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A Word from our President

Happy holidays!

It is truly amazing what a small group of people can

achieve and as I look at the activities of our chapter

during the past year, I am truly proud of our
accomplishments. We have made great strides in raising

awareness of inherited bleeding disorders and because of

our excellent communication with our clinic, we have

helped ensure better care for our membership.

This work will continue in 2007 and we would appreciate

your help. Fundraising activities, special events and our

family weekend all require more volunteers and I urge

you to become active participants in your chapter. Maybe

you would like to write (or be interviewed for) a short

article in the newsletter. Maybe you want to hold a bake
sale or sell tickets. Maybe you have an idea for a game at

camp. Write us a letter, send us an email or call and chat.

We’d like your input to make this chapter even better.

One of the activities we will be initiating in 2007 is the

Sibling Project. There hasn’t been a lot written about the

unique experiences of brothers and sisters who don’t have

a bleeding disorder but are affected by it in other ways. I

was amazed the first time I heard my younger son say that

he wished he had hemophilia too. Did he really want to

have a bleeding disorder?  Of course not, but he clearly

wanted some extra attention too. Our goal is to share
these stories and to discover the best ways to cope with all

of the issues siblings have to deal with. This project can

only be a success with your help!

I had the distinct pleasure of accepting an award on behalf

of this chapter at the National Awards Banquet in Toronto

in December. The Chapter Recognition Award is

designed to recognize chapters who have demonstrated an

achievement over the preceding year in a specific area

such as fundraising, patient services, education, or

chapter/regional development or, as in our case, because
of our work in the areas of awareness and communication.

To quote the awards booklet,

As in past years, the Newfoundland and

Labrador Chapter were actively involved in

promoting World Hemophilia Day.

On April 17
th

, 2005, the chapter ran an

advertisement in the province’s largest

newspaper and in fifteen rural newspapers

throughout Newfoundland and Labrador. They

were pleased to receive support from both of the

cable companies and PSA’s ran on their

community channels. Information also

appeared on an Internet community service

based calendar. In addition, awareness

activities took place in several schools attended

by children with hemophilia.

The chapter continued to keep their members

updated on a regular basis with a quarterly

newsletter, Mainline and kept the board

updated by weekly emails, teleconferences and

face to face meetings.

I would like to take this opportunity to thank all of the

people who have donated their valuable time and

considerable skills to help our chapter grow. We are also

fortunate to have very dedicated, creative and enthusiastic

individuals on our board and it has been an honor to work

with them.  I wish you all a safe and happy holiday season
and a healthy and prosperous new year.

Colleen R. Barrett

A Word from our Vice President

Wow, another very successful and amazing year for the

Newfoundland & Labrador Chapter.

Over the year we have attended several meetings across

the country, met new friends from abroad and learned

more and more about our reason for doing what we do.

To HELP STOP THE BLEEDING!!!



A few months back, I brought the idea of a Red White &

You event to the social committee at my workplace (Cal

LeGrow Insurance).  They thought it would be a great

way to socialize and let people know about my condition

along with all the other bleeding disorders.  We decided

that the best way to raise money was with food…boy
were we ever right.  We planned a lunch, which included

your choice of chili, beef stew, pea soup or Chili

chowder, along with lots of yummy deserts all for $5.00.

So on November 24th, the social committee and I put off

our RED, WHITE & YOU event. We asked everyone to

wear red & white for that day.  The staff was in awe over

the food, it was delicious.  We raised $253.50.  It was a

huge success and everyone had lots of fun.  I have

included a picture that I took during the day.  I would like

to thank our social committee for helping pull this event

off and another thank you to my coworkers for their

thoughtful contributions to such a great cause.  Every
dollar counts and it can and will help us someday find the

cure.

I would like to wish everyone a very joyous Christmas

and a prosperous new year.  Be safe and enjoy all the

excitement that Christmas brings.

Best of Wishes,

Janice March

Vice President

Clinic Hello

2006 has slipped by so quickly!  We are in the process of

planning the children and adult clinics for next year.   So
far there are no plans for an adult travel clinic, however, if

any difficulties arise please let us know as soon as

possible so we can orchestrate prompt care for you.  A

reminder to let us know if you are having any surgical or

dental procedures.  Also if you have treatment for an

injury please call the clinic so as we can update your file.

