
A Word from our President
I hope this newsletter finds you and your family well.

Your chapter board has been very busy since the last time

you heard from us. We have accomplished a lot over the

past year and we have a number of exciting events planed

for this year. Also the Canadian Hemophilia Society

national office has a very exciting wellness plan program

in the works which we should have more detail on at our

family weekend.

Our board meeting held in St. John’s this past March was

well attended. We reviewed our progress over the past

year and we planned  this year. One event we are very

excited about and  have received a lot of good feedback

on, is a community walk a thon, scheduled for June 26,

2004. We have attached a pledge sheet and we encourage

you to get your family and friends involved. Funds raised

will help our chapter support research that will bring us

closer to a cure. Great care is wonderful but it’s time for a

cure.

And of course we are planning a very exciting family

weekend this July 8-11th. So far we have received a lot of

interest, especially from the Twillingate area. We look

forward to meeting even more new people from that area.

I remind everyone that space at Lion Max Simms

Memorial Camp is limited. Registration can be paid at

camp so the number of people attending is all we require

at this point. Please send in your registration form as soon

as possible.

Finally, our provincial clinic is now in possession of a

booklet developed by the Atlantic Hemophilia Nurses

Group. This booklet was developed to educate school

personnel with respect to Von Willebrand Disease and

Hemophilia. If you feel that this could assist you in

educating your child’s educators, contact Marilyn at our

clinic for a copy.

Norman Locke

News from Baxter

Baxter Receives Marketing Authorization from the

European Commission for ADVATE to Treat

Hemophilia A

--

First Factor VIII Therapy Available in Europe With

Innovative Processing to Help Address Safety Concerns

--

ZURICH  [3 March], 2004 -- Baxter Healthcare S.A.

announced today that the European Commission has

issued a Marketing Authorization for ADVATE

(Octocog Alfa Recombinant Coagulation Factor VIII).

ADVATE is indicated for the prevention and control of

bleeding episodes in people with hemophilia A. It is the

first and only factor VIII made  without the addition of

any human or animal plasma proteins and albumin in the

cell  culture  process,  purification  and  final

formulation, thereby eliminating the risk for transmission

of infections caused by viruses that  could be carried in

these proteins.

“The approval of ADVATE by the European

Commission marks another important milestone for

Baxter and furthers our commitment to enhancing care

for patients living with hemophilia,” said Louise Makin,

president of Biopharmaceuticals in Europe for Baxter.

“Based on the success of ADVATE following its launch

in the United States, we are pleased to bring this

important new treatment option to patients throughout

Europe.”

ADVATE received a unanimous positive opinion

recommendation from the Committee for Proprietary

Medicinal Products (CPMP) on 23 October 2003, which

served as the basis for approval by the European

Commission. Approval from the European Commission

will allow Baxter to market ADVATE in all 15 European

Union (EU) Member States as well as in Norway and

Iceland, as these countries, per agreement with the EU,

take part in the centralized evaluation procedure for new

drug applications.  In addition, Estonia, Latvia,

Lithuania, Poland, the Czech Republic, Slovakia,

Hungary, Slovenia, Cyprus, and Malta will join the

European Union as of 1 May 2004, at which time the

marketing authorization for ADVATE will be extended

to these countries.
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The availability of ADVATE will vary country by country

based on the timing of reimbursement approvals.

ADVATE received regulatory approval from the U.S.

Food and Drug Administration  (FDA) on 25 July 2003,

and marketing authorization from Swissmedic on 18

February 2004 in Switzerland. “For years, the potential

risk of viral transmission has been a considerable concern

among hemophilia patients and this issue has continued to

grow as new diseases have emerged over time,” said

Professor Claude  Negrier, M.D.,  Ph.D.,  Head of the

Hemophilia Comprehensive Care Center  at  Edouard

Herriot University Hospital, Lyon, France.  “Now, with

the approval of ADVATE, patients can have reassurance

that they are receiving a therapy that addresses that risk

with a process that eliminates the need to add any human

or animal proteins that may carry viruses.”

ABOUT ADVATE

ADVATE is a blood clotting therapy that helps people

with hemophilia A prevent and control bleeding episodes.

Infused directly into the bloodstream, ADVATE works by

temporarily raising the level of factor VIII in the blood,

thus allowing the body’s blood clotting process to function

properly. ADVATE is processed by Baxter in its state-of-

the-art, multi-purpose, biotechnology facility in

Neuchâtel, Switzerland.  This facility has the capacity to

help ensure sufficient supplies of this therapy based on

current and anticipated patient needs.

