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One can’t help but be surprised by the

enormous paradox that we in the

hemophilia community have faced,

and currently face, every day of our

lives. Your Editor speaks, of course,

about blood products that we have to

use, some of us nearly daily, in order to

keep ourselves relatively free of pain,

crippling, or, in those rare but always

mindful events, life-threatening bleeds.

Yet those same blood products in the

past have brought with them agents of

disease and death, and each of us

know them like we know the beat of

our own heart: AIDS and HCV. So far as

we can tell, so far as medical science

can determine, so far as anyone can

assure us, Creutzfeldt Jakob Disease

(CJD) is not a risk factor in blood

product transfusions. (This is true for

the original variant of CJD, but the

status of new variant CJD is not yet

clear.) That is the great paradox we

live with every day. But there are other

issues that present us with paradoxes

that, while not as dramatic as AIDS or

HCV, nevertheless ought to give us

reason to stop and think about the

future, both our own and the CHS’s.

One of them is hinted at in Karttik

Shah’s  “Youth” column in this issue of

Hemophilia Today.

The CHS has had a year of tremendous

successes: the HCV Compensation

Package is nearly complete; many of

the workshops held around the nation

during the past year have by all

accounts been greatly successful; the

CHS continues to point the way in

advocacy relationships, particularly

with various levels of government; our

involvement with the Consumer

Advisory Group of the Canadian Blood

Services attests to the high regard in

which the CHS is held by both

governments and health agencies. Yes,

it is a year of which we can be justifi-

ably proud. Yet even as we celebrate

these successes, we sit on the very

edge of a problem, the dimensions of

which could prove to be so large as to

nearly dwarf other issues; the absence

of young people in the CHS.

This is not a new problem. It has been

a continuing concern for several years.

During the 1980’s we faced the

distinct possibility that so many of us

would perish from AIDS that we

wouldn’t be able to find enough

volunteers to sit on the Board of

Directors. Well, some new faces did

appear and many of the older ones

found themselves being recycled for

the third, forth, or fifth time. Some of

our volunteers at both the national

and chapter level fought burnout

more than once as the problems we

faced seemed to grow at an alarming

pace, rather than to diminish with

time, as we thought, hoped and prayed

they would. Your Editor fears that

many (perhaps most) members of the

CHS have no real notion of what we

owe to a surprisingly few members

who gave nearly everything they had

over the past fifteen to eighteen years.

Karttik Shaw has voiced a new

warning about the importance of

identifying problems that youth face

and then recruiting new youth into

the CHS to meet and deal with those

problems, and his message is impor-

tant.

Though priorities may currently be

placed with the issues of Hepatitis C

continued on page 17
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continued on page 17

Preparations are in full swing for our

1999 Annual General Meeting and I

hope that you are able to join us for

the festivities.  The Medical Sympo-

sium promises to be illuminating and

the consumer sessions will help to

forge new friendships while reinforc-

ing those that have grown over the

years.  Best of all - and I have this from

a very reliable source - there will be a

party that requires our dancing shoes !

Most remarkable in the preparations

for the AGM is that a full year has

passed since I was elected as your

President.  We have had two main, and

related, themes for the 1999 year —

“care until cure” and  “standards of

care”.

For all of us, a cure for bleeding

disorders is a dream that we believe

we can help make come true.  A cure

can be achieved  with research.  And

so the CHS is establishing a research

fund which can be targeted to those

research projects which are aimed

specifically at finding a cure.  While we

realize that our small dollars will not

fully fund the types of research

required, we also know that the

“eureka” may be found sooner with

the boost we can provide.  We are the

people with the biggest investment in

a cure, so we need to be putting our

efforts toward that day.

No one will be forgotten, however, in

our search for a cure.  “Care” has

always been mission-critical to the

CHS, and we plan to honour that

tradition.  Plans this year to continue

the caring include seeking research

dollars that can help to provide that

care in a more efficient and effective

manner.  As well, several projects have

or will occur to provide the informa-

tion, education and support that define

care.

At the end of January, CHS hosted a

national Bleeding Disorders Confer-

ence and new faces appeared from

across the country, seeking informa-

tion, reassurance and camaraderie.

With the combined leadership of

Patricia Stewart (Women with Bleed-

ing Disorders Task Force) and Tom

Alloway (Von Willebrand Disease Task

Force) and support from volunteers,

hemophilia treatment team members

and staff, the weekend was a tremen-

dous success for those who attended.

The Society has also gained several

new supporters and volunteers, and

we look forward to future initiatives

related to Von Willebrand Disease.

