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The goal of the 5*5 C5*5 C5*5 C5*5 C5*5 Campaignampaignampaignampaignampaign is to boost the Huntington Society’s yearly revenue by $500,000
within the next five years — to approximately $2.3 million — and significantly expand our
programmes in services and research.

Why is this campaign so important? Because it’s tomorrow now — new treatments for
Huntington disease, once just a hope for the distant future, are being designed and tested in
Canada and around the world, and the Huntington Society is committed to leadership in the
search for a cure.

Why is this campaign so important? Because the needs of individuals and families who are living
with Huntington’s today have never been greater. A cross-Canada support network has finally
become a reality, but we must ensure that we can maintain and enhance our ability to serve the
HD community.

Success will require an extraordinary effort by all members of the HD community. The vision
and commitment of volunteers and supporters has enabled the Society to build an enviable
record of achievement since 1973 — 5*55*55*55*55*5 is the next step.

The 5*5 C5*5 C5*5 C5*5 C5*5 Campaignampaignampaignampaignampaign involves new donation programmes, including the Tribute programme and
the Family Fund programme (see p. 5); new ideas and resources for chapter fundraising across
Canada; and new publicity and promotion materials. We’ll be telling you more about the
Campaign in this and future issues of Horizon.

The launch of this important campaign has received a tremendous boost right at the outset
through a wonderful pledge from The GThe GThe GThe GThe Geoffreoffreoffreoffreoffrey H. ey H. ey H. ey H. ey H. WWWWWood Food Food Food Food Foundationoundationoundationoundationoundation (see p. 3). We know that
there will be much more good news to follow.

The 5*5 C5*5 C5*5 C5*5 C5*5 Campaignampaignampaignampaignampaign encapsulates the Society’s determination to find a cure for Huntington
disease, and to offer support to individuals and families who are struggling every day with the
devastation of HD. We know that our volunteers and supporters across Canada will help to
ensure that the Campaign is a resounding success. — RM

5*55*55*55*55*5 — — — — —
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Using the new YAC (yeast artificial chromo-
some) transgenic mouse developed in Dr.
Michael Hayden’s laboratory, investigators at
the University of British Columbia have
discovered that the normal version of the
huntingtin protein (called the “wild-type”
protein) can protect cells from the toxic effect
of mutant huntingtin.

Dr. Blair Leavitt and his colleagues have been
working with YAC72 mice which express
both mutant human huntingtin protein and
varying levels of the endogenous, or wild-
type, protein. Huntingtin protein is expressed
at the highest levels in brain tissue and the
testes.

Mice expressing mutant huntingtin but not
any wild-type huntingtin experience massive
cell death in the testes, are infertile, do not
produce sperm, and have testicular atrophy.

However, says Dr. Leavitt, when increased
amounts of wild-type protein are present,
“the mice breed normally and have no

evidence of increased testicular cell death”. In
the YAC46 mouse (which has a smaller
number of polyglutamines than the YAC72
model), there is less cell death in general, and
increasing the levels of wild-type protein
seems to have an even more dramatic effect in
preventing cell death. YAC mice which
express huntingtin with 18 polyglutamine
repeats do not have any cell death, even in the
absence of wild-type huntingtin.

These findings are of tremendous interest.
First, they demonstrate the link between
polyglutamine repeat length and cell death.
Second and more importantly, says Dr.
Leavitt, “they provide the first direct evidence
that normal huntingtin protein may have
therapeutic potential for reducing cell death
in HD.” — RM/BL

See B. Leavitt, J. Guttman, G. Hodgson, G.
Kimel, R. Singaraja, W. Vogl and M. Hayden
(2001). Wild-type huntingtin reduces cellular
toxicity of mutant huntington in vivo. Am J Hum
Genet 68:313-324.

NNNNNeeeeews frws frws frws frws from the Laboratorom the Laboratorom the Laboratorom the Laboratorom the Laboratory ...y ...y ...y ...y ...

A neA neA neA neA new strategy for fighting HD?w strategy for fighting HD?w strategy for fighting HD?w strategy for fighting HD?w strategy for fighting HD?

“Population genetics” is the study of variation in
natural populations. It has been used to examine
questions ranging from the origins of humans to
the evolution of the AIDS virus. Now research-
ers at the University of British Columbia and
Kyushu University in Japan have applied ideas
inspired by population genetics to the challenge
of understanding the occurrence of Huntington
disease.

Using a new mathematical model to measure
“mutational flow”, Dr. Daniel Falush and his
colleagues have concluded that new mutations
in the Huntington’s gene occur more frequently
than has been suspected until now.

“Approximately 10% of individuals who
develop clinical disease,” says Dr. Daniel Falush,
“have parents who, on the basis of their own
health history, would not have been considered
to be carriers of HD.”

Working in collaboration with Dr. Michael

How big is the HD population?How big is the HD population?How big is the HD population?How big is the HD population?How big is the HD population?
Hayden and his research group, Dr. Falush also
suggests in the February 2001 issue of the
American Journal of Human Genetics that current
estimates of the size of the HD population are
probably too low. The difficulties of recognizing
the disease in individuals with fewer than 44
CAG repeats — largely because of the likelihood
of late onset — have led to “systematic
underascertainment”.

