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A Word from our President 
I hope this newsletter finds you and your family well. 
 
 As we reflect back on this past year, we know that our 
chapter has made some great strides and we look 
forward to the future. A future that will see us all take 
charge of our health and wellbeing so that we may live 
the most fulfilling and happy lives we can. 
 
Education and communication are essential in helping 
to understand and cope with a long term chronic illness. 
Please seek out information on your particular genetic 
bleeding disorder so that you can protect yourself or 
family members from a potentially life threatening 
situation. Our clinic is manned with knowledgeable and 
very dedicated people and the sole purpose of our 
chapter is to provide help and support. Call anytime or 
take advantage of clinic visits to ask any one of the 
program team that burning question. If they don’t know 
the answer they certainly will seek the appropriate 
information. These clinic visits are also very important 
to re-evaluate your factor first cards to insure that they 
are accurate and up to date. Information that one day 
may save you or a family member’s life. Also, when a 
traveling clinic visits your town please ensure that you 
keep your appointment. Past experiences have taught us 
that becoming lost to follow-up can be detrimental to 
your health. 
 
Finally, on behalf of myself, my wife Ruby, my son 
Matthew and our two dogs, Randy and Sebastian, we 
wish you all a very happy and safe holiday season and 
only the best for the upcoming year. 
 
 
Norman Locke 
 

Clinic Corner 
 
Another year is ending.  Charlotte, Diane and I wish all 
of you a very Merry Christmas and a Happy New Year. 
  
  
In an effort to provide the best possible care, please call 
the clinic with any of the following which relates to your 
bleeding and remember to visit your family  
follow up prescription refills. 

 
· Any infusion of Factor replacement and brand 

of product used  
· Any trauma or bleeds  
· Any use of DDAVP and especially any adverse 

reactions to DDAVP  
 
· Cyklokapron/tranexamic acid use and any 

positive or adverse reactions to Cyklokapron 
 
 
We are pleased that the factor first card is proving 
very beneficial in providing prompt care.  Keep up the 
good work in advocating for the care that you deserve.   
  
Marilyn Harvey 
  
  

HCV/HIV Task Force Update 
 
Hepatitis C and compensation is hot and heavy in the 
news again. The federal opposition parties are bringing 
the current liberal minority party to task on the issue 
of compensation for all that have been harmed by 
hepatitis C infection through the blood system. The 
federal liberals have agreed to finally look at the 
situation and look at opening the current compensation 
scheme to everyone. A deadline of pre Christmas is 
sought by the opposition parties but only time will tell. 
 
Currently only those infected between 1986 and 1990 
are compensated. But it is the opinion of the Canadian 
Hemophilia Society that all our members infected, 
regardless of when, should be compensated. For 
further information please write us or contact our 
Hepatitis C Coordinator, Jeff Rice at 1-800-668-2686 or 
e-mail jrice@hemophilia.ca.  
 
We also seek governments approval to index MPTAP, 
HIV income support. Indexing currently takes place in 
a number of provinces but not our own. If you would 
like to lend your support around this issue please 
contact us or Jeff.  
 
vCJD risk notification process in the United 

Kingdom and its implications for Canada  
 

On September 21, 2004, all people with hemophilia and 
other bleeding disorders in the U.K. who had infused 

plasma-derived clotting factor concentrates between 
1980 and 2001, as well as people who had infused 



 
 

 
certain other plasma products, notably anti-thrombin 
III, were told that they were “at risk” of variant 
Creutzfeldt-Jakob Disease (vCJD) for public health 
purposes. U.K. health authorities have said their actions 
are “precautionary” and the actual risk to individuals is 
very low. (See World Federation of Hemophilia press 
release at http://wfh.org/ 
 
 

Hemophilia Research Update 
 
It is hard to believe that a year-and-a-half has flown by 
since our first research clinic back in May, 2003! The 
travel component of our project is now over and life ‘on 
the road’ has come to an end. What remains now is to 
enter the last of the data onto our computer and begin 
sorting through what we found. The scale of this project 
is enormous and I would estimate we have about 55, 000 
pieces of information to make sense of in the coming 
months.  
 
Although we still expect to catch up with a few 
stragglers in St. John’s, the final tally for participants is 
as follows: 
 
Affected men 60 
Unaffected men  43 
Carrier women  83 
Non-carrier women 56     
Results not back 15 
TOTAL            257 
Overall participation rate: 75% (pretty darn good!) 
 