Some of the other projects underway

include the updating of the

Hemophilia in Perspective binder for

new parents, the Medical Symposium

in conjunction with the Annual

Meeting, a speakers bureau, and a card

that you can carry in your wallet that

will help to smooth the path to

treatment in any Emergency Depart-

ment across the country.

And what about “Standards of Care”?

It has been four years since the CHS

adopted its “Vision of Comprehensive

Care for Persons with Inherited

Bleeding Disorders” and one year

since the symposium known as

“Winnipeg II”, in which physicians,

nurses, social workers, physiothera-

pists and consumers worked together

to develop an integrated vision of

care.  We are now beginning the

difficult task of defining the standards

of care which each family who is

living with hemophilia can expect

from its provincial health care system

and hemophilia treatment program.

As health care “reform” sweeps the

country, justification and support for

our comprehensive care clinics are

vital.  Each of us will need to contrib-

ute to the effort to achieve this goal.

Central to comprehensive care is the

availability of safe, effective and

accessible blood products.  Questions

have been raised recently about both

Erma Chapman, Ph.D.
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Alberta Chapter – Edmonton
Region News

A Very Large Hole to Fill

Unfortunately, our Clinic has recently

lost our orthopedic surgeon of nearly

25 years to semi-retirement. Dr. Peter

Boucher, aside from being an integral

and valued part of yearly assessments,

has done about 50 total joint replace-

ments that have dramatically improved

the lives of many hemophiliacs. He is

surely thanked thousands of times a

year when these previously very

painful and almost useless joints are

now flexed, used and walked on. With

today’s technology, there is little or no

reason for hemophiliacs to be in

wheel chairs. In his last year, Dr.

Boucher, in conjunction with Dr.

Bruce Ritchie (adult hematologist at

the clinic, and also of the Ritchie/

McElhaney lab at the University)

undertook several “world history

making” total joint replacements

(medical articles soon to be pub-

lished) on patients with extremely

high inhibitor levels. Dr. Boucher, an

avid collector car buff, was also

presented with some special edition

collector car books, and although the

presentation speech was brief, he was

already excitedly leafing through them.

Dr. John Akabutu, the Clinic Director, is

now busy with the difficult task of

filling this void. We wish Dr. Boucher

Pictured here is Bob Verreau presenting Dr. Boucher with a thank you

plaque for his special dedication to the hemophilia community.

and his family happiness in their

future. He will be sadly missed by all

and remembered as we walk.

Alberta Chapter Family
Weekend and AGM
They came from far and wide to

Goldeye, a beautiful mid-province

facility overlooking a crystal-clear lake

in the Rocky Mountains of Alberta, for

the annual Alberta Chapter family

weekend retreat and annual general

meeting. It was attented by nearly 80

people who responded to notices sent

province wide. This year’s retreat was

close to “full house” with bigger and

better already planned for next year.

Activities included canoeing, boating,

shuffle board, evening bonfires, soft

ball, volleyball, horseshoeing, and

naturalist or self-guided hiking, trout

fishing and more.

Various formats have been tried over

the years, from fairly structured, with

workshops, speakers, and seminars, to

totally informal, except for the AGM.

The membership have made it unani-

mously clear by yearly motion to

retain the informality and guess what?

All kinds of excellent, quality time is
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spent on peer support between

hemophiliacs, siblings, and parents. The

general interaction within this

hemophilia community is a pleasure to

see; all without the need for

“facilitiators”. This year also saw the

largest ever contingent from the von

Willebrand’s group.

Special guests of honour were Dr.

(“Call me Bruce this weekend or I’ll go

home” )Ritchie and his family, Dr.

Akabutu and wife Daisy, and Wilma

McClure, Nurse Coordinator (a.k.a.

Mother Hen) of the Northern Alberta

Clinic. Special plaques for these special

people were presented for their

untiring dedication to our hemophilia

community. Special thanks also went to

Terri (Larsen) Pawloske who somehow

single-handedly puts this event to-

gether each year. Honoured with the

Volunteer of the Year Award was Craig

Upshaw, who in spite of a new and

demanding career change, (27 flights

in 5 weeks!), really kept both the

Alberta Chapter and Edmonton Region

going this past year by doing a lot of

extra filling in due to a lot of illness

among the “old crock faithful”.