The investigators conclude that “clinicians
should not assume that HD is rare outside
families known to be affected or that most cases
have onset at under 50 years of age.” — RM/
DF

See D. Falush, E. Almqvist, R. Brinkman, Y. Iwasa,
and M. Hayden (2001). Measurement of muta-
tional flow implies both a high new-mutation rate
for Huntington disease and substantial
underascertainment of late-onset cases. Am J Hum
Genet 68:373-385.
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The Geoffrey H. Wood Foundation has just
given the Huntington’s community cause for
celebration — and a very exciting challenge.

Through an extraordinary pledge of $250,000,
the Foundation has accepted the role of
Founding Partner in the Society’s new NAVIGA-
TOR Coalition (see p. 4).

John Broley, President and Executive Director
of The Geoffrey H. Wood Foundation, explains
the rationale behind the Foundation’s decision
to invest $50,000 per year for the next five
years in HD research:

“As a medium-sized foundation with a strong
interest in medical research, we are always
looking for projects where we can make a
difference and where potential project outcomes
can be of benefit to a large number of people.
The NAVIGATOR Coalition project was tailor-
made for our needs, particularly in light of the
possible benefits for other neurodegenerative
disorders such as ALS, Alzheimer and Parkinson
diseases.”

Committed to ensuring that their investment
generates the greatest possible return — and the
largest possible amount of world-class research
— Mr. Broley and his colleagues on the
Foundation’s Board of Directors have made one-
half of their pledge, $125,000, conditional.

They are looking to the entire Huntington’s
community to rise to a special challenge.

By June 30, 2002, the Society must demon-
strate to The Geoffrey H. Wood Foundation
that it has secured $125,000 in new gifts and
pledges for the period July 2001-July 2006. (It
is not necessary that all the funds be received by
next June, simply that the Society demonstrate
that we will receive at least this amount in new
funding by the summer of 2006.)

This wonderful gift from The Geoffrey H.
Wood Foundation gives the HD community a
powerful message for all potential new donors,
and to current donors who might consider
increasing their support. Every new dollar raised,
up to $125,000, will be matched dollar for dollar
by The Geoffrey H. Wood Foundation — evevevevevererererery $1y $1y $1y $1y $1
will be worth $2 of HD researchwill be worth $2 of HD researchwill be worth $2 of HD researchwill be worth $2 of HD researchwill be worth $2 of HD research.

Through Horizon and our mail appeals, we’ll
be providing additional details on opportuni-
ties to contribute to The NAVIGATOR
Coalition. If you’d like any advance information,
please contact Isla Horvath at the Society’s
office (1 800 998 7398).

The Huntington Society extends its deepest
gratitude to The Geoffrey H. Wood Founda-
tion. — RM

The GThe GThe GThe GThe Geoffreoffreoffreoffreoffrey H. ey H. ey H. ey H. ey H. WWWWWoodoodoodoodood
FFFFFoundationoundationoundationoundationoundation

A NEA NEA NEA NEA NEW LEADER IN W LEADER IN W LEADER IN W LEADER IN W LEADER IN THE FIGHT ATHE FIGHT ATHE FIGHT ATHE FIGHT ATHE FIGHT AGAINST HDGAINST HDGAINST HDGAINST HDGAINST HD
(AND A $250,000 CHALLENGE)(AND A $250,000 CHALLENGE)(AND A $250,000 CHALLENGE)(AND A $250,000 CHALLENGE)(AND A $250,000 CHALLENGE)

GGGGGeoffreoffreoffreoffreoffrey H. ey H. ey H. ey H. ey H. WWWWWoodoodoodoodood
(1896-1995)(1896-1995)(1896-1995)(1896-1995)(1896-1995)

Geoffrey Hutchence Wood was born in
Stony Stratford, England on 6 May 1896.
During the early 1900s as he was nearing
completion of his studies at school in
Stormington, at age 13, he became
infatuated by the great new dominion,
Canada. By the age of 16 his application
to government officials in Alberta for
immigration and employment opportuni-
ties had been accepted.

Mr. Wood founded G.H. Wood &
Company Limited in Toronto in 1922.
He rapidly became Canada’s largest
manufacturer and distributor of sanitation
products to the health care and commer-
cial sectors coast to coast. He subsequently
expanded the company to the United
States and overseas, trading under the
well-known registered trademark and
slogan, “Sanitation for the Nation”.

After devoting 65 years of his life as
Chairman and CEO of the company, Mr.
Wood at age 91 was inducted into the
Canadian Business Hall of Fame on 2
April 1987.

Later that year, G.H. Wood & Company
was sold and with the proceeds from the
sale of the company’s real estate, Mr.
Wood created The Geoffrey H. Wood
Foundation — “to thank Canada for the
good fortune that I have enjoyed”.

Mr. Wood remained active in the Founda-
tion for many years until his passing in his
100th year, in 1995.

Thanks to a remarkable philanthropist,
Canadian hospitals, universities and inner
city charities have to date benefited from
Foundation grants in excess of $7.5
million.

Announcing ...Announcing ...Announcing ...Announcing ...Announcing ...

This biography is reprinted with the generous
permission of The Geoffrey H. Wood Foundation,
and includes excerpts from Mr. Sanitation, the
authorized biography of Geoffrey H. Wood, by
Samuel Tughan.
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In 1998-1999, the Huntington Society of
Canada launched a new research pro-
gramme, called NAVIGATOR, with a view to
significantly expanding the Canadian
contribution to the global HD research
effort.

