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Gold medallist
Simon Whitfield is
MS Ambassador

Twenty-five year old Canadian triathlete and
Olympic gold medallist Simon Whitfield has agreed to
be an MS Ambassador for the Multiple Sclerosis
Society of Canada.

Mr. Whitfield, who won the gold medal at the
Olympic Summer games in Sydney, readily accepted
the Society’s invitation. He sees our mission—to be
a leader in finding a cure for multiple sclerosis and
enabling people affected by MS to enhance their quality
of life — as near to his heart.

MS has affected the life of his uncle Hugh Ames
for more than 20 years. Mr. Ames lives in a Kingston
continuing care hospital and uses an electric wheelchair
which he controls with head movements.

“Heisincredible,” said Mr. Whitfield, who de-
scribes hisuncle as one of the most inspiring people he
has ever known. “Coping with his MS, he runs an
Olympic triathlon everyday. Any hardship or obstacle
I face, pales in comparison.”

MS Awareness Month

May is MS Awareness Month, the time to remind all
Canadians that “MS lives here”. Join in the many
awareness activities by
contacting your chapter
or calling your division of-
fice at 1-800-268-7582.

The MS Carnation
Campaign takes place on
May 10, 11 and 12.

Simon Whitfield, right, with his uncle, Hugh Ames.

Although there is no known cause or cure for
MS, advances in research and treatment are giving
hope to people with MS — something Simon Whitfield
hopes to do as well.

“Simonis an inspiration to many Canadians, and
we welcome him as an MS Ambassador," said Alistair
M. Fraser, MS Society president and chief executive.
“Webelieve his example of commitment, perseverance
and supporting his community will inspire others to do
the same as they take part in our fund raising events and
become MS Society volunteers.”

Hugh Ames was diagnosed with MS in 1980. At
thattime he was living in Truro, N.S., where he owned
a successful clothing store. Unfortunately, he has a
progressive form of MS and decided to return to
Kingston to be near his parents and sister’s family.

Hugh Amestook a very active interestin Simon’s
athletic career and made a point of being at as many
school track meets as possible to cheer him on.

“Hugh and Simon have a very close relation-
ship,” said Win Ames, Simon’s grandmotherand Hugh’s
mother. When Simon returns to Kingston, one of the
first things he does is drop by his uncle’s cozy, memo-
rabilia filled room at St. Mary’s of the Lake Hospital.

(continued on page 2)




Simon Whitfield
(continued from page 1)

Souvenirs of the Sydney
Olympics are on display along with
Hugh’s prized photographs of the
beloved vintage cars he owned pre-
viously, movie posters and his own
paintings. The paintings are the
product ofhisnewest hobby, which
he does by mouth.

Obviously perseverance runs
inthis family.

As an MS Ambassador,
Simon Whitfield appears along with
hisuncle in ashort video, which will
be distributed to all divisions and
chapters very soon for their internal
use.
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Sylvia Lawry
1917 — 2001

The woman who inspired the founding of national MS
Societies and the international MS movement passed away Feb-
ruary 14.

Following her brother’s diagnosis of MS, Sylvia Lawry
placed a classified ad in The New York Times in 1945 asking for
information about the disease.

Shereceived hundreds of letters from people inthe U.S. and
Canada, which led her to found the National MS Society in the
United States in 1946 and to encourage the founding of the
Multiple Sclerosis Society of Canada in 1948 and many other
national MS Societies in the coming years.

Ms. Lawry was instrumental in the establishment of the
Multiple Sclerosis International Federation, as it is now known.

Thousands of people around the world will remember her
tenacity in the fight against MS and her determination that the MS
problem will be solved.

This issue of MS Canada is supported through an unrestricted
educational grant from Berlex Canada inc.

GET ON THE MS INFORMATION PATHWAY

To keep informed about the latest developments on MS, do not miss the
third yearly INFORMATION PATHWAY SERIES.

» For people with MS and their caregivers
* QOver 30 information sessions across Canada
¢ From April 15 to June 15, 2001

Each event will be advertised in printed media in the communities
where they will be held. Look out for the details on the
MS INFORMATION PATHWAY event happening nearest you.

MULTIPLE SCLEROSIS

S AREARGE

1 800 &77-2770

BERLEX CANADA INC,

Searching for better solutions A service working for people with MS
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Speeding up
MS research

How can MS research be
speeded up is a question that ev-
eryone who has MS has asked.

One answer may lie with the
work just beginning at the new
Sylvia Lawry Centre for MS Re-
search in Munich, Germany. Led
by the MS International Federa-
tion, anumber of national MS So-
cieties, including the MS Society of
Canada, and other supporters are
funding this unique data centre.