Our AGM is always short. It has to be

as the first unanimously carried

motion is to limit the time to one and

one-half hours, and to have unre-

solved or lengthy, complex issues

allocated to committees.  This format

seems to keep attendance up and

boredom down. The “Pres” doesn’t

know what the penalty is for exceed-

ing the time and doesn’t wish to find

out. We reported on the year’s suc-

cessful and active efforts, and made

plans to continue our successful

efforts at maintaining government

support for our clinics, as well as

continuing our credible and reasoned

representation to the government

health ministry re. Hep C and other

issues crucial to good hemophilia

care. The Chapter was the only group

the Health Ministry agreed to meet

with concerning the Hep C issue, and

we have been invited to, and have

agreed to sit as consumer group

representatives on provincial commit-

tees concerning the Canadian Blood

System. u

The 2nd Canadian
HIV/AIDS Skills
Building Symposium

Getting Together, Sharing Together,

Learning Together

The 2nd Canadian HIV/AIDS Skills

Building Symposium:Getting Together,

Sharing Together, Learning Together

will be held Friday, November 12 to

Monday, November 15, 1999 at the

Winnipeg Convention Centre, Winni-

peg, Manitoba. Health care profession-

als, such as doctors, nurses and mental

health workers, will join policy

advocates, PLWHIV/AIDS, researchers

and staff and volunteers of AIDS

Service Organizations, to learn new

skills, network, analyse and evaluate

best practice models in HIV/AIDS

work and share perspectives on

critical issues in HIV/AIDS work.

This year’s Symposium will feature

learning streams in prevention,

integrated care: allopathic and comple-

mentary/alternative therapies, organi-

zational development, public policy,

legal and ethical issues, care/counsel-

ling/support, and international issues.

Pathways will offer participants an

opportunity to specialize in HIV/AIDS

issues relevant to diverse social

identities.

For further registration information,

please contact the Events Team at the

Canadian AIDS Society at (613) 230-

3580 ext. 500. u

Alberta members enjoying themselves at Goldeye.
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Hepatitis C Viral Infections in
Patients with Bleeding Disorders

By Gerald Minuk, M.D.,  Hepatolgist,

Health Science Centre, Winnipeg,

Manitoba and member of CHS

Medical and Scientific Advisory

Committee

Numerous advances have been made

in our understanding and management

of patients with chronic hepatitis C

viral (HCV) infections.  Unfortunately,

the majority of those advances have

been based on the results of studies

involving adult patients with normal

clotting parameters and whether these

findings apply to patients with bleed-

ing disorders remains to be deter-

mined.  Nonetheless, there have also

been some advances made in patients

with bleeding disorders including a

better understanding of the preva-

lence, natural history and treatment of

HCV in this patient population.  With

respect to the prevalence of HCV and

other “hepatotrophic” viruses, we now

know that up to 64% of persons with

hemophilia are anti-HCV positive and

approximately 20% are positive for

HGV-RNA (50-70% in those who

received inadequate or non-inacti-

vated factors derived from small and

large donor pools).  That the newly

described TTV virus is present in 2%

of non-remunerated blood donors and

40-60% of batches of factor VIII and IX

concentrates suggests that this too

will be a common infection in patients

with bleeding disorders.

Regarding the natural history of HCV

in hemophiliacs, recent data indicate

that liver enzyme abnormalities do not

correlate well with evidence of

hepatic inflammation on liver biopsy.

For example, patients with markedly

elevated ALT values have been found

to have limited disease on liver biopsy

while some hemophiliacs with normal

liver enzymes have been found to

have active disease on biopsy. These

findings underscore the need for

obtaining a liver biopsy to assess the

extent of the disease and predict the

long-term course of the infection.

Various groups have now reported the

safety of liver biopsies by both the

standard intercostal (needle aspiration

between the ribs) and transjugular

(insertion of a tube in a neck vein that

leads to the liver) routes while under

the appropriate clotting factor cover-

age.  The results of these biopsies have

been interesting.  In some studies, the

findings were as would be predicted

for the non-hemophiliac population

whereas in others, the findings were

worse than would have been pre-

dicted.  In a preliminary report from

our group, the findings were not only

significantly better than would have

been predicted but also better than

those obtained from a control, non-

hemophiliac group who had their

HCV infections for a significantly

shorter period of time.  The latter

results tend to support the hypothesis

that cirrhosis may result from, rather

than cause, blood clots in the small

veins of the liver.  Clearly, further

research is required in this area.  With

respect to cancer, unfortunately, the

rates in hemophiliacs appear to be

increased.  In a recent Italian study of

355 hemophiliacs infected with HCV,

six patients developed liver cancer

during a 48 month follow up period.

Those with cancer tended to be those

infected beyond the age of 45, those

with cirrhosis and those in whom the

baseline alpha-fetoprotein (AFP) levels

were elevated.