NAVIGATOR was designed to build on the
growing momentum of HD research since
the 1993 gene discovery, and to respond to
the determination of the Canadian Hunting-
ton’s community to find a cure for HD.
Developments over the past few years have
left no doubt about the accelerating pace of
Huntington’s research. There is now an
unshakeable conviction within the scientific
community that new treatments for
Huntington disease are within reach, even
that a cure will soon be found.

To build quickly on the early successes of
the NAVIGATOR initiative, the
Huntington Society is now preparing to
launch the next stage in its research pro-
gramme: the NAVIGATOR Coalition. This
project will:

• bring Canadian investigators currently
active in HD research together in a
network;

• give increased support to scientific
research into Huntington disease in
Canada;

• provide a platform for recruiting
outstanding new laboratories to HD
research.

Given the immediate relevance of Hunting-
ton’s research to various neurodegenerative
and other disorders, the NAVIGATOR
Coalition will also serve to enhance the traffic

THE NATHE NATHE NATHE NATHE NAVIGAVIGAVIGAVIGAVIGATTTTTOR COOR COOR COOR COOR COALITIONALITIONALITIONALITIONALITION

of scientific insights relevant to Parkinson
disease, Alzheimer disease, ALS, and other
illnesses. It will also provide an excellent
foundation for collaborative research.

Management of
the Coalition
will be placed in
the hands of a
special Steering
Committee of
internationally-
regarded
experts, includ-
ing Dr. Gillian
Bates of King’s
College, London
(the scientist
who developed
the first animal
model of
Huntington
disease), Dr.
Steven Hersch of
Emory Univer-
sity (a leader of
the Huntington Study Group and the
HDSA’s Coalition for the Cure), and Dr.
Marcy MacDonald of Harvard Medical
School (who played a leading role in the
discovery of the HD gene). These and other
experts will be working in close collaboration
with the Huntington Society of Canada and
its Research Council to ensure that the
NAVIGATOR Coalition achieves its goals.

Scheduled for launch in July 2001, the
NAVIGATOR Coalition will be the flagship
of Huntington’s research in Canada. — RM

FFFFFounding Pounding Pounding Pounding Pounding Pararararartner: tner: tner: tner: tner: The GThe GThe GThe GThe Geoffreoffreoffreoffreoffrey H. ey H. ey H. ey H. ey H. WWWWWood Food Food Food Food Foundationoundationoundationoundationoundation

The NAVIGATOR Coalition will
bring Canadian investigators
currently active in HD research
together in a network.
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The success of the Huntington Society owes so
much to the many individuals who contribute
every year, often two or three times, to the
Society’s programmes.

Whatever the size and frequency of your giving,
the Huntington Society is developing exciting
new plans for recognizing your support through
the 5*5 C5*5 C5*5 C5*5 C5*5 Campaignampaignampaignampaignampaign. We will be launching new
initiatives over the course of the 5*5 Campaign5*5 Campaign5*5 Campaign5*5 Campaign5*5 Campaign.
To get the ball rolling, we are pleased to
announce two new giving opportunities: the
Family Funds and the Tribute programmes.

The The The The The TTTTTribute Pribute Pribute Pribute Pribute Prrrrrogrammeogrammeogrammeogrammeogramme

We never want to forget the many wonderful
people who form the Huntington’s community:
those whose lives are touched by Huntington
disease, and those who have made the Society
such a vibrant national organization.  To this
end, we announce a the new Tribute pro-
gramme.

For a donation of $250 or more, you can have a
photo of a special person and a name plaque
mounted on the Tribute Wall in the Society’s
office.  This is a wonderful way to recognize an
individual who is living with Huntington
disease today, or someone whose fight with
Huntington’s has ended.  Or, you could
recognize someone special who does not have a
personal fight with HD, yet whose life is
touched by it in some way.

The Wall will have special meaning, as it fills
with the images of individuals, coast to coast, in
the Huntington’s community.

The Family Funds ProgrammesThe Family Funds ProgrammesThe Family Funds ProgrammesThe Family Funds ProgrammesThe Family Funds Programmes

The Huntington Society’s new Family Funds
programme is another important part of the 5*55*55*55*55*5
CampaignCampaignCampaignCampaignCampaign.

The gifts we receive from our supporters each
year come in all different sizes. All of them, large

NEWNEWNEWNEWNEW
OPPORTUNITIESOPPORTUNITIESOPPORTUNITIESOPPORTUNITIESOPPORTUNITIES

FOR GIVINGFOR GIVINGFOR GIVINGFOR GIVINGFOR GIVING
and small, are of tremendous importance. The
Family Fund programme offers special opportu-
nities to those who are able to contribute at a

from an individual or from a group of family
members, and the gift schedule can be
tailored to meet your needs.