I wish to sincerely thank the Board of Directors for their

commitment to working with the program to provide

optimum care for all of our patients.  A heart felt thanks

to all.  It means a great deal to us to have this special

relationship.

We would like to wish everybody the happiest Christmas

ever and a very happy 2007.

Marilyn and Charlotte

First of all, I would like to send congratulations to

Colleen and the wonderful team at Mainline.  I am

delighted that you have received a Communications

Award from the National Society.  You really are a super-

talented group.  I would also like to thank the Canadian

Hemophilia Society members for their wonderful

hospitality at Hemophilia Camp this past summer.

2006 was a challenging year for me from a logistic and
information technology support perspective. It has taken

all this time to get all the wonderful data collected on our

study on “Mild Hemophilia A” into a form that could be

analyzed.  Right now I am working as hard as I possibly

can to complete this analysis. I can tell you that our study

will show that there is nothing “mild” about Mild

Hemophilia A and I hope that the bleeding disorders

community will work to change the current nomenclature

for hemophilia classification to a classification more

similar to that of von Willebrand disease.

I would also like to tell the members of the Newfoundland

and Labrador, Canadian Hemophilia Society of new

projects.  I am working hard to create a “Hematology &

Hemostasis Research Group” within the Faculty of

Medicine at Memorial University and to create a

“Newfoundland and Labrador Blood Disorders Support

Group Network” and website

(www.med.mun.ca/nlblooddisorders). We would

absolutely love submissions from the Newfoundland and

Labrador Hemophilia Society members for the website

and we would love members to come to the Network

Group meetings.

As you know, this province has the highest reported rate

in the world of Hemophilia A and Factor XIII deficiency.

You may not know that each year it is expected that over

200 adults will be diagnosed with a hematoligic

malignancy (cancer of the blood or immune system) in

this province.  There is a need to improve registry data for

these patients.  Right now there is a severe shortage of

adult hematolgists/oncologists in Newfoundland. In 2007,

we will be 3.7 adult hematologists/oncologists.  At

McMaster University, in Hamilton for example, there are
37 hematologists/oncologists.  Fortunately, we do have

two full-time pediatric hematologists/oncologists and we

hope they will soon be joined by a third.  Also, three



excellent residents have left to study hereditary, oncology

and three more entered medicine residency and are

interested to train in this field.

There are positions for six adult

hematologists/oncologists.  We hope they will be filled
soon and that in the meantime hospitalists or other

physicians will be hired to help care for patients.  In

addition, we hope that acute shortage of clinical

pharmacists at the Health Sciences will be resolved

quickly.  Patients with blood disorders are very dependant

on care from our important colleagues, the clinical

pharmacists.  We would also hope that we can work

towards hiring more nurse practitioners to work in the

Adult Division of Hematology/Oncology.  Nurse

practitioners are nurses with special training and those

who live in central Newfoundland will be familiar with

these individuals and their high-level of care.  We believe
that the Adult Division of Hematology/Oncology based in

St. John’s will greatly benefit from the skill set of nurse

practitioners. Given the current lack of staff and resources

in the Adult Division of Hematology/Oncology it is

unlikely that there will be any adult traveling hemophilia

clinics in 2007.  Unfortunately, Eastern Health is very

short of physicians in Adult Hematology/Oncology,

Pathology, Palliative Care, and, Pain and Symptom

Control.  It is also extremely unfortunate that we lost the

Hemophilia Program, administrative assistant. However,

crisis is opportunity and hopefully we can all work
together to rebuild the Adult Division of

Hematology/Oncology and continue to develop programs

to provide excellent care for adult patients with

hemophilia and other blood disorders.  Please send your

contributions to the Newfoundland and Labrador Blood

Disorders web-site and join the NL Blood Disorders

Support Network.

Merry Christmas and Happy New Year.

Dr Mary F Scully

Canadian Blood Services

BRIGHTEN A LIFE THIS HOLIDAY

SEASON BY GIVING BLOOD

Holidays are a time of celebration, families and

togetherness.  They are also a time for sharing good

stories and special presents.  Where else can an hour of

your time help save up to three lives? Giving blood is a

great way for you to give back to your community

without having to invest a lot of time.