Regarding the treatment of HCV in

hemophiliacs, it would be fair to

summarize the results of studies

employing Interferon alone as indicat-

ing that the response rate in

hemophiliacs (long-term loss of viral

RNA in the blood) is similar to that of

the non-hemophilia population (10-

20% following one year of therapy).

The role of combination therapy

(Interferon + Ribavirin) is only just

being defined.  In one of the few
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studies reported to date in patients

with bleeding disorders (hemophilia A,

B and von Willebrand disease), Scottish

investigators found that 84% of 25

patients were negative for HCV-RNA

by sensitive PCR testing after nine

months of combination therapy.  What

percent of these individuals will

remain negative after treatment is

terminated at one year remains to be

determined.  Side effects of combina-

tion therapy have been similar to

those described with Interferon alone

(flu-like illness at the onset of therapy)

with the exception that lethargy

appears to be more common, likely

related to the drop in hemoglobin

caused by Ribavirin induced anemia.

In Canada, it is anticipated that an

upcoming large multicentre trial under

the direction of Dr. J. Heathcote will

answer many unresolved questions of

HCV in the hemophilia population.

This trial will enroll 120 patients in 10

Canadian sites, all of whom will

undergo a pre-treatment liver biopsy.

Thereafter, patients will be

randomized to standard Interferon

therapy (Interferon given thrice

weekly) or “induction” therapy

wherein Interferon is given daily for 8

weeks before being switched to the

regular thrice weekly schedule.  Both

groups will also receive daily Ribavirin

throughout the treatment period

which is estimated to be 48 weeks.

The principle objective of the study is

to determine whether greater antiviral

activity at the outset will result in a

higher percent of patients remaining

free of the virus once treatment is

discontinued.

Perhaps the most important advance

that has been made in the area of HCV

in patients with bleeding disorders is

the realization that these individuals

can no longer be ignored and ex-

cluded from clinical trials. At the very

least, it is imperative to know whether

our understanding and approach to

HCV infections in the non-hemophilia

population is applicable to patients

with bleeding disorders. u

Notice
The Annual General Meeting of the Canadian Hemophilia Society will convene as

follows:

Saturday, May 29th 1999 at 9:00 a.m.

at the Château Mont-Tremblant Hotel in Mont-Tremblant, Québec

At the 1998 Board of Directors Meeting held in Charlottetown, PEI, June 1998, a

motion was approved to revise the CHS by-laws.  As a result of this revision, the

by-laws have been updated and brought into conformity with relevant legislation.

The proposed revised by-laws will be presented for approval at the 1999 Annual

General Meeting.  To receive a copy of the proposed revised by-laws prior to the

AGM, please contact the CHS office at 1-800-668-2686 or by e-mail at

chs@odyssee.net

1999 Annual General Meeting Agenda

1. To acknowledge the designated Directors of each Chapter;

2.  To acknowledge the Elected Directors at Large for 1999-2000;

3. To receive the audited financial statements of the Canadian Hemophilia

Society for the year ended December 31, 1998;

4. To appoint an auditor for the ensuing year;

5. To approve proposed revised by-laws;

6. To transact such other business as may properly come before this Annual

General Meeting of the members of the Canadian Hemophilia Society.

John Plater, Secretary
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CHS Recognition at Awards Dinner

Montreal was the site of the annual

Awards Dinner on November 14th,

1998.  Honourable Life Memberships

were conferred on Durhane Wong-

Rieger and James Kreppner for their

exceptional leadership and devotion

to the CHS.  James Kreppner was

recognized as the preeminent AIDS

activist within our organization.  Since

he was admitted to the bar in 1991, he

has dedicated his time totally as a

volunteer to the AIDS cause, serving at

national, provincial, and local levels of

the CHS as a director and executive

officer.  He was a member of the CHS

Krever Inquiry Strategic Planning

Committee; he represented CHS on

the 11th International AIDS Confer-

ence national advisory committee in

Vancouver, is national representative

to the Community AIDS Information

Exchange and the HIV Clinical Trials

Steering Committee.  He is past co-

chair of Persons with AIDS and is

director of the HIV/AIDS Legal Clinic

of Ontario.  He is also a representative

plaintiff in the hepatitis C class action.

He has been co-chair, with Antonia

Swann, of the Hemophilia Ontario

AIDS Advisory committee.  He has

been and continues to be a visible and

articulate spokesperson on a range of

issues including HIV and hepatitis C

compensation, the Krever Inquiry, HIV

therapies, and clinical trials.  On the

latter subject, he was one of the

speakers at the 12th International AIDS

Conference in Geneva.

