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We are almost reluctant to
remind you but the battle
to have government reim-
bursement reinstated in
Ontario continues into its
fourth year. Additionally,
thanks to an enterprising
patient in Alberta who went
to the media with her sto-
ry, that battle has opened
on a new front.

To bring you up-to-date,
four years ago this coming
spring the Ontario govern-
ment stopped approving
funding for new patients
who were prescribed Pro-
lastin (the only brand of
augmentation therapy ap-
proved for use in Canada).
They continue to renew
funding for those previous-
ly approved but refuse to
process new applications.

In addition to a number of
scientific submissions from
the Grifols (formerly
Talecris Biotherapeutics)
the manufacturer of Prolas-
tin, Alpha-1 Canada also
made a scientific submis-
sion in January 2011,
which was written by Dr.
Kenneth Chapman. On No-
vember 11th 2011, Re-
membrance Day, we made
yet another submission
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It ain't over till we say it's over

grounded in patient out-
comes. This second sub-
mission by us was based
on the personal stories of
dozens of Canadians from
coast to coast to coast that
have been fortunate
enough to receive Prolas-
tin.

Without the direct partici-
pation of these members of
our community this sub-
mission would not have
been possible. The docu-
ment takes its name from a
quote from a patient in
British Columbia who wrote
that she, and her sister,
were “Living Proof” that
Prolastin therapy is effec-
tive in preserving lung
function and extending life.

Living Proof has been in
the hands of the Ontario
government since Novem-
ber and is being reviewed
by them, we expect a re-
sponse shortly.

Even as the ink on Living
Proof was still drying, the
same issue flared up in
Alberta. Living Proof was
quickly rewritten for the
Alberta situation and sub-
mitted to the Alberta gov-
ernment on December
15th, 2011.

You can read both of these
versions of living proof on
our website at:

Living Proof — Ontario -
November 2011

Living Proof — Alberta -
December 2011

Alpha-1 Canada will contin-
ue to advocate for equita-
ble and affordable access
for people affected by al-

pha-1 antitrypsin deficiency
to all forms of treatment
that may be prescribed or
encouraged by their quali-
fied medical practitioners in
Ontario, Alberta and every-
where else in Canada.

We should point out that
the governments of British
Columbia, Manitoba and
Québec do pay for this
treatment.

Unfortunately, the way the-
se process work in the
provinces and territories a
patient group like Alpha-1
Canada cannot begin the
approval process. We will
however, work to convince
those who can begin those
processes to do so and we
will take an active role in
ensuring those approvals.

Baseball great Yogi Berra,
is famous for many sayings
including, “It ain't over, 'til
it's over.” In the fight for
equitable and affordable
access to treatment you
can rest assured that these
battles ain’t over till we say
they're over!
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The Alpha-1 Canada 10-10 Challenge

by Jim Mundy & Vanessa
McLaughlin

Thank you to all who partici-
pated in the 10-10 Chal-
lenge! You raised just under
$10,000 in a fun and easy
way. These new funds will
go toward innovative pro-
grams and service for which
other funding is simply not
available or difficult to come
by.

The couple that raised the
most funds in the 10-10
Challenge and won an ox-
ymeter was Terry and Theo
Vriezen. They kindly de-
clined the prize. The second
prize was awarded by raffle
from among all who partici-
pated and the lucky winner
was Barbara Mohr of Sas-
katchewan. She also won an
oxymeter.

There are a very small num-
ber of Canadian infants,
children and teens affected
by Alpha-1. But these young
people are affected in very
profound ways. They, their
parents and brothers and
sisters need support that is
quite different from the help
we are able to provide for
adults. Some of the funds
raised through the 10-10
Challenge will be used to
develop and deliver pro-
gramming for infants, chil-

dren, teens and their fami-
lies who are affected by Al-
pha-1.

Many adult Alphas have told
us that they would really
find it helpful to meet other
Alphas in person. Given the
small number of Alphas in
Canada and our vast geog-
raphy this poses incredible
challenges. While our new
on-line support groups are
allowing Alphas to meet Al-
phas in a virtual environ-
ment, the Board of Directors
has made it a priority to
hold in-person Patient Edu-
cation Days in the future.

The first is scheduled for
April, 14th 2012 in the To-
ronto area. The second, to
be held in Alberta will be
followed by more in other
provinces. Again, some of
the funds raised through the
10-10 Challenge will be
used to make these meet-
ings a reality.

Finally, our 2008 mailing to
all family doctors, respirolo-

gists and hepatologists in
Canada was very successful
in raising awareness in the
medical community but we
need to do additional work
in this area if the estimated
5,000 Canadian Alphas are
to be diagnosed properly.
Some of the funds raised
through the 10-10 Chal-
lenge will be used to reach
out to more doctors on a
regular basis to inform them
about this disease.