Family Fund:Family Fund:Family Fund:Family Fund:Family Fund: $1,000 per year (total$1,000 per year (total$1,000 per year (total$1,000 per year (total$1,000 per year (total
pledge equal topledge equal topledge equal topledge equal topledge equal to
$5,000)$5,000)$5,000)$5,000)$5,000)

PPPPPararararartnership Ftnership Ftnership Ftnership Ftnership Fund:und:und:und:und: $2,000 per year (total$2,000 per year (total$2,000 per year (total$2,000 per year (total$2,000 per year (total
pledge equal topledge equal topledge equal topledge equal topledge equal to
$10,000)$10,000)$10,000)$10,000)$10,000)

Leadership Fund:Leadership Fund:Leadership Fund:Leadership Fund:Leadership Fund: $5,000 per year (total$5,000 per year (total$5,000 per year (total$5,000 per year (total$5,000 per year (total
pledge equal topledge equal topledge equal topledge equal topledge equal to
$25,000)$25,000)$25,000)$25,000)$25,000)

The special fund in your family’s name will
be recognized in the Society’s newsletter,
Annual Report and other special publications
which will be appearing over the course of the
5*5 C5*5 C5*5 C5*5 C5*5 Campaignampaignampaignampaignampaign. All Family Funds will also be
recognized with brass name plaques on the
Tribute Wall at the Huntington Society’s
office.

Family Funds offer you and your family a
chance to attach your support to our services
programme or to the new NAVIGATOR
Coalition. If your preference is research, and if
your Family Fund represents an increase in
your total donation to the Society, the
amount of the increase will be matched on a
dollar for dollar basis by The Geoffrey H.
Wood Foundation (see p. 3), up to
$125,000. — RM/IH

Contributions to the Family Funds
and Tribute programmes will be
recognized with brass name
plaques on the Tribute Wall at
the Huntington Society’s office.

The Society’s first Family Fund
was started by the Chaplin Family,
from Cambridge, Ontario.  Jim
Chaplin has been a long-time
supporter of the fight against
Huntington disease, both as an
individual donor and as a member
of our corporate campaign com-
mittee.

Jim is happy to be able to contrib-
ute in this new way.  He says,
“The Family Fund enables us to
make a sustained commitment to
the Society over the next five
years.  What’s really exciting, too,
is that our donation will be
matched, dollar for dollar, by The
Geoffrey H. Wood Foundation.
Our gift is doubly valuable.”
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higher level, and who wish to increase their own
giving to the Society, or to challenge other
members of their family to increase their gifts, or
both.

Named after your family (or an individual
family member you wish to honour or
memorialize), Family Funds involve a multi-
year commitment to the Society’s pro-
grammes. Whether it’s $1,000, $2,000 or
$5,000 per year, the total pledge can come



Many Horizon readers will have received our
latest mail appeal just before Christmas.
Thanks to all who responded so generously.
Donors contributed 635 gifts, totalling over
$70,000, to the campaign.

We have a database of more than 4,000
current donors who believe in the HD cause,
and who know that they can make a differ-
ence with their gifts. Last year, these individu-
als contributed over $120,000 through mail
appeals.

The potential for growth is significant, and
we are always looking at ways to increase
revenue in this area. We recognize that our
most loyal donors are HD family members;
these donors contributed the bulk of that
$120,000 last year. But we have room to
grow even here — consider that there are
more than 15,000 Canadians living at risk for
HD.

We also need to encourage donations from
outside of the HD community. This is the
reason we’ve decided to conduct a special mail
campaign to attract new donors. As Horizon
readers are aware, the Society is testing a
traded list as one strategy for extending our
reach and our revenue. We trade only the
names and addresses of donors who are
willing to help in this way. Nothing else is
traded — no donation information and no
personal history.

These supporters of the fight against HD are
contributing in a unique way. By allowing us
to trade their names and addresses, they are

helping us to build relationships with
potential new donors.

The Huntington Society is fiercely committed
to honouring the wishes of our donors. If you
would prefer not to participate in the pro-
gramme, but haven’t yet registered your
preference, please let us know. We will adjust
our records accordingly, and ensure that  your
name is not traded. (Our records were
updated after the Christmas appeal to reflect
the preferences of anyone who checked the
“Do Not Trade” box on the return form.)

Also, if you would like us to write to you just
once per year, tell us, and we’ll make sure you
get only one request at the time of year that
you would like to receive it.

The bottom line is that our donors are
important to us. If you have any questions
about our mail appeal programme, don’t
hesitate to contact us.

What can a small national health organization
hope to achieve by building its database of
supporters? We recently chatted with staff at
the ALS Society. ALS (or Lou Gehrig’s
Disease), like Huntington’s, is quite rare. But
the ALS Society has been consciously building
up its mail programme since 1991, and now
has a database of 40,000 active donors who,
it is estimated, will contribute more than
$900,000 this year through mail appeals.

Imagine what we could do with an additional
$800,000 in our research and family services
programmes. – IH

The Cheque is in the MailThe Cheque is in the MailThe Cheque is in the MailThe Cheque is in the MailThe Cheque is in the Mail

DDDDDevevevevevelopment Delopment Delopment Delopment Delopment Depareparepareparepartment Gtment Gtment Gtment Gtment Grrrrrooooowswswswsws

We are pleased to welcome a new member to the national development team. Jen
Love joined the Society in January as Development Coordinator: Chapter Opera-
tions.

Jen will be working on both fundraising projects and chapter development. Some
components of Jen’s job include management of the national Amaryllis Campaign,
coordination of the Service Club appeal, and volunteer development.