Data about MS from a vari-
ety of sources will flow to the Sylvia
Lawry MS Research Centre where
itwill be scrutinized using the most
sophisticated methods of statistical
analysis.

“Some researchers are say-
ingitisno longer ethical or logisti-
cally feasible to continue to carry
outlarge, double-blind, controlled
studies since we now have treat-
ments that are beneficial for some
types of MS. By combining both
clinical and MRI data from popula-
tion-based studies and clinical stud-
ies carried out by pharmaceutical
companies, the centre should be
able to create ‘virtual’ placebo
groups. Thisinformation would be
availabletoresearchers carrying out
clinical studies in the future,” ex-
plained Dr. William J. Mcllroy,
national medical advisor.

The Sylvia Lawry MS Re-
search Centre just opened its doors
this spring following the awarding
of the contract to the Institute for
Medical Statistics and Epidemiol-
ogy atthe Technical University of
Munich.

“Work in establishing and
staffing the centre has proceeded at
lightning speed under the direction
of Professor Albrecht Neiss,” said
Reid Nicholson, who is part of the
MS International Federation group
that is overseeing the project. He
visited the centre in Munich earlier
this year and was impressed by the
knowledge and dedication of the
staff. Mr. Nicholson is amember of
the MS Society of Canada Na-
tional Executive Committee and
National Board of Directors.

“The centre is a very appro-
priate memorial to that great lady
Sylvia Lawry who founded the MS
movement more than 50 years ago,”
he added. (Seepage 2 foratribute
tothe late Sylvia Lawry.)

Federal research
agency funds
major MS study

The study of some very small
substances has turned into a very
large MS research project for Dr.
Voon Wee Yongand his colleagues
at the Universities of Calgary,
Alberta, Manitoba, McGill and
Montreal.

Dr. Yong has been studying
MMPs (matrix metalloproteinases)
for several years at the University
of Calgary with the help of funding
from the MS Society of Canada.

MMPs are enzymes thathave
animportantrole in the body’s de-
velopment, butin MS they seem to
turn into “bad guys”, allowing im-
mune system cells into the central
nervous system to start the attack
onmyelin.

In February, the federal Ca-
nadian Institutes of Health Research
announced that Dr. Yong’s col-

laborative project on MMPs was
one of just 10 funded across
Canada.

The $5 million study will al-
low the investigators to pool their
resources to probe the role of

Dr. V. Wee Yong

MMPs even more closely and to
begin to test whether the common
acne medication minocycline can
suppress MMP activity. Prelimi-
nary work on animal models and on
human cells in the test tube has been
p o s 1 t i v e
The researchers also plan to
test in animal studies whether the
effectiveness of the current thera-
pies beta interferon or glatiramer
acetate can be improved by com-
bining then with minocycline.
(Formore information, go to
the MS Society web site at:
www.mssociety.caand click on the
MS Research section under Re-
search and Medical Library.)
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MS RESEARCH IN THE NEWS

Edmonton researchers test
treatment for MS

A news release from an
Edmonton company announcing
that it had agreed to acquire all of
theissued securities of another com-
pany caused some excitement out-
side the investment world.

The stir occurred because the
acquisition involved EPS Capital
Corp. acquiring shares in Rycor, a
company which has alicense for a
possible treatment that may be of
benefit for people who have pro-
gressive forms of multiple sclerosis.

The potential treatment has
been indevelopment by Drs. Ken-
neth Warren and Ingrid Catz of the
University of Alberta for more than
20 years. Dr. Warren is director of
the MS Research Clinic in
Edmonton, and Dr. Catz is a senior
scientistatthe University of Alberta.

The Edmonton researchers
have developed a synthetic seg-
ment of myelinbasic protein. Called
MBP8298, the substance, accord-
ing to a company news release,
puts people with progressive MS in
remission, as measured by antibody
levels in cerebrospinal fluid during
Phase I clinical trials.

Myelin basic protein (MBP)
is one of the major proteins that
make up myelin, the protective in-
sulating sheath that surrounds nerve
fibres. Myelinis composed of both
proteins and fats.

The investigators have given
MBP8298 to approximately 100
people in either Phase I or Phase Il
trials over the past 10 years. Cur-
rently, it is given by intravenous
infusions (into the vein) atintervals
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of several months, according to in-
formation from the company.
Typically, a PhaseI clinical
trial involves a small number of
people, all of whom receive the
active treatment. No placebo is
given. The primary outcome is to
determine whether a therapy is safe.
A Phase II clinical trial in-
volves more people, some of whom
receive active treatment and some
of whomreceive aplacebo therapy.
The inclusion of a placebo group
allows researchers to collect data
onwhether atherapy is effective as
well as continuing to monitor safety.
“The MS Society welcomes
this news and looks forward to the
launch of a large, multi-centre,
double-blind, placebo controlled
Phase I1I study that should provide
definitive information about the
therapy,” said Dr. William J.
Mcllroy, national medical advisor.
A Phase [l study may begin
next year, according to the com-
pany. (For more details, go to the
MS  Society web site:
www.mssociety.caand click onthe
MS Research section.)