Side effects with the use of ADVATE are uncommon,

with no serious adverse events related to treatment with

ADVATE reported to date.  Non-serious, mild or

moderate adverse events related to ADVATE include: a

strange taste, itching at the infusion site, dizziness,

headaches, catheter-related infections, chills, hot flushes,

diarrhea, lower limb edema, sweating, nausea, pain in the

upper abdomen or lower chest, prolonged bleeding after

post-operative drain removal, decreased red blood cell

count, joint swelling and shortness of breath.  Non-serious

but severe related adverse events include fever, headache

and decreased coagulation factor VIII levels.

News from Wyeth
An interview with Dr. Mary-Frances Scully

A holistic approach to musculo-skeletal health in

hemophilia

 A two-year cohort study looking into musculo-skeletal

health and quality of life in males with hemophilia A

compared to their siblings is likely to focus the attention

of the hemophilia community on an issue of great concern

in the long-term management of hemophilia. Preliminary

findings are expected towards the end of 2004 with the

final results to be presented at ISTH in Sydney, Australia

in 2005.

 With significant advances in medical science having

taken place over the past decade including the

development of recombinant technology, those with

hemophilia are living longer. In addition to facing the

same common health problems as the general population,

those with hemophilia must deal with the additional

complications that arise due to joint bleeds, as well as such

things as obesity, cardiovascular disease and diabetes that

may result from a lack of physical activity.

 

According to Dr. Scully, Director of the Hemophilia

Program, Associate Professor, Memorial University of

Newfoundland, Health Sciences Centre, the province of

Newfoundland and Labrador has the distinction of having

the highest prevalence of mild hemophilia A reported

worldwide, as well as the highest incidence of

cardiovascular disease in Canada. This combination of

hemophilia and heart disease presents a complex medical

challenge, particularly in terms of treatment. Research that

leads to a greater understanding of the impact of

hemophilia on musculo-skeletal health and the

individual’s quality of life will provide important direction

on the importance of physical activity and prophylaxis on

patient outcomes, including their quality of life over the

long term.

 

“Years ago, parents would worry or dissuade their

children from participating in sports,” said Dr. Scully.

“We Canadians are now facing epidemic levels of

diabetes, obesity, and cardiovascular disease. Increasingly

we are facing these illnesses in younger and younger

members of our society. Unfortunately hemophiliac

children are not immune. Today I am frankly more

concerned with those who are under active, who spend

time sitting around or playing with video games, than with

those who engage in sports and other physical activities.”

She strongly believes that participation in sports is

incredibly important in terms of mental health and

physical fitness, citing data that suggests involvement in

sports decreases the likelihood of falling prey to drugs and

alcohol.

 

While the issue of prophylaxis is quite “tangly” according

to Dr. Scully, her clinical impression is that active patients

have better musculo-skeletal scores than those who are

more sedentary. The Newfoundland hemophilia clinic is

committed to the value of prophylaxis and considers it to

be an important element of managing the condition.

“Studies clearly show that prophylaxis is better than on-

demand infusion in the event of a bleed,” says Dr. Scully.

“We use it with all of our patients and I’ve not seen any

compliance problems.”

 

While our inactive, contemporary lifestyle has led to a

higher prevalence of musculo-skeletal injuries overall, it’s

important to look at what type of physical activities those

with hemophilia are getting involved in. Even with



prophylaxis, Dr. Scully suggests that a specific fitness

program be set up taking into consideration the

individual’s temperament and motor coordination skills.

 

Dr. Scully’s research into musculo-skeletal health may

very well contribute to the development of a gold standard

to evaluate musculo-skeletal function. The data collected

will be used to create a scoring system that would evaluate

how patients are doing over time.

 THE DOCTOR’S ADVICE....

Mental health and physical health go hand in hand. Health

promotion and prevention of complications should begin

early. Ask your health professional about a fitness

program based on the individual’s age, interest,

temperament and motor coordination.

Activities that do not add pressure to the joints are best.

These include swimming, walking, hiking and biking.

Talk to your child and discuss specific interests. Dr Scully

is a great fan of “yoga” and “Tai chi” although she admits

that younger kids may find these boring!

If your child is bent on more demanding sports or activities

explore them objectively, making sure that there is proper

supervision within a reputable program and that all

necessary precautions are taken.