Once again, on behalf of the
board of directors and the
patients, parents and care-
givers who will benefit from
the new programming these
funds will allow, thank you
very much! We hope you
will once again take up the
10-10 Challenge in 2012.

Raising Awareness about COPD and Alpha-1

by Vanessa McLaughlin

In our November Newslet-
ter, we featured a now fa-
mous Alpha making national
headlines.

Eileen Anderson made the
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CTV News during a health
segment on chronic obstruc-
tive pulmonary disease
(COPD) in which she high-
lighted the cost of this
chronic disease as she had
been in hospital eleven
times because of her condi-
tion. Two of those stays
were in the Respiratory Re-
habilitation Service at West
Park Healthcare Centre. She
discusses her latest stay at
West Park and how it

changed her life in the arti-
cle "Breathless: One in four
at lifetime risk of lung ail-
ment” featured in the Win-
ter 2011/2012 issue of
Healthy Together.

The magazine was delivered
recently to 41,000 homes
around West Park, and is
available throughout the
hospital.

You can read the article in
full by clicking here.

Tip of the Month

Icy streets, over-
cast skies and sub-
zero temperatures
can send even the
cheeriest of Cana-
dians into a funk.
But if a shift in
mood starts to
become debilitat-
ing, you may be
suffering from a
type of depression
that follows a sea-
sonal pattern. If
that sounds like
what you're going
through, here’s
what to do about
it.

Seasonal Affective
Disorder (SAD) is
very real and can
have a profound
affect on your pro-
fessional and per-
sonal life.

To find out more
about the signs of
SAD and what you
can do to say good-
bye to it click on
this link:
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SAVE THE DATE:

ALPHA-1 CANADA
PATIENT EDUCATION
DAY

Alpha-1 Canada is
excited to an-
nounce that an
Education Day will
be held on April 14,
2012 in the Greater
Toronto Area.

This will be the first
of many across the
country.

We are gathering
guest speakers and
information about
lung, liver, and Al-
pha-1 in infants
and children.

More details will
follow as they be-
come available.

Mark your calendar
and be sure to join
us.

We are always
open to sugges-
tions. Let us know
if there is a particu-
lar guest speaker
or topic you would
like to hear.
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Join with the Canadian Rare Disease Community to
Advance our Shared Goals

by Vanessa McLaughlin

We are very excited to an-
nounce that the Canadian
Organization for Rare Dis-
orders (CORD), of which
Alpha-1 Canada is an ac-
tive member, is planning a
number of events this win-
ter to coincide with World
Rare Diseases Day, Febru-
ary 29th, 2012.

The first will be their 4th
Annual Action Day on Par-
liament Hill in Ottawa on
Tuesday, February 28th,
2012. This will be followed
by a Rare Disease Gala on
February 29th and a Rare
Disease Day Conference
the following two days enti-
tled: “Innovations in Re-
search, Therapies and Poli-
cy for Rare Disorders.” The
first day will focus on new
therapies and policy and
the second day will high-
light research initiatives.

This past year, for the first
time, the Canadian govern-

ment is drafting regulations
for an orphan drug regula-
tory framework. These reg-
ulations are encouraging
and a significant step in the
right direction for the rare
disease community. Even
though each rare disease
only affects a few people,
there are more than 7,000
rare diseases that together
affect 3.2 million Canadi-
ans. Yet Canada is the only
developed country without
a national orphan drug /
rare disease strategy.

With no orphan drug pro-
gram, less than half of the
orphan therapies approved
in other countries even
come to Canada and Cana-
dian patients with debilitat-
ing and life-threatening
rare diseases remain
among the last to access
therapies.

It has been nearly 30 years
since the USA passed the
first Orphan Drug Act and
more than a dozen years
since the European Union
passed their orphan drug
legislation. Although Cana-
dians with rare disorders
are feeling optimistic about
Canada’s engagement,
your patient voice is now
more important than ever
to ensure that the needs of
people with rare diseases
are met.

We need your help in rais-
ing awareness and building
momentum for the support
needed to advance the pol-
icies and programs which
affect those with rare disor-

ders. One way to do so is
by writing to the Prime
Minister and Health Minis-
ter Aglukkaq as well as
your local MP. Sample let-
ters can be found on our
website by clicking here. If
you are unsure of who your
member of parliament is or
where to write to, you can
find him or her using your
postal code at the following
web site: http://
www?2.parl.gc.ca/parlinfo/
compilations/
houseofcommons/
memberbypost-
alcode.aspx?menu=hoc.