Durhane Wong-Rieger was recognized

for the leadership she provided to the

Canadian Hemophilia Society during a

period of intense and highly visible

activity.  Her presidency was marked

by completion of the Blood Inquiry,

the announcement of a hepatitis

package for those infected through

blood or blood products between

1986 and 1990, and establishment of

the Canadian Blood Services. She

brought to the CHS a strategic thrust

and direction, which made ours the

lead organization in speaking on the

blood system and product issues.  She

will continue to be associated with

the CHS and will bring her experience

to bear as a member of the Board of

Directors of Canadian Blood Services.

The Frank Schnabel Award, which is

given to a volunteer who has rendered

“distinguished services and a notewor-

thy contribution” to the mission and

objectives of the Canadian Hemophilia

Society, was given to Ken Little and

John Plater. Ken Little has been active

in the CHS for twelve years, first in the

Calgary region with his wife Lisa-

Sorrenti-Little. He soon moved to the

national organization where he

brought with him his expertise as a

lawyer and interest in fund raising.

During his eight years of service on

the national Executive Committee, he

represented the CHS through visits to

the western chapters and regions.  He

was Vice-President in charge of fund

raising and was instrumental in

organizing the Swiss Cheese Associa-

tion of Canada Golf Challenge.  He also

chaired the Hemophilia Research

Fund, the CHS Nominating Committee

and Strategic Planning Committee.  He

became national President in 1992 but,

due to the demands of his legal career,

could only serve for six months.  He

actively participated in the CHS legal

submission to the Krever Inquiry and

has been a key advisor on other legal

matters in the development of posi-

tion papers.

John Plater has been involved with the

hemophilia organization since his

earliest years when his parents

“dragged him off to the meetings they
James Kreppner

John Plater
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continued on page 20

attended”.  He has served on the

boards of the national, provincial and

regional organizations for almost ten

years.  He became the youngest

President of Hemophilia Ontario in

1991 and it was under his leadership

that the push to get MPTAP funding

took off in Ontario.  John became one

of the “media stars” and political

spokespersons nationally and provin-

cially in that campaign, and later on

issues such as the Krever Inquiry and

hepatitis C compensation.  John and

his wife Karen were instrumental,

while she was working on a project in

Costa Rica, in reactivating Project

Hermano, a fund assisting

hemophiliacs in that country (which

is administered by the CHS).  At the

provincial level, John was the driving

force in reviving camping for persons

with hemophilia and related blood

disorders, and in addressing issues of

health reform.  He is a representative

of the CHS at the Canadian Public

Health Association, the Ontario

Ministry of Health Advisory Commit-

tee on HIV/AIDS, and is chair of the St.

Michael’s Hospital advisory commit-

tee on HIV/AIDS issues.  Recently

admitted to the bar, he is increasingly

involving himself in advocacy issues

on behalf of the community.

Dr. Georges Étienne Rivard was

recognized with the Cecil Harris

Award, which is given for “distin-

guished contributions in the areas of

hemophilia-related research or the

advancement of the care of patients

with hemophilia or related bleeding

disorders”.  Dr. Rivard is a

hematologist and has been the

hemophilia clinic director of Ste

Justine Hospital in Montreal for over

fifteen years.  He has been a member

of the Medical and Scientific Advisory

Committee since 1979.  In 1978 he

was instrumental in the establishment

of the four hemophilia clinics in

Quebec; was the first to introduce

radioactive synovectomy treatment;

participated in several studies of

Recombinant Factor V11 and

Recombinant (FV111); published over

100 articles; participated in the

Hemophilia in Perspective project;

was involved in the development of a

prenatal diagnostic service at Ste

Justine Hospital, as well as establish-

ing a reference treatment centre for

the treatment of inhibitors by the

extraction of immunoglobins.  He was

actively involved in the reform of the

Quebec Blood System.  As well, he

assists the Quebec Chapter by pre-

senting educational sessions and

reviewing medical texts for publica-

tion.

Awards of Appreciation are made to

Hemophilia Health Care Professionals

who have “demonstrated outstanding

services to the care of persons with

hemophilia or related bleeding

disorders over and above their

responsibilities as a member of the

hemophilia health care team”.  Recipi-

ents of this award were Muriel Girard

and Lois Lindner.

Muriel Girard has served our commu-

nity in Quebec and the rest of Canada

for over 20 years.  Besides being an

exemplary nurse coordinator, she has

volunteered countless additional

hours.  She has served on committees

of the CHS, including MSAC, and co-

chaired the national Nurses Group for

several years.  She has developed

educational material for people

affected by hemophilia and for

caregivers.  She has volunteered her

time at summer camp and participated

in family weekends.  She has helped to

establish a network with hemophilia

nurses in France and presented at

international conferences.  In retire-

ment, she continues to work in

research on coagulation products.