This holiday season, Canadian Blood Services urges you

to make an appointment at a local blood donor clinic, and

brighten a life.

TOP TEN REASONS FOR GIVING BLOOD THIS

HOLIDAY SEASON:

10. You won’t have to worry about someone taking

your gift back.

9. Everyone knows someone who already has

“everything”.

8. Something unique.

7. Wrapping is not an issue, and In Honour cards

are provided.

6. It takes an average of four months for credit card

users to pay off holiday bills.

5. The average Canadian has 12 people on their gift

list and makes 5-6 trips to buy them.

4. It only takes one hour to give.  And instead of

walking around the malls, you can comfortably

sit back and enjoy a cookie when you are

finished.

3. You can certainly claim your gift is made by you

personally.

2. One donation has the potential to save and

brighten three lives.

1. It is truly a gift that can keeps on giving.

In our province, visit Canadian Blood Services at the

following locations:

• St. John’s, 7 Wicklow Street, Monday –

Wednesday, 11:30 am – 2:30 pm, and 4 pm – 7

pm, and Thursday, 11:30 am – 7 pm

• Grand Falls-Windsor, 105 Lincoln Road,

Tuesday and Wednesday, 11:30 am – 2:30 pm,

and 4 pm – 7 pm

• Corner Brook, 3 Herald Avenue, Tuesday and

Wednesday, 11:30 am – 2:30 pm, and 4 pm – 7

pm

Or call 1 888 2 DONATE (1 888 236-6283) or visit
www.blood.ca for a blood donor clinic in your area.

Paul McGrath



News from Baxter

INSTRUCTIONS FOR USING ADVATE

Antihemophilic Factor (Recombinant)
Plasma/Albumin Free Method

WITH THE BAXJECT DEVICE (For
intravenous use only)

Use Aseptic Technique

1. Bring the ADVATE rAHF-PFM (dry concentrate)

and Sterile Water for Injection USP (diluent) to room

temperature.

2. Remove caps from the concentrate and diluent vials.

3. Cleanse stoppers with germicidal solution and allow

to dry prior to use.

4. Open the BAXJECT device package by peeling away

the lid, without touching the inside (Figure A).

5. Do not remove the device from the package. Turn the

package over and insert the plastic spike through the

diluent vial (Figure B).

6. Grip the package at its edge and pull the package off

the device (Figure B).

7. Turn the system over, so that the diluent vial is on
top. Insert the other plastic spike into the ADVATE

rAHF-PFM vial stopper (Figure C). The vacuum will

draw the diluent into the ADVATE rAHF-PFM vial.

8. Swirl gently until ADVATE rAHF-PFM is

completely dissolved. Do not shake. Check to make

sure the factor concentrate is completely dissolved.

The solution should be clear and colorless in

appearance.

9. Turn the BAXJECT device handle down towards the

ADVATE rAHFPFM concentrate vial and remove

the cap attached to the handle (Figure D).

10. Draw air into the syringe, connect the syringe to the
BAXJECT device, and inject air into the concentrate

vial (Figure E).

11. While keeping the syringe plunger in place, turn the

system upside down (concentrate vial now on top).

Draw the concentrate into the syringe by pulling the

plunger back slowly (Figure F).

12. Turn the BAXJECT device handle to its original

position (facing sideways).

13. Disconnect the syringe; attach the infusion needle to

the syringe using a winged infusion set, if available.

14. Point the needle up and remove any air bubbles by
gently tapping the syringe with your finger and

slowly and carefully pushing air out of the syringe.

15. Dispose of the BAXJECT system in your hard-walled

Sharps container, without taking it apart.

16. Apply a tourniquet, and prepare the injection site by

wiping the skin well with an alcohol swab (or other

suitable solution suggested by your doctor or

hemophilia center).

17. Insert the needle into the vein, and remove the

tourniquet.

18. Infuse the concentrate. Do not infuse any faster

than 10mL per minute.

19. Remove the needle from the vein and apply pressure

with sterile gauze to the infusion site for several

minutes. Do not recap the needle after the infusion,

and do not dispose in ordinary household trash.

Place it with the used syringe in a hard-walled Sharps

container for proper disposal.

20. After the infusion, remove the peel-off label from the

factor concentrate vial and place it in your factor log.