Once we have had a chance to see what ‘mild’ 
hemophilia is truly all about, we are planning to make 
one last visit to a community near you to present our 
findings. We don’t know when yet, but with luck it will 
be sometime maybe late spring. It has been a wonderful 
experience and a real privilege getting to know you and 
your families.  
 
Best Wishes, 
Meghan, David, Andrea, and Maureen 
 

News from Baxter 
 
Lights, camera, action! 
 
It may not be the big screen, but children with 
hemophilia are becoming stars of their own home movie 
through an innovative new program that involves 
videotaping children with hemophilia as they learn how 
to self-infuse safely and effectively.  
The Camp Infusion Video Kit program, offered through 
camps run by provincial chapters of the Canadian 
Hemophilia Society (CHS) with the support of the 
hemophilia nurses provides children with a 

personalized videotape of themselves to take home as a 
constant reminder of how to perform the proper self-
infusing techniques. 
 
“This video is such a dynamic, positive teaching tool 
for children because they can see what they did,” says 
Ann Marie Stain, a hemophilia nurse coordinator at 
Toronto’s Hospital for Sick Children, who has taught 
children how to self-infuse at Camp Wanakita in 
Ontario. She adds that it’s nice “to be able to do 
something for the kids. It’s exciting for them, and it’s 
totally their own.” 
 
M.J. O’Grady, 12, learned how to self-infuse on video 
when he was 10 at Camp Wanakita in Ontario. The 
Burlington, Ont., youth says the experience was 
“pretty neat” and his 15-minute learning experience 
caught on tape was handy to refer back to if he forgot a 
step of the process. His mother Justine says M.J. was 
extremely excited about the experience, and the video 
is a “great little keepsake.” 
 
Ann Marie says that not only can the child later refer 
back to the video to reinforce the learning, but parents 
can also be reassured that the child has in fact been 
able to successfully self-infuse and can encourage them 
to continue. She adds that kids love showing their 
videos to family and friends, so it’s a non-threatening 
way to share their experience with hemophilia with 
others.  
 
The video kit program provides a great opportunity to 
gain new skills and knowledge, according to Clare 
Cecchini, program coordinator at CHS. In fact, the 
CHS was so impressed with the program that it has 
been incorporated into the CHS Passport to Well-
Being Program. This program is designed to provide 
people with bleeding disorders, at all stages of their 
lives, with information, skills and strategies to 
empower them to maximize their quality of life. 
 
The video kit program “fits nicely with our goal. It 
helps kids build the skills to self-infuse and gain 
independence.” She notes that children who complete 
various aspects of the Passport program, including the 
video kit, get their passports stamped with “visas” 
making them eligible for a prize.  
 
The Video Kit Infusion program was made available 
this past summer to camps in Ontario, Quebec and the 
Maritimes.  The Calgary Hemophilia Clinic is 
currently running the program as an after-school 
activity.  The video kit program and the CHS Passport 
to Well-Being have been funded by Baxter as part of its 
commitment to the hemophilia community. 



 
 

 
For more information about the video kit program, 
please contact your local Baxter Canada representative.  

News from Bayer 
 
DIALog changes name to EZ-Log, and so much more… 
 
Life may become easier by the end of the year.  As EZ-
Log is introduced in Canada, easier record keeping for 
people with bleeding disorders is just a click away. 
 
DIALog (now EZ-Log), a PALM PILOT based 
electronic diary, was first piloted by about 60 patients at 
two clinic locations in Canada in 2001 and 2002.  By the 
end of 2004 more than 200 patients in more than 14 
clinics will be using the newly named EZ-Log hand-held 
computer units to record home-treatment information.  
Most of the EZ-Log units in Canada have been assigned 
to people with hemophilia who use factor concentrates 
on a regular basis .   
 
With a goal of improved communication between 
patient and the clinic, the advantages of the new EZ-Log 
are multiple.  Paper diaries are a good start, they are 
occasionally inaccurate because of poor recollection, 
they can be illegible, sometimes documents are lost, and 
often they are not timely.   
 
EZ-Log offers a solution to these challenges.  Quite 
simply, at almost the same time an infusion is taking 
place you are able to record the details about the 
product used and reason for treatment on this 
specialized PALM PILOT.  Among other 
considerations, EZ-Log is more accurate because it does 
not require transcribing.  Since it is menu-driven, 
patients just make selections and check boxes on an easy 
to use touch-screen to capture data.  
 