Lois Lindner has worked for our

British Columbia community for over

20 years.  In addition to her duties as

clinic nurse coordinator, she has gone

beyond the call of duty in her involve-

ment with summer camp; and educat-

ing parents on home infusion outside

of office hours, in her own home or

making “house calls”.  Her volunteer

activities have included helping the

B.C. Chapter with its fund raising

activities.  She has also served at

national and international levels as

chair of the CHS Nurses Group, as a

member of our Medical and Scientific

Advisory Committee and on the World

Federation of Hemophilia Nursing

Committee.

Ken Little
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families
in touch

families
Introduction by Karen Creighton and

article by Gwenn Bodie, Terrace, B.C.

 

We continue to learn from each other.

I thank Gwenn Bodie for taking the

time to write about and share her

son’s story with us. Drake has a very

rare type of hemophilia.  Common to

all of us is the story of coping as a

family.

I had the pleasure of meeting Gwenn

at a CHS conference in Winnipeg last

year. She is full of energy, enthusiasm

and appreciation of her family. She

has a very positive approach to

parenting. As parents, Bruce and

Gwenn began educating themselves

about Drake’s condition, and

through knowledge they have been

able to put Drake’s medical chal-

lenges in perspective as a part of

their lives.

As a nurse, Gwenn’s medical training

has helped her as a parent of a child

with hemophilia. Gwenn and her

family live in northern British

Columbia. They do not have local

access to a Comprehensive Care

Clinic or to families dealing with

more common types of bleeding

disorders, never mind Factor XIII

Deficiency.

Bravo Gwenn!  I hope your article

encourages other parents to write to

us and to continue to support a long-

standing tradition of supporting and

learning from each other. And con-

gratulations to you,  Bruce, and baby

Blair’s three big brothers, on her

arrival, February 20, 1999.

As parents of hemophiliac children,

we all have our story to tell and

experiences to share. Our saga starts

approximately three and a half years

ago when our third son, Drake, was

born. We had two boisterous boys

already. Why would this child be any

different ? We never, ever considered

that we would bear a child with

medical problems, much less a coagu-

lation disorder.

When he started to bleed from his

umbilicus at nine days of age, I remem-

ber blaming his problem on the blue

dye we were using to dry his cord. By

the time he was eighteen days of age,

we had travelled 1000 miles only to be

told that he had Factor XIII deficiency

and would need to be treated for life. I

will never forget that difficult day -–

the day of diagnosis and the day I

wanted to die. The flood of emotions I

felt were enormous and overwhelm-

ing to say the least, and my many

questions had no immediate answers.

Would Drake ever play baseball,

hockey or soccer? Would he be

normal and healthy? Or would he die?

How were we ever going to manage

him and the rest of our family? What

kind of treatment regime were we

facing? Would we immediately have to

move from the isolated community we

lived in? Why us? The list goes on.

After the flood of tears, we began to

tap all of our resources and collect all

the information we could about Factor

XIII deficiency. Within 24 hours, we

had more facts than the intern and

student doctor team that were in-

volved with Drake. The “experts” came

to us to read our data and discuss our

situation.

Hemophilia is by far the most com-

mon inherited coagulation disorder to

cause bleeding in the neonatal period.

Factor XIII is one of the rarest inher-

ited lifelong clotting disorders.  Factor

XIII is the last enzyme generated in

the blood coagulation process. Factor

XIII, or fibrin-stabilizing factor,

strengthens and stabilizes the fibrin to

prevent a clot from breaking down.

Without this factor, which circulates in

plasma, patients can make a clot but

cannot keep it. Consequently, a slow

steady bleed occurs unless the patient

receives proper treatment.
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A classic presentation of Factor XIII

deficiency is an umbilical cord bleed.

(80% of the cases). Other problems

exhibited are bleeding from a circum-

cision, intracranial bleeds after sponta-

neous, mild or unrecognized trauma

(3% of the cases), delay in healing,

infertility in males, spontaneous

abortions, subcutaneous or muscle

hematomas and menorrhagia. Joint

and mucosal bleeding are far less

commonly observed. If treated, most

of these symptoms are not exhibited.

We have been very lucky. To date,

other than his three major umbilical

bleeds prior to diagnosis and prophy-

laxis, Drake has only experienced one

tongue bleed at one year of age.