21. If a patient is to receive more than one vial of

ADVATE rAHF-PFM, the contents of multiple vials

may be drawn into the same syringe. Please note that
the BAXJECT reconstitution device is intended for

use with a single vial of ADVATE rAHF-PFM and

Sterile Water for Injection USP only.

Important: Contact your doctor or local Hemophilia

Treatment Center if you experience any problems. These

instructions are intended as a visual aid only for those



patients who have been instructed by their doctor or

hemophilia center on the proper way to self-infuse the

product. If you have not been taught to self infuse by your

doctor, do not attempt to self-infuse.

© Copyright 2002 Baxter Healthcare Corporation. All
rights reserved.

To enroll in the confidential, industry-wide Patient

Notification System call (1-888-873-2838).

Judith Bourassa

News from Bayer

Inhibitors and Immune Tolerance Therapy

One complication of hemophilia treatment that concerns

many parents is the chance that their child may develop

inhibitors. These antibodies to FVIII neutralize its activity

and/or accelerate its clearance from the circulation.
Depending on the level of inhibitors, treatment with FVIII

can in some cases be rendered completely ineffective.  As

recombinant versions of FVIII have now effectively

removed the risk of viral and other blood-borne

infections, the development of inhibitors to FVIII now

figure as the most serious complication of hemophilia

treatment.

In the past, inhibitor production was suspected when

standard treatment for a bleeding episode was less

effective (or totally ineffective). In recent years, since the
introduction of prophylactic use of FVIII, patients have

been more regularly monitored and tests are routinely

carried out for inhibitors.

Such diligent testing undoubtedly leads to inhibitors being

detected much more frequently.  Sometimes they are

transient (undetectable on retest). In the majority of cases,

only a weak response against FVIII is being mounted, and

only a small amount of antigen against FVIII is being

produced.  Usually no clinical problems arise, and so, in

the past, the acquisition of such inhibitors would

generally have gone unnoticed in the absence of such
close monitoring.

In cases where inhibitor levels are so high that FVIII is no

longer effective, prophylactic use of FVIII is obviously no

longer possible.  These patients are vulnerable to

recurrent bleeds similar to patients with hemophilia who

do not receive prophylactic treatment.  In these inhibitor

patients alternative treatment strategies become necessary

when a bleed does occur.

The two major considerations in patients with inhibitors
are: how a bleeding episode (including surgery) will be

managed; and whether attempts should be made to get the

patient to stop producing inhibitors to FVIII through

starting them on immune tolerance therapy.

Immune Tolerance Therapy (ITT)

ITT consists of delivering repetitive high doses of FVIII
in an attempt to overwhelm the immune response and

condition the body so that it no longer sees FVIII as a

‘threat to be eliminated’.

There is no single accepted standard approach to ITT. A

variety of doses and dosing schedules have been effective

in achieving tolerance to FVIII. The average duration of

therapy is 1.5 years and the success rate is close to 80%.

Inhibitors often develop early in care, usually when

patients are still very young.  Given the serious

consequences of inhibitors, ITT is generally initiated in
all patients with high-titer inhibitors. While the prospect

of ITT can definitely be daunting for parents with an

infant, delaying ITT until a child is older is less than

ideal. Risk is reduced and the greatest benefit derived

from abolishing inhibitors as early as possible. Also, a

young child will consume far less FVIII in the process of

achieving immune tolerance than an older child or adult

of greater body weight.

Across Canada each year, usually only 9 or 10 patients

require ITT and most patients receiving ITT are under 4
years of age.  If your child happens to develop inhibitors,

the care team at your hemophilia clinic knows your

situation best.  They will be able to discuss options with

you and help relieve some of the anxiety that often

accompanies dealing with an inhibitor.

Nicole Serena

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



Donations

Again this year, when you make your annual donation,

please indicate if it should be directed to programming or

to our scholarship fund. We remind everyone that because

of cost, only donations of $20.00 or more can be issued

tax receipts.

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 Gail Osmond

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

CHS National Website

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.

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.

This Newsletter and Hemophilia Today are also

available at http://www.hemophilia.ca

Season’s Greetings from your chapter of the Canadian

Hemophilia Society
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CAN YOU FIND ALL OF THE HIDDEN WORDS?

The first two correctly completed puzzles returned to us will receive a prize.

Please print your name and address clearly.


