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A Word from our President

The dictionary defines communication as ‘the interchange

of thoughts or information’ but it is much more than that.

Emotions and perceptions also play important roles in

effective communication. The board recently had some

communication difficulties and emails were traveling at a

remarkable rate. Questions were answered, opinions

exchanged, and in the end, the situation was resolved. It’s

very easy for misunderstandings to occur when people are

scattered across the province and relying on the internet to
keep in touch. Email is wonderful but it doesn’t allow the

ease of communication that being face to face does. The

same difficulties can happen when it comes to the needs

of our membership. We rely on your feedback to let us

know that we are dealing with issues you feel are

important. If there is something that you feel needs to be

addressed, please let us know. Write a letter, send an

email or call us. We need to hear from you!

At the end of this month, the board will meet in St. John’s

for our semi annual, face to face meeting. This is one of

the most important meetings of the year as we will plan
our budget, organize the family weekend and discuss how

we will fundraise and implement programming for the

next year. It takes a great deal of organization and effort

to keep this chapter running smoothly and I’d like to

thank the board for helping to keep everything on track.

You’re an awesome team!

We continue to update our section of the national website

(http://www.hemophilia.ca/en/8.9.php) on a regular basis.

We hope to expand this webpage to include more pictures

and articles and if you have any suggestions or want to
help us out, please get in touch. Keep checking back

because updates can happen at any time.

In the past year, we have received a lot of returned mail

when sending out our newsletters. If you are moving,

please let us know your new address so we can continue

to keep you informed. If you know someone who should

be receiving this newsletter, please ask them to contact us.

I look forward to hearing from you!

Colleen Barrett

Fundraising

         Derrick Maye                   Ken Stuckless

Congratulations to Mr. Ken Stuckless of Botwood, winner

of our Fall fundraiser! Mr. Stuckless was presented with

his $500 cheque December 19th by our treasurer, Derrick

Maye. The winning ticket was sold by Derrick as well.

Thanks to everyone who helped make this fundraiser such

a success!

Every Penny Counts!

The government is talking about ending the production of

pennies and removing them from our currency. Before

they do that, we want to collect as many as we can and

put them to good use! If every member of our chapter

donated 100 pennies, it would make an incredible

difference to our activities. Get your friends and family

involved….remember, every penny counts!

CHSYouth

My Name is Robert Maye, your youth representative.

I am very pleased to announce that a National Youth

Committee (NYC) has been formed from youth

representatives all across Canada. What this means

for us is that the youth of Canada who are related to

bleeding disorders will have a new voice and better

representation at a national level. The committee



consists of 13 youth members and 2 hard working

staff members, Hélène Bourgaize and Julia Sek. In

February 2007 the NYC held their first face-to-face

meeting and two representatives from Ontario, Sarah

Bradshaw and Emil Wijnker were nominated Co-Chairs

of the National Youth Committee. This is very exciting
news for the youth of our chapter as there are many

great things planned that will benefit, us the younger

members! Role of the Committee: To support, promote

and address youth involvement within the organization

Goals:

•To increase number of youth involvement

•To increase inter-provincial youth

communications

•To provide tools to organize activities/programs

•To assure succession plans are developed

Keep checking your provincial bleeding disorder
community mail out for this article for all updates on the

NYC and how you can get involved!

In the meantime you can contact me by e-mail:

tapionn@mail.com

Robert Maye

Youth Director

Clinic Corner

Hello to everyone from the clinic.  Spring is just around
the corner and I know we won't be sorry to see the snow

melting.  Our clinic has been very busy over the winter

and I am happy to say that people are calling to let us

know of upcoming surgeries and procedures that require

prophylactic coverage.  This really helps us streamline

care so continue doing this.  Dr. Scully is back and seeing

patients in Hemophilia clinic once a month.  Andrea

Hann, physiotherapist, is back but will be leaving us again

in June to have her second baby.  Clarke Dale our social

worker is working very diligently to see our patients and

the coagulation lab Michelle, Pegge and Jean are always
there to help us out, as well as Sandra and Dave in the

Blood Bank.  David MacGregor is seeing all new referrals

and is still a major part of the team. 