The unit includes a barcode scanner, much like the one 
at the grocery store check-out.  Once again, the scanner 
eliminates a step for the patient if the product package 
has an EZ-Log barcode. Even without a barcode on the 
package patients are able to enter product information 
using the touch screen on the PALM PILOT. And for 
your comprehensive care team in the clinic, it is faster 
and easier to get a summary of patient results with EZ-
Log and easier to manage home inventory.   
 
What is most important to the patient - is that EZ-Log 
is user friendly.  You scan what you are infusing, 
indicate how much you are infusing, and easily fill out 
the other sections of the electronic treatment record.  
Making an entry usually takes less than a minute.   
 
Once the electronic treatment diary entry is recorded, 
the unit is placed in a charger-modem cradle and the 

TRANSMIT DATA button is activated.  If users hit a 
technical snag, there is a toll-free support line in 
operation every day, and well into the evening, 
depending on your time zone.   EZ-Log information is 
relayed to and from the main computer database using 
a toll-free 1-800 number.  Patients using EZ-Log do not 
need to own a computer or have access to the internet. 
 
The information transmitted is sent confidentially to a 
secure database at McMaster in Hamilton, Ontario.  
The TRANSMIT DATA function also allows the EZ-
Log unit to receive messages from the clinic such as  
new clinic hours or news on upcoming events.  EZ-Log 
is fast, accurate and your care team can view reports 
immediately.  It doesn’t get much easier than that. 
 
To find out if EZ-Log is right for you, talk to your 
clinic staff.  There is no cost to eligible patients or the 
clinic for EZ-Log equipment or services. 
 
EZ-Log is sponsored by Bayer HealthCare and is 
operated by Arrowhead  
 

CHS National Website 
 
We remind everyone that the Canadian Hemophilia 
website, http://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. 
 

Scholarship News 
 
Sharon Mugford, Scholarship Chairperson, is pleased to 
announce that again this year, our society was able to 
award three scholarships in the amount of $500 each. We 
are pleased to congratulate Dale Carey, Jordan Murphy 
and Jason Cutler and wish them every success in their 
academic careers and beyond. We urge other students to 
apply for the next scholarship to be awarded in September 
2005. Applications are available from the society or can be 
downloaded from the Newfoundland and Labrador 
Chapter’s link at the CHS website listed below. 
 

Memories of Hemophilia 
Travelling Clinic 
 

Singing ABBA for 6 hours in an enclosed space (the 
van) fueled mostly by chocolate and Giovanni’s coffee 
can change a person’s opinion in a hurry. Little did I 

know what I was getting into when I first met the 
seemingly reserved, quiet, polite members of the 
hemophilia team. Although the cast of characters has 



 
 

 
changed a little over the years, names like Dr. Scully, 
Marilyn, Charlotte, Michelle, Andrea, Meghan, 
Maureen, and David are likely familiar to most of you. 
(Note: a  few more therapy sessions and the nightmares 
will stop). For the record, anything my colleagues might 
say about me in response is clearly a vicious lie – like 
the story about me crashing our van into the only pole 
within 50 feet of us during a trip to Corner Brook. Need 
I say…..a lie. Memories are not usually something you 
plan – they just sort of happen so I am going to include 
a few that always bring a smile when I think of 
travelling clinic. 
 
Breakfast with Gus at the Anchor Inn – HE can tell you 
those stories, and a lot more. 
 
Marilyn Harvey, always handy with a song and dance, 
explaining what happens during a clinic visit to a first-
time patient. Referring to height, weight, blood pressure 
etc, she tells him she’s going to measure every little 
thing on him. . . and then realizing she didn’t really 
mean EVERYTHING…. 
 
Sharing a hotel with a Mary Brown’s convention. Every 
night we’d get back late from clinic only to find that 
“Mary Brown’s”, like a pack of locusts, had polished off 
every item available on the menu.  
 
Dr. Scully doing an Irish jig ….more than once… (no 
wine required either, she does it with very little 
prompting).  
 
The Split Peas and the best toutons ever at the Orange 
Lodge. 
 
Andrea Hann diagnosing a broken collar bone on one 
very angry teen at a hundred yards while driving our 
van. The little brother responsible for the broken arm, I 
am guessing, is still in witness protection. 
 