Both Jen and Cindy Lewis (Development Coordinator: Fundraising Programmes),
are available to work with volunteers across the country on their fundraising
projects. They can be reached at the Society’s office at 1-800-998-7398. – IH

Participants needed forParticipants needed forParticipants needed forParticipants needed forParticipants needed for
the PHAROS studythe PHAROS studythe PHAROS studythe PHAROS studythe PHAROS study

VancouverVancouverVancouverVancouverVancouver

Joji Decolongon, Coordinator
Department of Medical Genetics, University
Hospital
University of British Columbia
(604) 822-7195 or -7738 (phone)
(604) 822-7970 (fax)
joji@cmmt.ubc.ca (e-mail)

CalgaryCalgaryCalgaryCalgaryCalgary

Mary Lou Klimek, Coordinator
University of Calgary
(403) 670-4319 (phone)
(403) 283-2907 (fax)
klimek@ucalgary.ca (e-mail)

EdmontonEdmontonEdmontonEdmontonEdmonton

Marguerite Wieler, Coordinator
University of Alberta, Glenrose Rehabilitation
Hospital
Movement Disorder Clinic
(780) 474-8805 (phone)
(780) 474-8804 (fax)
marguerite.wieler@ualberta.ca

WinnipegWinnipegWinnipegWinnipegWinnipeg

Shaun Hobson, Coordinator
Movement Disorders Clinic
Winnipeg Clinic
(204) 957-3210 (phone)
(204) 942-2671 (fax)

TorontoTorontoTorontoTorontoToronto

Cathy Brown, Coordinator
Markham Health Centre
(905) 472-7082 (phone)
(905) 472-6270 (fax)
mguttman@idirect.ca

MontrealMontrealMontrealMontrealMontreal

Brigitte Rioux, Coordinator
Montreal General Hospital
(514) 934-8026 (phone)
(514) 934-8265 (fax)
riouxb@hotmail.com

For more information about the PHAROS
study and how to participate, please contact
the Huntington Society of Canada at 1-800-
998-7398, or the study site nearest you (see
list below).
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Looking to the HorizonLooking to the HorizonLooking to the HorizonLooking to the HorizonLooking to the Horizon
By Ralph Walker, HSC Founder and Shawn Mitchell, Director of CommunicationsBy Ralph Walker, HSC Founder and Shawn Mitchell, Director of CommunicationsBy Ralph Walker, HSC Founder and Shawn Mitchell, Director of CommunicationsBy Ralph Walker, HSC Founder and Shawn Mitchell, Director of CommunicationsBy Ralph Walker, HSC Founder and Shawn Mitchell, Director of Communications

Horizon then and now. (Top) Newsletter#1 from
1974; (Middle) Issue #35, featuring the new
name of the newsletter, Horizon; (Bottom) Issue
#89, a new look for Horizon in the Society’s 25th
year.
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Horizon has come a long way from its initial
roots. In 1973, the newsletter for the Ontario
Chapter of the Committee to Combat Hunting-
ton’s Disease was distributed to just over 200
families and professionals. Today, the
Huntington Society of Canada distributes its
quarterly newsletter to over 7,000 families,
health professionals, and donors in Canada and
around the world.

What truly makes Horizon great, is that it has
always responded to a need and demand for
information. In 1974, there were 500 names on
the mailing list, each neatly recorded on a recipe
card and stored alphabetically in two shoe
boxes, one for families and the other for
professionals.

Since 1974, the Society has moved well beyond
the days of working out of Ralph and Ariel
Walker’s home. Mailing lists have grown, the
newsletter is published four times per year,
Horizon became the newsletter’s official title in
1984, and the design has changed several times.

While the Horizon of today looks different than
its previous incarnations, its purpose and spirit
have never changed. Horizon continues to meet
the need for information about HD that exists
in communities across Canada. It is filled with
news about the rapid advances of research and
of ever-expanding supports for families; shares
stories about people in the HD community; and
announces the arrival of new publications and
related resources. The Huntington Society of
Canada has come a long way, and so has its
newsletter.

Most important of all, however, has been the
volunteers who have played such an integral
part in making sure that Horizon gets to its
many readers. At the beginning, the job was
taken up by the members of the Cambridge
Alpha Rho Chapter, Beta Sigma Phi, and a small
circle of Ralph and Ariel’s friends and family,
who gathered around their dining room table to
collate, stuff and stamp the newsletters. Over
the years, that group expanded as the mailing
list grew and postal regulations increased. Today,
and some hundreds of thousands of copies later,
this is the first issue of Horizon that has not been
prepared for mail by volunteers, many of whom
have contributed to this process for years. On
behalf of the entire Huntington’s community –
thank you.



“When Dr. George Huntington first identified
Huntington disease in 1872, he stated that the
disease ‘manifests itself only in adult life’. It is
now known that Huntington disease can
occur in individuals younger than five years of
age.”*

Hillary Guest is nine years old. He has a baby
brother, Zackary, who is not quite two, and his
parents, Al and Carole, both work with adults
with disabilities at the Oshawa-Clarington
Association for Community Living. Both Hillary
and his father Al have Huntington disease.