For those who are on home infusion please return your

cards promptly to your Blood Bank. Your Blood Bank has

to account for all product usage and it is then entered into

the CHARMS DATABASE.  Make sure the date and time

of infusion is clearly written for those of us who have to

read it. 

Marilyn Harvey and Charlotte Sheppard

Canadian Blood Services

It’s in you to give!

Imagine yourself standing in line at a grocery store with

25 other people. More than half of those in the line are

going to require blood at some point in their lives, yet

only one is a blood donor. An Ipsos-Reid poll showed that

over 52% of Canadians reported they or a family member

had required blood and blood products for surgery or

medical treatment.

The need for blood is constant.  Every sixty seconds,
someone in Canada requires blood or a blood product.

Over 700 hospitals across Canada draw on the supply of

blood on a daily basis for hospital patients receiving

treatment for cancer, surgeries, for car accidents and other

traumas, and for hundreds of other medical situations that

require life-saving blood.

  Just take a moment, and think of the following facts:

¬ It takes about 50 donors to collect enough blood

for the victim of a car accident.

¬ It takes about 100 donors to collect enough blood
for a liver transplant.

¬ It takes about 8 donors per week to collect

enough blood for one cancer patient.

This year, Canadian Blood Services needs to collect over

880,000 units of blood to ensure the needs of sick or

injured children and adults across Canada are met. The

need is great, and by making a donation you can help save

the lives of up to three people.  In addition, Canadian

Blood Services needs to recruit over 80,000 new donors

each year to ensure that hospital patients all across the

country receive blood when they need it most.

With an appointment, giving blood only takes about one

hour.  In order to give blood, you must provide

identification with full name and signature, or

identification with full name and photograph. You must

be between 17th and 61st birthday if you are a first-time

donor.  At the time of donation, you will be asked a

number of questions to determine your eligibility.  Once

you donate, you are eligible to give as often as every 56

days.

To book an appointment, or for more information on

blood donor clinics in Atlantic Canada please visit the

Canadian Blood Services website at www.blood.ca or call

1 888 2 DONATE (1 888 236-6283).  Where else can an

hour of your time help save up to three lives? Giving

blood is a great way for busy people to give back to their

community without having to invest a lot of time.  Visit

Canadian Blood Services to find out how easy it is to save

a life today.



News from Baxter

Preclinical evidence suggests modified von Willebrand
factor extends factor VIII half-life in a mouse model of
hemophilia A

ORLANDO, Fla., December 11, 2006 - Baxter Healthcare

Corporation today announced the presentation of
preclinical data from ongoing research studies aimed at

developing a novel, longer-acting form of factor VIII, a

protein essential for the normal clotting of blood.

Preclinical studies suggest that Baxter's proprietary blood-

free factor VIII formulated with chemically modified

recombinant von Willebrand factor (rVWF) may extend

the half-life of the circulating factor VIII two-to three-fold

in mouse models of hemophilia A. Results of these

preliminary studies were presented at the American

Society of Hematology (ASH) 48th annual meeting held

December 9-12 (Abstracts 1001, 1002 & 1021).

“These experiments offer proof-of-concept of our ability

to improve the pharmacology of recombinant factor VIII

(rFVIII) activity and provide early evidence for the

potential for these long acting proteins in the treatment of

hemophilia A,” said Peter Turecek, Ph.D., senior director

of preclinical research and development for Baxter's

BioScience business. “We continue to build upon our
proven foundation of blood-free recombinant protein

processing with the goal of developing recombinant

proteins with longer half-life, which if supported by

future clinical trial results, potentially allow for less

frequent injections and therefore increase convenience

and compliance for patients.”

Baxter scientists presented preclinical results utilizing a

novel approach to extend the half-life of factor VIII,

based on modifying a rVWF using pegylation

(conjugation with synthetic polymers of polyethylene

glycol, PEG) or glycosylation technologies. The results

suggest that these approaches may make FVIII less

susceptible to the body's breakdown process. Baxter will

continue to conduct extensive preclinical research before

the modified protein will be available for clinical

evaluation.

Pegylation of VWF protein (Abstracts 1002, 1021)
Baxter scientists co-administered pegylated rVWF with

rFVIII to mouse models of hemophilia A to evaluate

whether the pegylated form of the protein could improve

the half-life of administered rFVIII. In the presence of

pegylated rVWF, the estimated half-life of rFVIII was 4.4

hours compared to a half-life of 1.2 hours in the presence
of unmodified rVWF. In addition, FVIII levels at all time

points were substantially higher in the groups co-

administered with pegylated VWF.