Hiking to the top of a slightly muddy Twillingate 
mountain with Marilyn (always prepared) in white 
sandals and pants. 
 
Watching some young kid race for his life down the 
clinic hallway, eyes big as saucers, with Andrea (all 
legs), in hot pursuit adeptly assessing his gait. 
 
Marveling at the number of ways Michelle and 
Maureen can avoid directly answering how many 
bottles of blood they are going to take.  
 
Stretching our legs on the road near the Cottrell’s Cove 
school an hour before our talk. 
 
Watching Meghan, without blinking an eye, steer a 
male patient through the musculoskeletal research 
question about whether they are stiff in the morning. 

 
Eating the best Chinese food in the Province every time 
we go to Twillingate and the joy of Sorrentos in Corner 
Brook. 
 
As a team, we are so grateful for being let into your 
lives just a little bit. I have learned far more by 
travelling to where you belong than I ever would have 
if we had only met in St. John’s. To me, it makes a big 
difference being able to walk into a community hours 
away and greet people by their first name. Our hope is 
that by seeing us regularly, your clinic visits will be less 
of an ordeal and you will come to feel as familiar and 
comfortable as you have always made us feel.  
 
With best wishes for the Holiday Season. 
 
David Macgregor 
Genetic counsellor 
Hemophilia Program 
 

News Release From Bayer 
 
Bayer Signs Development Deal for Longer-
Acting Kogenate® Breakthrough liposome 
technology may allow new treatment 
paradigm of once weekly dosing in 
hemophilia A 
 
RESEARCH TRIANGLE PARK, N.C. (Nov. 22, 2004) 
— Bayer HealthCare, LLC., Biological Products (BP) 
division, announced today it has signed an exclusive, 
global technology license with Zilip-Pharma for the 
development and commercialization of a new, longer-
acting Kogenate® product — a product with the 
potential to shift current treatment paradigms in 
hemophilia and simplify the lives of thousands of 
patients around the world. The deal between Bayer 
and Zilip-Pharma involves the application of patented 
liposome technology developed by Zilip-Pharma and its 
affiliated companies over several years. Clinical results 
obtained by Zilip-Pharma suggest that a prolonged 
interval between bleeding episodes — one week or 
more — occurs when factor VIII attached to liposomes 
is administered to individuals with hemophilia A. 
 
Upon achievement of key milestones, including 
successful clinical development and regulatory 
approvals in key regions, upfront and milestone 
payments from Bayer to Zilip-Pharma would total 
$100 million plus royalties from sales of the new 
product. The agreement covers applications of the 
liposome technology to the current Kogenate® 
recombinant factor VIII molecule, as well as other 
factor VIII molecules, which could be developed by 
Bayer in the future. 
 



 
 

 
“A product with the potential to be dosed once weekly 
would be a major step forward in hemophilia care, 
improving convenience of administration and helping 
people live the lives they choose,” said Joseph Akers, 
president, Bayer Biological Products. “Additionally, this 
is a major opportunity for us to significantly strengthen 
our marketplace position so we can continue providing 
the most advanced products, technologies, and services 
for the hemophilia community.” 
 
Through regular dialogue between patients and Bayer 
BP’s scientists, it was recognized that a factor VIII 
product requiring less frequent infusions would 
represent a true breakthrough for people living with 
hemophilia. Based on this information, and Bayer BP’s 
unwavering commitment to respond to unmet patient 
needs, Bayer supported studies with the liposome 
technology. “The results from early studies by the Zilip-
Pharma group of companies, which included pilot 
clinical studies, demonstrated great promise for this 
cutting-edge technology leading to our partnership with 
them,” said David Naveh, Bayer Biological Products’ 
project champion for the partnership. 
 
“A product allowing injections once weekly, or even less 
frequently, definitely represents a new treatment 
paradigm in hemophilia, and could offer very 
significant improvements in patients’ lifestyles. 
Importantly, it also could help prevent the placement of 
long-term intravenous catheters for vascular access in 
heavily treated young boys with hemophilia,” said 
Victor Blanchette, MA, MB, B Chir, FRCP, Chief, 
Division of Haematology/Oncology, Professor of 
Paediatrics, University of Toronto, The Hospital for 
Sick Children. “If successful, this next-generation 
Kogenate® product will be a very highly anticipated 
breakthrough for improving the lives of people living 
with hemophilia.” Mark Skinner, president of the 
World Federation of Hemophilia commented, 
“Individuals and their families have been seeking the 
development of treatment options that make life easier 
and reduce the burdens of living with hemophilia. 
Research leading to the availability of more efficacious 
products is highly desired and needed. The development 
of a once-weekly therapy would provide a dramatic 
therapeutic advance.” 
 