MS and diabetes have
some similarities

Can a disease that attacks
the central nervous system and an-
other that targets the pancreas have
much incommon?

Maybe, say researchers at
the Hospital for Sick Children in
Toronto. Inaddition, they suggest,
milk products may be involved in
both MS and type I (juvenile) dia-
betes, although the association is
still tentative.

A study headed by Dr.
Michael Dosch and reported intwo
separate papers in The Journal of
Immunology found more evidence
the immunological reaction in the
two diseases have anumber of fea-
tures incommon. In particular, they
found there was a high degree of
similarity in theirimmune cells and
how they behaved in the test tube.

The April 1 published report
focused on the possible link ofhigh
cow milk consumption to therisk of
MS and type I diabetes developing
in genetically susceptible people.

Theresearchers found signs
ofabnormal immunity to cow milk
in the 38 people with MS in the
study. A possible link between
cow milk consumption and type |
diabetes, MS and autoimmune dis-
eases in general is controversial.

In the case of MS, various
dietary triggers including consump-
tion of dairy products have been
suggested over the years, but the
problem of designing and carrying
out well-defined studies have left
previous investigators withoutclear-
cutconclusions.

Both Dr. Dosch and Dr. Paul
O’Connor, director ofthe MS Clinic
in Toronto and a member of the
research group, cautioned that the
results of the study were not sub-
stantiated enough to advise people
to stop using milk or milk products.

Genetic as well as environ-
mental factors are suspected to be
involved in both diseases.

“The studies provide inter-
esting observations and new leads
in studying both MS and type 1
diabetes,” stated Dr. William J.
Mcllroy, national medical advisor.

(For more details, go to
www.mssociety.caand click onthe
MS Research section.)




Hepatitis B vaccine
not linked to MS

Two separate studies have
found that vaccination for hepatitis
B does not increase the risk of
developing MS and that vaccina-
tions in general and for hepatitis B,
tetanus and influenzas in particular
do not increase the risk of MS
relapses.

There has been controversy
inrecentyears, especially in France,
whether vaccinations against hepa-
titis B might trigger MS.

“These two well-designed,
large database studies provide re-
assurance to people with MS and
their physicians that vaccinations
againstthese diseases are not linked
to the development of MS or MS
relapses,” said Dr. William J.
Mcllroy, national medical advisor.

(For more details, go to
www.mssociety.caandclick onthe
MS Research section.)

Cholesterol-lowering
drug tested for MS

Simvastatin, acommon cho-
lesterol-lowering drug, will be tested
inasmall Phase I (non-controlled)
study for safety and to determine if
the drug has any effect on MS brain
lesions as measured by MRI scans.

The study, which will take
place at three sites in the United
States, follows observations at the
Medical University of South Caro-
lina that simvastatin (tradename
Zocor) had apositive effect onrats
with an MS-like disease.

Recent clinical trial
results:

Antegren
A company newsrelease sug-
gests Antegren (natalizumab) re-

sulted in areduction of the propor-
tion of people experiencing re-
lapses, compared to those on inac-
tive placebo. The six-month study
was conducted at 26 sites in Eu-
rope and North America and in-
volved 213 people with relapsing-
remitting MS or secondary-pro-
gressive MS.

The results were based only
on MRIscans of the brain to detect
active MS lesion (areas of inflam-
mation). Other study results, in-
cludingclinical effects, are expected
to bereleased in the future.

Antegren is a monoclonal
antibody which is injected in the
hope of interfering with the move-
ment of potentially damaging im-
mune cells into the central nervous
system.

Further study would be
needed before Elan Corporation
and Biogen, Inc. could apply for
marketing approval of the drug.

Avonex
In a study published in the
December issue of The Annals of

Neurology, investigators have
found that Avonex (interferon beta-
la) had amodest beneficial effect
onanumber of cognitive functions
among people with relapsing-re-
mitting MS.

Dr. Jill Fischer of the Cleve-
land MS Clinic analyzed data from
a subset of 166 people enrolled in
the original Phase I1I clinical trial of
interferon beta-1a. She reported
that at the end of two years, those
receiving treatment did better than
those on placebo on cognitive func-
tions such as information process-
ing, learning and memory.