Glycosylation Modification of VWF (Abstract 1001)
Similar to pegylation, modification of rVWF using

glycosylation technology (polysialylation) resulted in a

two-fold increase in the lifetime of the polysialylated

rVWF as compared to non-modified rVWF when

administered to knock-out mice with von Willebrand

disease. These early stage data support the potential of
glycosylation technology to extend the circulation time of

recombinant proteins, and may be used by Baxter to

develop a FVIII with an extended half-life.

Judith Bourassa

Biopharmaceutical Specialist, Quebec & Atlantic

Baxter BioScience

Scholarship Program

We remind all students in post secondary studies that the

Newfoundland and Labrador Chapter has a $500

scholarship program. Preference is given to those entering
first year studies but we will look at students in all stages

of their program. Applications for the scholarship can be

downloaded from the national website or can be obtained

by contacting our chapter.

Students are also encouraged to apply for a national

scholarship. Information and applications can be found on

the website or by contacting Dale Carey at

hemodale@yahoo.ca

CHS National Scholarship and Bursary Program

Applications for the 2007 CHS scholarship and bursary

program are now available on the CHS website at

http://www.hemophilia.ca/en/11.4.php . The deadline to

submit applications is April 30, 2007. The following are

granted:

- 1 x $4000.00 academic scholarship

- 1 x $4000.00 bursary

- 1 x $ 4000.00 mature student bursary

Soozie Courter Hemophilia Scholarship Program

This program, funded by Wyeth is open to applicants with
hemophilia A or B and includes the following awards:

- 2   x $7500.00 graduate scholarship

- 16 x $5000.00 undergraduate scholarship

- 2   x $2500.00 vocational scholarship

For more information on this program please call 1-888-

999-2349.



HCV National Taskforce

Financial Compensation Update

The pre-86, post-90 hepatitis C compensation proposal

has gone before judges in Ontario and Quebec (early

February). We are now waiting for hearings to take place

in Alberta and B.C. (early in March). Once all of the

judges have heard the proposal they will make a decision

(accept or reject the proposal). This should be some time

in mid to late March, so we will have more news then and

will post this on the CHS website.

Norman Locke

Upcoming Events

CHS NL Chapter Board Meeting

March 31 to April 1, 2007    St. John’s, NL

World Hemophilia Day

April 17, 2007    World Wide

Rendez-vous Quebec

CHS AGM & Medical/Scientific Symposium
May 24 to 27, 2007    Quebec City, QC

Contact Us

Canadian Hemophilia Society

Newfoundland and Labrador Chapter

Box 554

Lewisporte, NL

A0G 3A0

Telephone – 709-535-0337

e-mail – chsnl@nf.sympatico.ca

Executive and Board

President Colleen Barrett

Vice President Janice March

Secretary Mona Maye

Treasurer Derrick Maye

Director of Programming Ann Jerrett

Director of Communication Ruby Locke
Director of Fundraising Cindy Casey

Youth Director Robert Maye

Scholarship Chairperson Dale Carey

Von Willebrand Chairperson Elaine March

Clinic

Nurse Coordinator Marilyn Harvey

Phone 709-777-4388

Fax 709-777-8060

Newfoundland and Labrador Medical Healthline
Confidential and Free

1 – 888 – 709 – 2929

TTY: 1 – 888  - 709 – 3555

E – mail: yourhealthline.ca

National Organization

Canadian Hemophilia Society Montreal, QC

Phone 1-800-668-2686

e-mail chs@hemophilia.ca

R E N D E Z - V O U S Q U É B E C

CHS Natio nal An nual General Meet ing and
Med ical a nd Scient if ic Symp osium

Ann ual General Meetin g and Medica l and

Scientif i c Symp osium will b e held from

May 24 to 27, 2 007 at the D elta Q uébec

Hotel.

AT T H I S EX C I TI N G WEEK E N D:

Hea r from experts at the Medical and
Scientif ic Symp osium an d lear n abou t

standards of ca re for people with

bleeding disord ers an d qual ity of life

research (simul taneou s tran slatio n) .