Zilip-Pharma’s liposomal technology utilizes PEGylated 
liposomes free of biologicals, which have a longer half-
life and have been used successfully with other 
approved products. Whereas conventional liposomes 
sometimes can be mistaken as foreign by the body’s 
immune system, these liposomes represent a significant 
advance because they have a polyethylene glycol (PEG) 
coating that helps avoid detection by the immune 
system. The pilot clinical studies by the Zilip-Pharma 
group suggest that Kogenate® molecules attached to the 
surface of these liposomes can extend the interval 
between bleeding episodes requiring fewer treatments 

especially in prophylactic regimens. 
 
“This is a great example of our scientists partnering 
with an innovative biotechnology company to pursue 
new ideas and technologies based on their 
understanding of unmet needs in the marketplace,” 
said Michael Fournel, senior vice president, Research 
& Development, Bayer Biological Products. “We are 
anxious to begin clinical development studies that 
could lead to a cutting-edge, new-generation 
Kogenate® product with dosing once weekly or less in 
hemophilia A.” 
 
Clinical Trial Results 
“In our multi-center, patient-blinded phase II trial 
with severe hemophilia A patients, the time to next 
bleed following injection of PEGylated liposomal 
Kogenate® was significantly prolonged. The results 
clearly show the potential for this treatment and we are 
very pleased that Bayer will undertake the 
development of the use of our technology within this 
area,” said Robert Taub, founder of Zilip-Pharma. 
 
Based on initial timelines for the project, Bayer and 
Zilip-Pharma hope that the next-generation 
Kogenate® could be launched in five years, pending 
continued positive clinical results, required regulatory 
reviews, and necessary license approvals. 
 
 

Donations 
 
Again this year, when you make you 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 a tax receipts. 
 
We would also like to thank everyone that not only 
donated financially to our chapter last year but also 
those who donated their time. A special thank you to 
those that made prizes for our family weekend.  

 
Upcoming Events 
 
December 11, 2004 CHS National Board Meeting, 
Montreal, PQ 
 
March 5-6, 2005 CHS NL Board Meeting, St. John’s, NL 
 
July 7-10, 2005 CHS NL Family Weekend and AGM, 
Bishop’s Falls, NL 
 



 
 

 

A Word from the Editor 
 
What a year it has been! I have had the opportunity to 
work with and for a wonderful group of people and 
volunteering with the society has been a pleasure. The 
walkathon in June and our family weekend in July were 
awesome events. I was also pleased to attend two very 
important conferences on Hepatitis C. There are many 
issues surrounding this escalating problem and there is 
currently a group working to form a support and 
advocacy group in this province. If you would like to be 
involved in this effort, please get in touch. 
 
I have enjoyed preparing the newsletters and I am 
grateful to everyone who has submitted contributions, 
made suggestions or given words of encouragement. 
Mainline would not be possible without you. 
 
 
Carl, Jeffrey, Adam and I wish all of you a Merry 
Christmas and health, hope, prosperity and joy for the 
new year. 
 
Until next time… 
 
Colleen 
 
 

Contact us 
 
Canadian Hemophilia Society 
Newfoundland and Labrador Chapter 
P.O. Box 247 
Station C 
St. John’s, Nfld. 
A1C 5J2 
 
e-mail - chsnl@nl.rogers.com 
 
Executive and Board 
 
President: Norman Locke 
Phone - 709-782-1548 
 
Shirley Hart  Vice President 
Susan Anstey   Secretary 
Derrick Maye  Treasurer 
Ann Jerrett  Director of Programming 
Mona Maye  Director of Programming 
Colleen Barrett  Director of Communications 
Cindy Casey  Director of Fundraising 
Robert Maye  Youth Director 
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 product/device, nor does it have the medical 
expertise to do so. We encourage people to make and 
informed decision after consultation with their treating 
physician, based solely on the medical benefits and 
risks of the product/device itself. 

 
 

 