In order to inherit Factor XIII defi-

ciency, autosomal recessive genes

from both parents must be passed

down. Neither parent expresses the

trait because they each have a paired

normal gene, which is dominant over

the abnormal recessive genes. But the

affected person only receives abnor-

mal recessive genes as a pair. There is

one in four or 25% chance that each

offspring of the parental carriers will

be affected, carrier or normal. The

prevelance of Factor XIII is one in

several million regardless of sex,

ethnic and racial origin. The chances

of two people meeting with the same

abnormal gene are remote. There are

only seven documented cases in

Canada. In our immediate family, our

oldest son, both of us and our new

child are carriers. Our middle son

appears to be normal.

The first case of Factor XIII

hemophilia was recognized in 1960.

There are three types of Factor XIII

deficiency, Type I, II and III. Each is

defined by the presence of A and B

subunits on specific chromosones.

Tests used to diagnose Factor XIII

deficiency include a clot solubility test

and the Factor XIII assay which

determines the severity of the defi-

ciency.

Drake receives Fibrogammin P, also

know as Factor XIII concentrate.

Fibrogammin is a plasma derived

product made by Centeon in Germany.

We are lucky to have access to

Fibrogammin as it is only considered

an experimental drug in North

America. Fresh frozen plasma and

cryoprecipitate  remain options still

used in some areas of North America

but because of the manufacturing

process most people have more

confidence in using fibrogammin.

Fortunately, we have only had to treat

Drake with two injections of fresh

frozen plasma. Due to our persistence

we have been able to access

fibrogammin since Drake was two

months old.

Drake is treated every three weeks.

Prophylaxis is more readily achieved

for Factor XIII hemophilia because of

the long half life of Fibrogammin P,

which is 10 to 13 days. Drake is

treated in the emergency department.

He is trusting of his doctor friends, but

cannot fathom his parents using the

dreaded needle. Although he is

accepting treatments more readily, we

are not ready for home infusion. In

part, because his treatments are

infrequent, we do not believe he is

ready for this big step. With the help

of our pediatrician, Drake, Mom and

Dad have overcome many hurdles.

Despite the drawbacks, we feel elated

that clinically Drake has done magnifi-

cently. With perseverance and love we

believe Drake will overcome any and

all of the psychological woes he has

had or  will face in the future.

Boy - have we come a long way! We

credit our success to our persever-

ance because our isolation did not

allow us to have the support that

others are privy to in a major centre.

We hope by reading our article other

parents will be encouraged to become

empowered through knowledge so

they, too, can manage, conquer, and

truly control their life with strength

and the confidence to manage

hemophilia. We have had many

opportunitites to be thankful for all

the wonderful people we have met

and the experiences that have truly

touched our lives. We welcome

hearing from anyone who would like

to share his or her story with us. You

may contact us at bgbodie@osg.net.

“Families in Touch” Editor’s Note:

Please let us know if you have any

questions or experiences to share or a

particular topic you would like to see

covered in this column. If the interest

is there we will seek medical re-

sponses to questions. Keep in touch

and keep healthy. u

Karen Creighton

e-mail: creighton@idirect.com
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1999 Medical Symposium and
Annual General Meeting

Schedule of Events

Thursday, May 27, 1999Thursday, May 27, 1999

9:00 to 17:00 Association of Hemophilia Clinic Directors’
Meeting

16:00 to 20:00 Association of Hemophilia Nurse Coordinators’ Meeting
17:00 to 21:00 Registration
20:00 Hospitality Suite hosted by Quebec Chapter

Friday, May 28, 1999Friday, May 28, 1999

7:45 to 8:45 Registration & Continental Breakfast
8:45 to 17:00 Medical SymposiumMedical Symposium

(simultaneous translation will be available)
TopicsTopics

•• Prion DiseasePrion Disease
•• New Generation Factor ConcentrateNew Generation Factor Concentrate
•• Panel Presentation Regulatory IssuesPanel Presentation Regulatory Issues
•• Pain ManagementPain Management
•• Women with Bleeding DisordersWomen with Bleeding Disorders

17:00 to 19:00 Product Display
Wine & Cheese Reception

19:30 Association of Hemophilia of Clinic Director’s
Banquet

19:30 to 22:00 CHS Finance & Administration Committee
Meeting

20:00 Hospitality Suite hosted by Quebec Chapter

Saturday, May 29, 1999Saturday, May 29, 1999

7:30 to 17:30 Association of Hemophilia Clinic Directors’Association of Hemophilia Clinic Directors’
MeetingMeeting

7:30 to   9:00 AHCDC Board Meeting
 9:00 to 11:30 CHARMS
12:30 to 15:30 AHCDC AGM
15:30 to 15:45 AHCDC Board Meeting
15:45 to 17:30 Subcommittee presentations

