pet made them feel a sense of companionship, especially
when sleeping alone either due to lack of partner or a traveling partner.
Sources:
www.belmarrahealth.com/try-this-one-thing-for-better-sleep/
www.mayoclinic.org/healthy-lifestyle/adult-health/in-depth/sleep/art-20048379?pg=2
www.cdc.gov/features/dssleep/
thebark.com/content/can-dogs-improve-your-sleep
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Earn Easy Money From Home!
Samantha Flynn
It’s true! You can make money, or at least
save money, just by filling out a few forms
with a whole lot of personal information.
This is not a scam! Honest! Various levels
of government offer rebates, discounts, and
grants to help people with disabilities make
ends meet. The paperwork can be daunting
but there is help, and it is definitely worth
it.

Horizons, Oak Bay Volunteer Services,
Saanich Baptist Church, Together Against
Poverty Society, and the Sidney Shoal
Centre offer tax clinics yearround. Other
community groups also offer similar
programs, so ask around if you need help.
Visit taxaiddabc.com for more information
and handy links.
Registered Disability Savings Plan

Disability Tax Credit
This is the mother lode of government
goodies, not just because of the huge tax
deduction ($7899 for 2015), but also because
it qualifies you for some of the other
benefits listed here. Even if you don’t pay
income tax, it is well worth applying in
order to access other benefits.
To apply for the Disability Tax Credit
(DTC), you must fill out form T2201, which
includes a section for your doctor to check
off and sign. Canadians with a “markedly
restricted” ability to walk (being unable or
taking an inordinate amount of time to
walk, 90% of the time) qualify for the DTC.
Once you’ve qualified, fill out form T1ADJ
to apply the DTC retroactively for up to ten
tax years, if you were eligible during those
years.
You can download or request tax forms
from www.craarc.gc.ca, or by calling 1
8009598281. You can also avail yourself of
the Community Volunteer Income Tax
Program, in which CRAregistered
volunteers help individuals fill out tax
forms. Currently, James Bay New
12

This is perhaps the greatest spinoff of the
Disability Tax Credit. If you qualify for the
DTC and are under the age of 60, you can
set up a Registered Disability Savings Plan
(RDSP) at a participating bank, credit
union, or investment firm. Like a TFSA, any
income earned on investments in an RDSP
is taxfree. Plus (and this is a big plus), the
federal government also pays into your
plan, depending on how much you
contribute.
If you aren’t able to save anything, you will
still receive an annual bond worth up to
$1,000, depending on your income. If you
can contribute to the plan, the first $500 will
be triplematched, and the next $1000 is
doublematched, for a total “grant” of
$3,500 for a contribution of $1,500. You
heard that right, free money! Contribution
room rolls over from year to year, and the
grant and bond are automatically
retroactive back to 2008, when the plan
started, as long as you were disabled and
eligible for the DTC.
Anyone can contribute to your RDSP, so
give your friends and relatives a squeeze.

Contributions up to a total of $200,000 are
allowed. The RDSP begins to pay out at age
60, and you have a choice of various payout
schemes. There are ways to access funds
ahead of time as well, in case of emergency.
For more details, ask your financial planner
or visit www.disabilitysavings.gc.ca or
www.rdsp.com.

RDSP IN B.C.
• B.C. was the first province to sign on
to support RDSPs when they were
created in 2008, which included
ensuring that money held in or paid
out of an RDSP does not affect
people’s income or disability
assistance.
• In 2014, British Columbians held
almost 20% of all RDSPs in Canada,
yet made up only 14% of eligible
Canadians.
• It’s estimated only one quarter of
British Columbians under 50 and
eligible for the disability tax credit
have opened an RDSP.Another
60,000 in this age group could
benefit from opening an RDSP.
• The average value of an RDSP in B.C.
in June 2015 was $20,706, above the
national average of $19,703.
• The total value of RDSPs in B.C. grew
by almost $100 million in the past
year to $415 million. British
Columbians have personally
contributed $148 million to their
RDSPs, leveraging an additional $281
million in federal grants and bonds.

B.C. Fuel Tax Refund
This is another one of those programs that
allows you to access further benefits. As the
name suggests, the B.C. Fuel Tax Refund
returns the provincial tax on motor fuel
(gas or diesel) to you (currently 18¢ per
litre). First you and your doctor must fill
out form FIN 119. Individuals with
“permanent impairment of movement,” or
who are receiving B.C. Disability
Assistance are qualified. Then you must
save your gas receipts for the year, add up
the total number of litres purchased, and
send in form FIN 472 (which is mailed to
you every year—one less form to
download!). Claiming this refund does not
require a doctor’s signature every time, so
the whole refund is yours for the price of a
stamp. Call 18773884440 or visit a Service
B.C. Centre for assistance, or download the
PDF bulletin: www.sbr.gov.bc.ca/
documents_library/bulletins/mft_004.pdf
ICBC Autoplan Disability Discount
If you qualify for the B.C. Fuel Tax Refund,
you are also entitled to a 25% discount on
your Basic Autoplan vehicle insurance.
Sweet! It does not matter if you are not able
to drive the vehicle, as long as you are the
registered owner. All you need to do is take
your letter of approval for the B.C. Fuel Tax
Refund to your ICBC broker. The discount
can be applied retroactively to the effective
date of your BC Fuel Tax Refund, so it pays
to get that set up as soon as possible.
B.C. Transit HandyPass and Taxi Saver
Sticking with the transportation theme,
people with disabilities can have an
attendant ride for free on B.C. Transit and
13