Of course, if you would like
to join other rare disease
patients and advocates in
Ottawa, I can tell you from
experience that you WILL
provide a strong common
voice to advocate for health
policy and a healthcare
system that works for
those with rare diseases. It
also gives a voice to alpha-
1 antitrypsin deficiency and
can create an opportunity
to meet other Canadians
and even Alphas, from
coast to coast, for support
and information.

For more information re-
garding Action Day or the
upcoming conference,
please contact Angela at
CORD (416) 969-7431.

C@RD

Canadian Organization
for Rare Disorders

Rare Disease Day
29 February 2012

Patients and Researchers, Partners for Life!
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Ontario Alphas, Mark your Calendars

by Jim Mundy

Please make time to attend
the Patient Education Day
on Saturday April 14th in
Mississauga, Ontario at the
Hampton Inn, Toronto Air-
port Corporate Centre, 5515
Eglinton Avenue West, To-
ronto, ON M9C 5K5.

The day will feature speak-
ers on lung and liver mani-
festations of Alpha-1 as well
as pharmacology, nutrition
and Alpha-1 in infants and
children. The speakers will
also entertain your ques-
tions.

New Board Member

by Vanessa McLaughlin

We are thrilled to announce
that Terry Vriezen from Brit-
ish Columbia has joined the
Board of Directors.

Terry is a caregiver to her
lung affected husband, a
support group leader and
has attended the last two
US national conferences.
She has made it her mission
to become well-informed
about alpha-1 antitrypsin
deficiency since her hus-
band’s diagnosis.

We are still working out the
details, but we hope to be
able to “broadcast” the
event live over the Internet
with the ability for those
watching from home to send
questions or at the very

SAVE THE DATE

COMING

UP

j_/

Please join us in welcoming
Terry.

Additionally, our special
thanks go out to all current
and past board members for
their individual dedication,
commitment and time, and
for putting in countless vol-
unteer hours over a three
year term and often be-
yond. The Board members
are your team, not only
working to grow the organi-
zation, but most importantly
working for YOU - Making a
difference in the lives of

least record it and make it
available after the fact on
our website.

Many people have been ask-
ing for these in-person
events so we expect excel-
lent attendance.

More details will be an-
nounced as they are final-
ized but you can always
contact us with your ques-
tions (1-888-669-4583 or
jim.mundy@alphalcanada.c
a).

Alphas.

If you think you might be
interested in a position on
the Alpha-1 Canada board
of directors, contact Jim
Mundy for more information
(jim.mundy@alphalcanada.
ca or 1-888-669-4583).

The board usually meets on
the first Monday of each
month by evening telephone
conference call.

On-line Patient

and

Caregiver Support

NEW: Ask the Pro-
fessionals

We have a number
of professionals in
leadership posi-
tions at Alpha-1
Canada. There is, of
course, our Med-
ical Advisory Board
(MAB) ; all leading
researchers and
clinicians specializ-
ing in Al-pha-1.

Our Board of Direc-
tors are also ex-
perts in their fields,
whether that be
business,
healthcare, care
giving or being in-
formed patients.

If you would like to
ask one of them a
question please e-
mail

Please note that
we do not have
access to your
medical history or
test results so only
general information
questions can be
answered here. For
questions about
your personal
health please con-
sult your physician.

View questions
readers have sub-
mitted and read
the answers from
the professionals
by clicking the link
below:
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AIpha-1 Antitrypsin Our website is continuously updated with useful information for
Deficiency Canada Inc. Alphas, their caregivers and healthcare providers, as well as news
on promising research. Make a habit of checking our website reg-

1638 Northway Avenue, ularly so you won’t miss out on exciting updates and always read

Windsor, Ontario N9B 3L9 our monthly newsletter from top to bottom.

Phone/Tél. : 519-258-1444 Help us spread awareness by sharing this newsletter with your
Fax/TéIéc. : 519-258-1614 family and friends.

Toll Free/Sans frais : 1-888-

669-4583

If you would like to receive this newsletter by e-mail, please con-
tact us at 1-888-669-4583 or

vanessa.mclaughlin@alphalcanada.ca

E-mail/Courriel :
info@alphalcanada.ca

This newsletter is designed to support, not replace, the relation-
ship that exists between you and your physician. It is not the in-
tention of this newsletter to provide specific medical advice but
rather to provide the Canadian Alpha-1 Community with infor-
mation to better understand their health and their diagnosed dis-
order.

Specific medical advice will not be provided and Alpha-1 Canada
urges you to consult with a qualified physician for diagnosis and
for answers to your personal questions.

Visit us on the web Alpha-1 Canada
at alphalcanada.ca Making a difference in the lives of Alphas
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