“Diagnosing juvenile Huntington disease can
be very difficult. Juvenile HD is extremely
rare, and few physicians will have encoun-
tered the disease before. This can lead to a
great deal of time being spent eliminating
other possibilities.”*

Carole, Hillary’s mother, first noticed something
wasn’t quite right with Hillary before he was
even two years old. It became apparent that
rather than gaining skills as he got older, he was
regressing, and actually losing certain abilities.
By the time he was four years of age, he was
falling a great deal, frequently requiring stitches.
It often looked as though Hillary lacked proper
reflexes – if he started to fall, he would do
nothing to stop himself.

For more than six years, Carole and Al took
Hillary to a variety of doctors and specialists to
try and establish what was wrong with their son.
Dyslexia, autism, and other conditions were
ruled out. By the age of five, Hillary was clearly
quite ill. It wasn’t until he started working with a
therapist, after having been diagnosed with Step
III Integration Dysfunction (inability to sense
where one’s body is in space), that it was
suggested that Hillary should see a neurologist.
Ultimately, it was decided that Hillary should
have a predictive test for HD.

“Early signs of juvenile Huntington disease
include: rigidity; awkwardness in walking;
clumsiness and frequent falls; difficulty in
speaking; choking and drooling. … Disease
onset before the age of six years is extremely
rare.”*

At the age of eight, Hillary had tested positive
for the gene that causes HD, and was diagnosed
with the juvenile form of the disease. Today,
Hillary has difficulty swallowing and has had a
feeding tube inserted into his stomach to ensure
that he receives proper nourishment; he drools a
great deal; has scoliosis; has an extremely stiff
gait and often uses a wheelchair; and is unable
to communicate verbally. Despite all of these
“adult” challenges, Hillary is still a little boy.

After school (he attends a special school on a
part-time basis), he comes home and either
watches a favourite video, or plays a favourite
CD. “His musical tastes are quite varied,” says
Carole, “he likes to listen to Amanda Marshall,
the Beatles, Creedence Clearwater Revival, and
Joe Cocker.”

Even though eating is something that Hillary
does not like to do (and technically, because of
his feeding tube, no longer has to do), there are
certain meals that he wants to be around.
“Often if I’ve made something he likes, he’ll
suddenly appear at the table, without anybody
asking him, set himself down, and eat what he
can.”

 “Like its adult counterpart, juvenile HD
remains incurable, and there are no treat-
ments which can stop or slow the course of
the disease. However, dramatic advances in
research have given rise to tremendous
optimism that new forms of therapy will soon
be within sight.”*

In August 2000, Nancy Webb, Toronto
Resource Centre Director for the Huntington
Society of Canada, approached Carole and Al
about submitting an application to the Chil-
dren’s Wish Foundation on their behalf. They
agreed, and to their surprise, within a couple of
weeks they had received a call from the Founda-
tion asking when they would like to go to
Disney World in Florida. Arrangements were
made to go for a week at the end of September.

“The whole experience was fabulous,” says
Carole. The entire family was picked up in a
stretch-limousine at their home in Bowmanville,

and driven to Lester B. Pearson Airport in
Toronto. They flew to Tampa, Florida, and were
supplied with a mini-van to take the family to
Orlando.

In addition to being supplied with ground
transportation and flight, the family was
supplied with passes to Disney World, Universal
Studios, and SeaWorld; full hotel accommoda-
tion; and US $1,200 spending money for their
week in Florida. Days were spent seeing the
sights, evenings were spent at the hotel watch-
ing movies and taking advantage of hotel
amenities. The whole trip was set up to be as
easy as possible. “We didn’t even have to stand
in line to enter any of the theme parks,” says
Carole.

“As the illness progresses, children with HD
are capable of doing less.”*

For Hillary, highlights of his Florida adventure
included the Disney World Magic Kingdom
theme park (especially the Curious George
pavillion), the Haunted House ride and the
animals at SeaWorld. It is not hard to imagine
Hillary and his family having a wonderful time,
building special new memories of time spent
together.

“Families should enjoy and celebrate all the
happy moments and small victories life brings
– a new skill, a good day at school, a joyous
family get-together. The emphasis should be
on living with juvenile HD.”*

* Excerpt from Juvenile Huntington Disease: A
Resource for Families, Health Professionals and
Caregivers, Huntington Society of Canada, 2000.

A differA differA differA differA differententententent
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by Shawn Mitchell, Director of Communicationsby Shawn Mitchell, Director of Communicationsby Shawn Mitchell, Director of Communicationsby Shawn Mitchell, Director of Communicationsby Shawn Mitchell, Director of Communications
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The United Nations’ declaration of Interna-
tional Year of Volunteers (IYV) 2001 gives cause
for celebration to over 7.5 million Canadian
volunteers and 175,000 not-for-profit organiza-
tions. Launched in Canada on December 5,
2000, IYV 2001 promises to be a landmark year
for Canadian volunteers and the voluntary
sector.

“The International Year of Volunteers affords us
all with a rare opportunity to put volunteers and
volunteering in the forefront of our thinking,”
says Lila Goodspeed, president of the board of
directors of Volunteer Canada, the lead charity
for IYV 2001 planning in Canada.

The launch of IYV 2001 in Canada was marked
with Volunteer Canada’s release of the Canadian
Code of Volunteer Involvement, a document
that outlines the values and standards of
volunteer involvement for organizations. The
Code is the first in a series of resource materials
to be released in 2001.