Clinic Corner
Just a note to let you know what is happening with

CHARMS. We are now tracking most of the product usage

of factor concentrates in the province of Newfoundland and

Labrador. I am pleased with the information that is being

returned but there is still a lot of work to do.  I am working

with Marilyn Collins at Canadian Blood Services to improve

our information on tracking factor concentrate usage. I will

be doing a training session in April to improve on my

knowledge of CHARMS.

If you are given any product for any reason – Factor VIII,

Factor IX, Factor VIIa (Niastase), Factor XIII, please let us

know and Marilyn and I will follow–up with the hospitals

around the province.

If you are going to have surgery for any reason please let the

clinic know so that the right treatment can be given before

and after surgery. This also includes dental work. Many

people with a bleeding disorder bleed after  extractions and

dental surgery and we want to prevent this from happening

by giving medication to prevent bleeding.

For those who are on Home Infusion : Please be careful

filling out transfusion cards and remember to write the date

as  day/month/year.  It is confusing if it is written otherwise.

Make sure that the information on the card is clear and  put

a note on the card if you are treating a new bleed. Many of

you are already doing this.

Both Advoy and Dialog palm pilots are being used by some

patients who are on home infusion to record their bleeds and

usage of Factor. They no longer have to use the yellow bleed

sheets. They find this very convenient.

We look forward to seeing all of you at camp. Make sure that

you bring your supplies and your product with you.

Marilyn & Charlotte

REMINDERS :

Make sure that you carry your Factor 1st card with you all the

time and remember to inform other health professionals

about your bleeding disorder. This will ensure that prompt

and timely treatment is given.

Make sure that you are taking the right dosage of your

Cyklokapron. It is very important to take the amount that Dr.

Scully has prescribed for you.

Make sure that your script for cyklokapron is always filled

and close at hand.

Call the clinic if you have any questions or concerns related

to your bleeding disorder.

HCV/HIV Task Force
Your chapter continues to be involved with the National

HCV/HIV Task Force. The mandate of the task force is to

advocate on behalf of those affected with and by viral

infections resulting not only from blood and blood products

but all sources. We have an interest in helping all Canadians.

At the end of March 2004 the 2nd Canadian Conference on

Hepatitis C was held in Vancouver. We were represented by

three delegates at this conference.  The conference was

structured along the same lines as the first conference held in

Montreal a few years ago. Issues such as treatment,

prevention and support were the main focus. Current

treatments continue to come with some severe side effects

but there are more tolerable treatments in the works. If you

suspect you my have come into contact with a viral infection,

you should be tested. You are better off knowing. Currently

there is no hemophilia HCV/HIV support group in

Newfoundland and Labrador. If you would like to create one

or be a part of one please contact us. We are interested in

starting a support group.



The Canadian Hemophilia Society has recently released a

new publication entitled “ Common Disabling Symptoms

and Treatment Side Effects”. If you would like a copy please

drop us a line. Also, the fifth addition of the Hepatitis C “An

Information Booklet” is also available and you can write in

for a copy of that as well.

Inhibitors
Inhibitors is the term used to refer to the neutralizing

antibodies that can develop in patients with hemophilia (A or

B). The incidence of the development of inhibitors is

approximately 10 to 30% in hemophilia A and 3 to 5% in

Hemophilia B patients. Patients that develop inhibitors

usually develop them before the age of 20. The management

of hemophilia patients with inhibitors has the potential to be

quite difficult. Clinically, most inhibitors are detected or

recognized when patients fail to respond to standard

replacement therapy. The antibodies are quantified with an

assay that measures the inhibitor level in Bethesda units

(BU). If your doctor suspects that you may have developed

an inhibitor have them contact the Provincial Hemophilia

Treatment Centre at once.

More from Baxter
Emerging pathogens: In search of safer hemophilia

treatments

While the available treatment options for people with

hemophilia are safe and effective, there is continued concern

within the community about becoming infected by a virus or

other pathogen when using therapies that contain human

and/or animal plasma proteins and albumin.

Currently available genetically engineered factor VIII

therapies for hemophilia A make use of human plasma

protein solution, albumin or other human- or animal-derived

additives during processing. This can increase the potential

for carrying unknown viruses or pathogens, such as the

agent that causes variant Creutzfeldt-Jakob Disease (vCJD),

the human form of mad cow disease.

Richard (not his real name), 36, is all too familiar with the

devastating punch that emerging pathogens -- specifically in

tainted therapies -- can pack. Diagnosed with hemophilia at

the age of three months, Richard grew up undergoing many

trips to the hospital for transfusions and surgeries to manage

his condition and the complications-- like joint bleeds -- that

commonly occur. As a young adult it seemed his hemophilia

was well controlled.  That’s when tragedy struck.  Richard

contracted hepatitis C and HIV through the administration of

a tainted blood product in the mid-1980s.