Cognitive problems occur in
about half of people with MS with
the most common problems being
memory deficits and slowed infor-
mationprocessing. Recognizing that
cognitive problems can occur is
important since ways to assist with
memory difficulties and slowed pro-
cessing of information can be insti-
tuted.

(For more details, go to
www.mssociety.caand click on the
MS Research section.)
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MS 2000: Symposium on Conquering MS — Stimulating research to
find more effective treatments and ultimately the cure for MS was the goal
of this first conference to bring together MS Society-funded researchers
and students. Held in December, the multi-disciplinary approach featured
sessions on myelin regrowth, possible causes, immunology and potential
treatments. Shown here is studentship recipient Julie Richard, Dalhousie
University, and researcher Dr. Jack Antel, McGill University.
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Being proactive

by Keith Daniels Whitcher

I greatly enjoy reading about
others with MS. Itis comforting to
hear from others who share similar
circumstances although this past fall
was the first time [ attended an MS
Society function. It was the
Saskatchewan Division’s Family
Conference in Saskatoon.

Eleven years have gone by
since I was diagnosed. I had
avoided any MS associated social
events. [ suppose I was, for the
most part, in denial about having
MS and believed if I was around
others with the same disease [ would
become further depressed. The
prospect ofbeing shown how physi-
cally disabled Imight be truly fright-
ened me.

Fortunately and unfortunately
my life over recent years has turned
stranger than fiction. I could never
have imaged the likelihood of what
I have had to overcome: From
meningitis to a brain tumour and a

seizure to a frac-
tured vertebrae
and loads of MS
complications.
In  be-
tween it all, one
good thing that
has come fromall
this is knowing

how incredibly
important loved
ones, family and extended family,
and rapport with caring doctors are
to overcoming unexpected dilem-
mas. With supportive team mem-
bers, a successful end can be
achieved.

I have now learned that the
onlyreal disability withMSisone’s
frame of mind. My joyous discov-
ery, found by attending this confer-
ence, was in knowing how exten-
sive my extended family really is.

I'am an artist and have been
since the time [ was diagnosed with
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Keith Daniels Whitcher and friends.
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This piece is entitled "Musical Chair Person".

MS. The stereotypical mystique of
“The Artist” coupled with MS led
me toward a life of reclusion. It
was fora while a beneficial period
forreflection and self-discovery.

[tisnow impossible formeto
remain a recluse. I had a taste of
being proactively assertive at the
MS Family Conference. One
speaker Dr. Cate Archibald spoke
ofthe importance of being proac-
tive about one’s MS and that hit
home for me with respect to my
ownselfexploration.

I'would even takeitso faras
to say I strive for arapport with my
MS rather than distancing myself
fromitasifitwere anenemy. The
proactive aspects I had been de-
veloping myselfsuddenly gotacue
to direct outward to my new ex-
tended family.

(Keith Daniels Whitcher is
a Saskatoon-based artist. To view
more of his art, check out:
www3.sk.sympatico.ca/clue)




Start surfing with ‘tried and true’
g U Uy

By Carrie Bell

Today’s query: where’s
John Feld and why am [ writing his
column? John has accepted a new
challenge, and graciously suggested
thatI, Carrie Bell - freelance writer,
mom, resident of Toronto, and regu-
lar patient at the MS Clinic at St.
Michael’s Hospital in Toronto —
take up the task of continuing Surf-
ing with MS.

Happy for the opportunity,
I wish John all the best of success
with his new endeavour, and hope
that this column will continue to
offer helpful tips and useful infor-
mation about navigating the web
and discovering ways that technol-
ogy can enhance our days.

Iamanavid Internet surfer.
I surf for entertainment’s sake, |
surfwhen doing academicresearch,
and I surf for the daily news. I do
my banking on-line and am gradu-
ally coming to be quite reliant on
cyberspace for communication (Yea
e-mail!). I’ve recently been ex-
ploring new ways and methods of
using a computer to establish a vi-
able work base, one that will gener-
ate some income and allow me to
remain an active, productive mem-
ber of the community-at-large

Thisllittle projecthas led me
onmany awild goose chase as the
hours tick by and the laundry piles
up. There’s one heck of a lot of
information out there, and as I con-
tinue on my odyssey, I find it in-
creasingly necessary to focusona
few tried and true launching points
that have proven themselves cred-
ible and user-friendly.

My favourite starting point
is the Adaptive Technologies Re-
source Centre website. The ATRC

is part of the Information Com-
mons located at Robarts Library
on the University of Toronto’s St.
George campus. Loaded with learn-
ing resources and highly skilled,
friendly staff, their site provides a
wide breadth of information.