IIIIInternational nternational nternational nternational nternational YYYYYear ofear ofear ofear ofear of
VVVVVolunteers 2001olunteers 2001olunteers 2001olunteers 2001olunteers 2001
launched around the worldlaunched around the worldlaunched around the worldlaunched around the worldlaunched around the world

Lives InterruptedLives InterruptedLives InterruptedLives InterruptedLives Interrupted
Toronto HD Family to be featuredToronto HD Family to be featuredToronto HD Family to be featuredToronto HD Family to be featuredToronto HD Family to be featured
on Vision TV and WTNon Vision TV and WTNon Vision TV and WTNon Vision TV and WTNon Vision TV and WTN

The IYV 2001 Canadian Web site,
<www.iyvcanada.org>, is designed to keep
Canadians up to date on events and activities for
the year. Visitors are encouraged to add their
IYV 2001 events to the national calendar,
pledge their volunteer hours, and post their
volunteer stories. The Web site also links to the
Volunteer Opportunities Exchange at
<www.voe-reb.org> where individuals can
count themselves in as volunteers.

National planning for IYV 2001 in Canada is a
joint initiative of Volunteer Canada, Canadian
Heritage, and Human Resources and Develop-
ment Canada.

Volunteer Canada is a registered charitable
organization, a national leader whose mission is
to promote volunteerism in Canada. For more
information on IYV 2001 please call (telephone
number and Web site) (800) 670-0401 or visit
<www.iyvcanada.org>.

Just some of the Huntington Society’s many, committed volunteers.
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Ignatius “Iggy” Pace is 61 years old, and is in
the advanced stages of Huntington’s. Her
daughters Ann and Margaret live at home
with their mother, and her son John lives a
five-minute walk away. Together, the three
siblings have made adjustments in their lives
so that they can care for their mother in her
home. Their story will be featured in a new
thirteen-part series that is in production for
Vision TV and WTN.

“Lives Interrupted” will feature half-hour
segments that examine in vivid, emotional
and poignant detail how people rework their
lives after chaotic experiences. The three-act
shows include first-person interviews,
dramatic re-enactments and the testimony of
experts.

The series explores how people recover from
life-changing events and transform themselves
after severe adversity and tragedy. Episodes
include stories dealing with rape, murder,
incarceration, war, stroke, AIDS, torture,
breast cancer, suicide, sexual abuse, terrorism,
and Huntington disease.

“Lives Interrupted” is produced by Sleeping
Giant Productions in association with Vision
TV, WTN and Great North International.
The series will first begin to air in the Fall of
2001, and a reminder will appear in the next
issue of Horizon. — SM

Ignatius “Iggy” Pace (shown here at the HSC Summer Camp
in 1998) and her three children will be featured on Vision TV
and WTN’s Lives Interrupted series. — Photo courtesy of Rob
Laycock.



“Individual people can make an impact, and when you’re a group like this all across the country you
make a bigger impact and when you’re international, you make an even bigger impact.  There is
absolutely no question that the Huntington movement we’re all part of is considered one of the most
successful in the entire world.  And what are we?  Just individuals getting together and saying, “this
disease cannot get me down, I’m going to conquer this thing.  And we’re going to do it soon.  We’re
going to do it in the lifetime of ourselves and our children.’”  — Dr. Nancy Wexler

IIIIInternational Hnternational Hnternational Hnternational Hnternational Huntingtonuntingtonuntingtonuntingtonuntington
Association: SAssociation: SAssociation: SAssociation: SAssociation: Sprprprprpreading theeading theeading theeading theeading the
worworworworword ard ard ard ard around the globeound the globeound the globeound the globeound the globe
BBBBBy Ralph y Ralph y Ralph y Ralph y Ralph WWWWWalkeralkeralkeralkeralker, HSC F, HSC F, HSC F, HSC F, HSC Founderounderounderounderounder

19671967196719671967

Five families meet with Marjorie Guthrie in
New York to begin the first volunteer HD
organization in the world.

19741974197419741974

Mauveen Jones (UK) and Ralph Walker (CAN)
attend annual meeting of the American HD
organization to meet with Marjorie. They agree
to start an international HD association.

19761976197619761976

Marjorie Guthrie invited to Holland to visit
Dutch scientists and meet with 200 family
members, including Gerrit Dommerholt, who
would later take up the international develop-
ment cause.

19791979197919791979

International Huntington Association (IHA)
formally established, with Marjorie Guthrie as
President. Member countries include: the
United States, Canada, United Kingdom,
Netherlands, Belgium, France, West Germany
and New Zealand.

19811981198119811981

Italy now represented at the IHA.

19831983198319831983

Genetic marker for HD gene is found, and
Canada hosts the IHA meeting in Niagara Falls.
India now represented at IHA.

19851985198519851985

Thirteen countries, now including Denmark,
Ireland and Norway, meet in France for IHA
meeting. Ralph Walker is elected President, and

Predictive Test Committee is established to draft
guidelines for when a predictive test is made
available for those at risk for HD.

19871987198719871987

Sweden, Israel, Finland and South Africa newly
represented at the IHA.

19891989198919891989

Canada hosts IHA meeting in Vancouver,
welcoming for the first time a delegate from
behind the Iron Curtain (East Germany).

19901990199019901990

Political change in Eastern Europe makes it
possible to make contact with HD families and
physicians in countries such as the Czech
Republic and Slovakia.