Once you receive your HandyPass you can
use it to let an attendent ride the bus with
you for free. It also entitles you to purchase
one sheet of Taxi Saver vouchers per
month. Each sheet costs $40 and is worth
$80 in taxi fares. The vouchers can be
ordered by mail and used with any taxi
company as long as you show your
HandyPass. It’s best to let them know
ahead of time to make sure they
understand the system. See: bctransit.com/
victoria/riderinfo/handydart for more
information.
Secret Bonus Tip: Free Parking in
Downtown Victoria!
Yup, you heard it here first! If you have a
disabled parking placard (available from
the Victoria Disability Resource Centre,
Beacon Community Services, or the Priory
Hospital), you can get a free hour of street
parking in downtown Victoria. The city has
recognized that there are not enough
disabled parking spots downtown, so
anyone displaying a disability parking
placard is entitled to an hour of free
parking at any street parking space
(parkades and surface lots are not
included). In addition, if you purchase
14

time, you will get an extra hour of parking
for free. This can be helpful when you need
more time or are at a timelimited meter.
So, the next time some rude person asks
why we get the best parking spots, you can
tell them, with a wink, that we get all the
parking spots!

EXCLUSIVE B.C. BENEFITS
Anyone who is receiving BC Disability
Assistance has access to these benefits
as well:
• Annual bus pass for $45: Call 1-866866-0800 or visit: www.eia.gov.bc.ca/
programs/bus-pass.html
• Free camping at provincial parks: see
www.env.gov.bc.ca/bcparks/fees/
disability.html for instructions.
• Discount passenger fare on B.C.
Ferries:This is also available to
recipients of CPP Disability or
anyone with a doctor’s certificate.
Call 1-888-BCFERRY or visit
www.bcferries.com/travel_planning/
disabilities.html

accessibleicon.org

buy halfprice taxi vouchers. There are
several steps involved. First of all you must
register for HandyDart, the accessible
transit system. This may or may not require
a medical certificate signed by a physician.
They’ll let you know after they receive your
application. The application includes the
option to receive a HandyPass, which is a
photo ID card from .B.C Transit required to
use all of the benefits for disabled people.
You must include two passport photos with
your application to get a HandyPass.

A new symbol for disability access has
been proposed. What do you think?

B.C. Disability Assistance Changes:
Earn More, Keep more
Some major changes to BC Disability
Assistance came into effect recently, thanks
to the tireless efforts of disability advocates
including the Disability Alliance and
Planned Lifetime Advocacy Network
(PLAN).
• Starting on Dec. 1, 2015, asset levels
will be increased to $100,000 for a
family with one person with the PWD
designation (up from $5,000) and to
$200,000 for families where two
people have the PWD designation.
• Also beginning Dec. 1, 2015, people on
disability assistance will be able to
receive cash gifts with no effect on
their eligibility for assistance.
• There will no longer be an annual cap
on payments people on disability
assistance can receive from trusts
(current limit is $8,000 per year) as of
Dec. 1, 2015.
• As of Sept. 1, 2015, earnings
exemptions for families with a child
with a disability who receive income
assistance increased from $300 to $500
a month.
• As of Sept. 1, 2015, childsupport
payments became fully exempt for
families receiving income and
disability assistance.
• Earnings exemptions for all
individuals receiving disability
assistance are now calculated on an
annual basis up to $9,600, instead of
monthly, providing greater flexibility

for those whose ability to earn
fluctuates during the year. The
earnings exemption rises to $12,000 for
families with two, only one of which
has the PWD designation, and $19,200
for families where both adults have
the PWD designation.
Some interesting facts:
• There are nearly 550,000 British
Columbians that selfidentify as
having a disability.
• Almost 96,000 British Columbians are
designated Persons with a Disability
(PWD) and receive disability
assistance from the provincial
government. This number has
doubled since 2001.
• Currently, nearly 15,000 people
(16.3%) receiving disability assistance
are also working in some capacity.
• The ministry will provide about $976
million in disability assistance in
2015/16, which is an increase of 162%
from $373 million in 2001/02.
• Government has set a vision for B.C.
to become the most progressive place
for people with disabilities in Canada.
• To achieve this vision, the government
released Accessibility 2024 in June 2014,
a governmentwide 10year action
plan to increase accessibility and
decrease barriers for people with
disabilities. For more information,
visit: www.gov.bc.ca/accessibility
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Membership renewal
It's time once again to renew your support for MEVA. We rely
on memberships and donations to publish InforME, advocate
for people with M.E., and support social gatherings. Join us!

Name: __________________________________________________
Address: ________________________________________________
City: __________________________________ Province: ________
Postal Code: _____________________ Phone: (____)___________
Email (optional): _________________________________________
 2015 Catchup

$ 20.00

 2016 Renewal

$ 20.00

 Donation

$_____

Total enclosed

$_____

 Check if you are interested in volunteering

Please send your cheque to:
ME Victoria
Box 50032
RPO Fairfield Plaza
Victoria, BC V8S 5L8

Find us at mecfsvictoria.org
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