Understandably devastated, Richard’s very survival was at

risk as his doctor gave him six months to live.  That was

almost 18 years ago.  Unlike many hemophilia patients who

were infected through tainted blood products, Richard is

alive today and credits his ability to beat these

overwhelming odds by his determination, good care, family

support and faith.

Today, he leads a seemingly normal life with his wife and

two children in the Greater Toronto Area. His hemophilia,

while severe, is stable, but his current state of health now

makes him vulnerable to many common viruses and

infections. A cold last year, for example, put him in the

hospital after it resulted in fluid buildup around his heart.

Richard’s daily cocktail of 10 antiretroviral pills and regular

visits to the HIV clinic for blood tests to monitor his

condition serve as a constant reminder of his HIV status.  It

never goes away.  But he is able to work full time from home,

be involved in sports and participate fully in family life,

though the fear of infecting his loved ones is a constant

concern.

Richard wants to see the hemophilia community have

greater access to information about the latest and safest

therapies available so that people with the condition can

make informed decisions about their care. This would entail

enhanced doctor-patient communication, and greater

information distribution on the part of pharmaceutical

companies, he says.

Particularly exciting to Richard is a new and promising

therapy recently approved in the United States and Europe,

and currently under regulatory review in Canada. It’s the

first and only factor VIII processed without any added

human or animal plasma proteins and albumin in the cell

culture, purification, and final formulation steps. As a result,

it eliminates the risk of infections caused by viruses or other

pathogens that could be carried in those protein additives.

Richard is dedicated to advocating for stringent safety

standards when it comes to blood products and access to the

safest products possible. He is encouraged to see companies

like Baxter continuing their commitment to meeting that

challenge with new products and information and support

services, like the company’s Web site

www.hemophiliagalaxy.com. “If we get complacent, we’ll

just have another 1980s on our hands,” he says. “In the

future, a lot of pathogens could get into the blood

system…The blood system is safer, but who’s to say it

couldn’t happen again?”



Walk a thon

On June 26th our chapter will be holding community walk-a-

thons across Newfoundland and Labrador. We are asking

members to get together with family and friends and hold

their own walk-a-thon June 26th. Enclosed you will find a

sponsor sheet you can photocopy. Members in the St. John’s

area will be walking around Quidi Vidi Lake at 10:00 a.m.

on June 26th. Any money collected can be brought to camp or

mailed to the address on the sponsor sheet. Thank-you for

your support.

 Shirley Hart                                                    Director

of Fundraising

Scholarships

A reminder to those who are about to enter post secondary

education: We are accepting applications for the

Hemophilia  Newfoundland and Labrador Memorial

Scholarship. This is a $500 scholarship that we will award to

a member of our chapter. Please forward applications to

Sharon Mugford at our mailing address before September 1,

2004

Upcoming  Events
May 28 - 30, 2004  CHS National Annual General Meeting,

Toronto, ON

June 26, 2004 Community Walk A Thon

July 8 - 11, 2004 CHS NL Annual Family Weekend, Lion

Max Simms Camp, Bishop’s Falls, NL

Contact us
Canadian Hemophilia Society

Newfoundland and Labrador Chapter

P.O. Box 247

Station C

St. John’s, Nfld.

A1C 5J2

e-mail - chsnf@nf.sympatico.ca

Executive and Board

President:

Norman Locke

Phone - 709-782-1548

Ruby Locke Vice President

Mona Maye Secretary

Derrick Maye Treasurer

Cindy Casey Director of Programming

Anne Jerrett Director of Programming

Colleen Barrett Director of Communications

Robert Maye Youth Director

Shirley Hart Director of Fundraising

Sharon Mugford Scholarship Chairperson

Janice March Von Willebrand Chairperson

Clinic:

Marilyn Harvey  Phone - 709-777-4388

Fax ---- 709-777-8060

Dr. Scully / Diane Maxwell - 709-777-4519

Canadian Hemophilia Society

National Toll Free Line:

1-800-668-2686

e-mail - chs@hemophilia.ca

Web --- http://www.hemophilia.ca

The Newfoundland and Labrador chapter of the

Canadian Hemophilia Society does not endorse the use of

any one treatment product/device, nor does it have the

medical expertise to do so. We encourage people using

treatment products/devices to make an informed

decision after consultation with their treating physician,

based solely on the medical benefits and risks of the

product/device itself.