Meetings of hemoph ilia h ealth care
pro fessio nals:

New Team Worksh op

AHCDC Ann ual Meeting

CAN HC
CPH C

Soc ial Wo rk Gro up

Commercia l Exhibits .

Con sumer Worksh ops :

You th Ses sion

Volunteer Recru itment

Fun drais ing

Nav igatin g the ER

Hep atit is C Inf ormation Session

All About Carr iers

Ann ual General Meet in g .



L a s t i s s u e o f H E M O P H I L I A T O D A Y

* * * R E M I N D E R * * *

For those of yo u rece iv ing Hemophilia Today ,

if you have not yet r eturned your subsc r ip tio n

for m inse r ted in the latest issue , i t i s not too
late to d o so!

IF YOU DO, y ou wil l rece ive

the Sprin g 2007 issue .

IF YOU DON’T, w e will
remove yo ur name from our
Hemophilia Toda y ma iling list .

We want to cont inue sending you o ur

new smagaz ine as long as we know y ou wan t to

con tinue readin g it . You can also be no tif ied
when the newsmagazine is av ailab le on o ur

Web site. To use th is serv ice, go to

www .hemop hilia . ca /en/ index an d sign up by

click ing on the CHS e-News bu tton . You wi ll

then rece ive an e-mai l notice when any of our

electronic publ icatio ns come out.

C H S c r e a t e s V I D E O O N S E L F - I N F U S I O N

The CHS launched a new video on self -

inf usion at its semi- annual Board of Director s

mee ting o n December 2 , 2006 . The video
ent it led Sel f- In fu sion: Confid ence, Autonomy,

Freedom sta rs you ng peo ple wi th bleeding

disorders descr ib ing their paths to sel f -

inf usion and th e benef its they ex per ien ce.

Filmed at summer camp s in Q uebec, the

Mar it imes and O ntar io , i t can be ordered from

the Natio nal Of f ice and viewed on - line at

www .hemop hilia . ca /en/13 .3 .p hp .

We remind everyone that the Canadian Hemophilia
website, www.hemophilia.ca holds a wealth of
information on all types of bleeding disorders. The site
also contains a forum where you can ask questions or
view answers to questions. Thanks to the work of
David Page, the site is continuously updated and
expanded. We encourage you to visit it regularly.

This Newsletter and Hemophilia Today are also
available at http://www.hemophilia.ca

The Newfoundland and Labrador Chapter of the
Canadian Hemophilia Society does not endorse the use

of any one medical product/device, nor does it have the
medical expertise to do so. We encourage people to
make an informed decision after consultation with
their treating physician, based solely on the medical
benefits and risks of the product/device itself. Brand
names of treatment products are provided for
information only. Their inclusion is not an
endorsement of a particular product or company.



B C H P L Q S R E E T N U L O V

I O M A F X S E S I U R B G B R

S A H T A G D C E G F E P T A E

C W E U C H A R L O T T E N X I

H E M A T O L O G I S T S O T R

A U O B O A V T F M X E N B E R

P G P H R E Y A B L T L C U R A

T N H F Q R E W O D U S O V F C

E I I R K X S H T E Y W G M A S

R S L O Y L O Z E I C E P A C K

C I I D O C T O R S L N O R M F

K A A P L G I X C K M R L I E O

T R J A M T S N U R S E S L E I

S D E E L B R B I G E P C Y T S

A N O I S U F N I L S X P N I Y

L U B L W D E X E R C I S E N H

X F S D O N A T I O N S B W G P

INFUSION FACTOR CAMP

HEMOPHILIA NURSES DOCTORS

MARILYN CHARLOTTE CLINIC

CHAPTER MEDICINE ALCOHOL

BLEEDS PHYSIO HEMATOLOGISTS

BAYER BAXTER WYETH

NEWSLETTER MEETING FUNDRAISING
VOLUNTEERS CARRIER BRUISES

ICE PACK DONATIONS EXERCISE

CAN YOU FIND ALL OF THE HIDDEN WORDS?

The first two people to get correctly completed puzzles back to us will win a prize. Make
sure you print your name and address clearly!

Congratulations to recent winners, Hilary Andrews and Kyanah Rumbolt.