A click on their Technical
Glossary heading provides an in-
troduction (with photographs) to
what’s on the market today, includ-
ing Braille embossers, alternative
keyboards and external speech syn-
thesizers. Though they do not en-
dorse any specific products, a look
at this catalogue might present a
sense of new possibilities for any-
one struggling with disability —es-
pecially the uninitiated. The site also
provides a great list of well-orga-
nized links for quick referrals to
manufacturers’ web sites.

Forexample: Dragon Dic-
tate and Naturally Speaking, two
very current and popular voice-rec-
ognition software programs. These
programs require some set-up (they
have to learn your personal voice
patterns) and using them effectively
takes a little patience and practice.
However, when typing is a prob-
lem, they can be a godsend. Do
check the hardware specifications
from the company (these

can be checked on-line at
www.dragonsys.com) or look for
links to web sites for other voice
systems on the ATRC’s product
reference site. Though voice-rec-
ognition programs require a lot of
computer memory and are quite
costly, once mastered, they are well
worth the investment.

The ATRC web site also
outlines educational opportunities,
including potential on-line programs
specifically geared toward students
living with disabilities. During the
school year ATRCholds aseries of
workshops on adaptive technol-
ogy. These are free, and open to
students, staff, faculty, and mem-
bers of the community. The web
site also includes easy to spot e-
mail links to staff, should one wish
to consult one of the experts.

The Adaptive Technologies
Resource Centre address is
www.utoronto.ca/atrc

Anotherinterestingsite hails
from the Trace Research & Devel-
opment Center, a part of the Col-
lege of Engineering at the Univer-
sity of Wisconsin-Madison. The
URL is www.trace.wisc.edu

Finally, look to the
Microsoft Corp. and Apple Web
sites for news about software de-
velopments and trends.

Happy surfing!

(To contact Carrie Bell,
e-mail her at info@mssociety.ca
Indicate that your message is for
Carrie Bell. Or you can write to
her at MS Canada, MS Society of
Canada, 250 Bloor St. E., Suite
1000, Toronto ON M4W 3P9;
fax number: 416 922-7538.)
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PEOPLE IN THE NEWS

People withMS are very cre-
ative and active individuals. Here
are some recent examples.

Rebecca Naylor: Playwright

Rebecca Naylor was just
17 in 1997 when she was diag-
nosed with MS. With the encour-
agement of her London, Ont. high
school drama teacher, she turned
that experience into a 20-minute
scene which has become a play
called Equability which toured
Ontario in March.

The play, first produced at
Ryerson Polytechnical University in
1999, where she is a student, uses
five actors who portray the various
emotions of dealing with disease
and disability. Theactors take turns
portraying the individual who has
been diagnosed and the other char-
acters.

Ahmed Hassan: Composer

Ahmed Hassan, percussion-
istand composer, initiated and di-
rected /4 Remembered, a collabo-
rative requiem that took place in
December 2000 in Toronto in
honour of the 14 women killed at
1’Ecole polytechnique December 6,
1989.

Although he can no longer
play himself because of MS, he
combined and directed the contri-
butions of 12 other musicians and
dancers in what has been called a
cry of protest against violence to-
wards women.

Born in New York, Mr.
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Hassan lived and studied for many
years in Egyptand Halifax, before
movingto Toronto.

Jim Stinson: Activist

Jim Stinson of Sydenham,
Ont., found himself on the front
page of the Kingston Whig-Stan-
dard, just for being himself. When
he was no longer able to work
because of MS, he decided to pur-
sueadegree in environmental stud-
ies at the University of Waterloo
through long-distance education.
Heaccomplished that goal last year,
with his final project focusing on
urban accessibility.

Accessibility is asubject he
and his family have experienced
firsthand, especially when they try
to attend community events or

travel. Now, he has turned his at-
tention to urging governments to
make accessibility a priority.

Book featuring MS nurses
nominated for prize

André Picard’s book Criti-
cal Care: Canadian Nurses Speak
for Change is a finalist for the top
science book of the year. The book
explores the changing role of nurses
and looks at the shortage of nurses
inthe health-care system.

Two of the nurses featured
are Wendy Morrison, nurse and
research coordinator at the MS
Clinic, University of British Colum-
bia, and Colleen Harris, nurse and
clinic coordinator atthe MS Clinic,
Foothills Hospital, Calgary.

The Manitoba Division adapted the new MS Society "MS lives
here" public awareness campaign for a month of free advertising
courtesy of Winnipeg Transit. Hundreds of thousands of transit
riders and drivers saw the MS Society message throughout January.