19911991199119911991

IHA welcomes delegates from Austria and
Scotland.

19931993199319931993

Gerrit Dommerholt completes four-year term as
IHA President, and agrees to become the
International Development Officer, working
part-time for the IHA without pay. IHA
meeting in Boston welcomes delegates from
Ecuador, Indonesia, Mexico, Northern Ireland
and Russia.

19971997199719971997

IHA now has representation from Hungary,
Malta, Japan, Finland and Pakistan. An IHA
Web site is established <www.huntington-
assoc.com> with help from the Spanish HD
association. Since June 1999, more than 13,000
people from 74 different countries have visited

the Web site.

19981998199819981998

With the help of the HD association in Spain,
growing demand for information about HD in
Spanish is answered. New members to IHA
include Brazil, Portugal, Uruguay, Venezuela
and Slovenia. As well, the European Federation
of Neurological Societies begins to assist in the
IHA’s work.

19991999199919991999

HD resource material is translated into French
and distributed to Switzerland, France, Luxem-
bourg and Belgium. In a joint meeting of the
IHA and the scientific community, 160
scientists and physicians from around the world,
and 85 IHA representatives from 26 countries
share their combined knowledge and experi-
ences.

20002000200020002000

IHA develops contact with Greece, and delivers
a lecture on HD at EXPO 2000 in Hanover,
Germany. A representative from the Spanish
HD association is a delegate to a conference of
the Movement Disorder Society in Barcelona; a
representative from the Danish HD association
is a delegate at the conference of the European
Federation of Neurological Societies in Copen-
hagen.

20012001200120012001

IHA develops contacts in Cuba, building on
recent successes in Peru, South Korea and
Thailand.
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BARBARBARBARBARC and theC and theC and theC and theC and the
Huntington’s Indy Go-Huntington’s Indy Go-Huntington’s Indy Go-Huntington’s Indy Go-Huntington’s Indy Go-
Kart ChallengeKart ChallengeKart ChallengeKart ChallengeKart Challenge

Here we grow again ...Here we grow again ...Here we grow again ...Here we grow again ...Here we grow again ...

The sponsors of our Toronto Indoor Hunt-
ington’s Indy Go-Kart Challenge — the
British Auto Racing Club (BARC) — are
going back to the track. This time, BARC will
be holding its own Indy on March 31st &
April 1st at Indoor Formula Kartways in
Brampton, Ontario. The group is running
four sessions over two days, with participants
from BARC and other businesses. The net
proceeds from this event will be donated to
the Huntington Society of Canada. BARC
members will also be participating in our
Huntington’s Indy Go-Kart Challenge on
Sunday, September 9, 2001.

Thanks so much to the folks at BARC for
their amazing dedication and support, and
special thanks to Judy Lang and Drene
Prentice. – CL

On an unusually cold day last September, the owners of Teff-Line in Burlington, Ontario held a
Charity Golf Tournament at the Beverly Golf and Country Club. Golfers braved the cold and
were rewarded with a great dinner and prizes. Teff-Line donated the net proceeds of $5,500 to
the work of the Huntington Society of Canada. Thank you to all the participants and sponsors
of the tournament, and a very special thanks to Chris and the rest of the Hillsley family. – CL

TTTTTeff-Line Geff-Line Geff-Line Geff-Line Geff-Line Golf olf olf olf olf TTTTTournament:ournament:ournament:ournament:ournament:
Helping us find the green …Helping us find the green …Helping us find the green …Helping us find the green …Helping us find the green …

— Photo courtesy of Cindy Lewis.
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Copies of A Personal Perspective on Estate
Planning for HD Families are now available
from the Huntington Society of Canada’s
office.

Written by PEI volunteer, Stephen Hurst, the
booklet is a helpful guide to financial plan-
ning from the unique perspective of an HD
family. “This brochure will tell you about our
own family’s planning process. Every family
situation will be different, of course, but the
need for appropriate estate planning is
common to most of us. The exercise may be
challenging and sometimes complicated, but
it’s worth it for the peace of mind which
comes with knowing you’ve done everything
you can to protect your loved ones.”

The Huntington Society of Canada is grateful
for the generous contribution of Equitable
Life of Canada to the production of this
brochure.

As of March 15, 2001, the brochure will also
be available in electronic format at
<www.hsc-ca.org>. – SM

On January 15, 2001, the Huntington Society of Canada
launched its new Web site at <www.hsc-ca.org>. Featuring
streamlined site navigation tools, as well as fresh content and
organization, the Web site has so far been a hit with users.

Here are just a few of the comments the Society has received:

“Great website.  Sooooo simple to print from the
PDF, our own Jim Pollard’s Caregiver Handbook and
the JHD handbook!  And, there are great links to the
International Society, etc.. Very, very nice. Thank
you very much.”

“… let me take this opportunity to say how much I
like the newly designed Web site!  The pages are well
done and the donor information is very easy to

          find.”

“The site is easy to read and navigate, very important especially for
people with HD!”

Every month new information and material will be posted to the
site, so be sure to visit often. To send along any comments or
suggestions, contact Shawn Mitchell, Director of Communica-
tions, at <smitchell@hsc-ca.org>. – SM

HSC in CHSC in CHSC in CHSC in CHSC in Cyberspaceyberspaceyberspaceyberspaceyberspace
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