7:30 to 8:45 CHS Executive Committee Breakfast
8:30 to 17:00 Association of Hemophilia Nurse Coordinators’ Meeting
9:00 to 17:00 Physiotherapists’ Meeting
9:00 to 17:00 Social Workers’ Meeting

9:00 to 10:00 CHS Annual General MeetingCHS Annual General Meeting
(simultaneous translation will be available)
(Continental Breakfast will be served for all
consumers from 8:30 to 9:00)

AGENDAAGENDA
• President’s opening remarks
• To acknowledge the designated directors of each chapter
• To receive the audited financial statements of the

Canadian Hemophilia Society for the year ended
December 31, 1998

• To appoint an auditor for the ensuing year
• To approve the proposed revised by-laws
• To transact such other business as may properly come

before this Annual General Meeting of the Canadian
Hemophilia Society

10:00 to 16:00 CHS Board of Directors’ Meeting

Consumer SessionsConsumer Sessions
10:00 to 12:00 Physiotherapy
13:30 to 15:30 Consumer Focus Group
13:30 to 15:30 Von Willebrand Disease
13:30 to 15:30 Youth Forum
16:00 to 17:00 Hepatitis C Treatment

18:30 to 19:30 Cash Bar
19:30 Banquet

Sunday, May 30, 1999Sunday, May 30, 1999

8:00 to 12:30 The Association of Hemophilia Clinic Directors’
Sub-CommitteePresentation

9:00 to 14:00  CHS Board of Directors’ Meeting
(Conclusion)
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Rendez-vous ’99 –
Mont-Tremblant, Québec

Annual General Meeting and Medical

Symposium

The Canadian Hemophilia Society is

pleased to invite you to take part in its

Annual General Meeting and Medical

Symposium which will be held from

May 27-May 30, 1999 at the Château

Mont-Tremblant Hotel in Mont

Tremblant, Québec.

During the Medical Symposium, the

guest speakers will address issues

relating to the safety of blood prod-

ucts and the treatment of hemophilia

and other inherited bleeding disor-

ders. Consumer sessions offered on

the Saturday will deal with topics of

concern to members of our commu-

nity and will provide an opportunity

to network with peers. The beautiful

Mont-Tremblant site offers numerous

recreational activities including a

chairlift, hiking trails, as welle as a

charming village with boutiques and

restaurants. And, as part of their 40th

Anniversary Celebrations, the Quebec

Chapter has planned a few surprises

for the Saturday night banquet!

Chapters are encouraged to sponsor

as many members as possible to

attend this exciting weekend. For

further details, please see the schedule

of events.

It would be advisable to register as

soon as possible in order to asure

space in the consumer sessions and

the hotel. Please fill in the registration

form and return it by fax to Hélène

Bourgaize, Administrative Coordinator,

Canadian Hemophilia Society,  fax

(514) 848-9661.  Deadline for registra-

tion is May 7th.  u

Canadian Hemophilia Society Annual General Meeting —Canadian Hemophilia Society Annual General Meeting —
May 27 –  30, 1999May 27 –  30, 1999

Name:
Address:
City:  Prov:  Postal Code:
Telephone: Fax:
Arrival date & time: Departure date & time:

Registration Fees Will Be as Follows:Registration Fees Will Be as Follows:
(Fees cover attendance at Medical Symposium, Consumer Sessions, meals during CHS meetings
and the Saturday Banquet. Please note that fees are not required for members of the Board, members
of the Finance & Administration Committee, or CHS Hemophilia Clinic Professionals)

q Persons with a bleeding disorder and provincial staff $ 85
q Family maximum $130
q Other $100

Consumer SessionsConsumer Sessions
The following consumer sessions will be offered depending upon sufficient registration. Please
indicate which session(s) you would like to attend. For further information on topics, please see the
schedule of events. Please print name of participant beside your choice.

q Physiotherapy for joint and muscle bleeds (for parents, adults, and youth)
q Consumer Focus Group (parents, adults)
q Youth Forum
q Von Willebrand Disease
q Hepatitis C Treatment

Type of  AccomodationType of  Accomodation

q 1 King Size Bed (single or double occupancy) $ 139.00
q 2 Double Beds $ 139.00

Sharing with:  __________________________________________________________________

3rd & 4th adult  $50.00 additional for each:

(no additional cost for children under 18 years old sharing the room with their parents)

q Smoking q Non smoking
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A Salute to an Executive Director
without Parallel
By Durhane Wong-Rieger, Ph.D.,

Past President

Ask a dozen different people about

Lindee David’s “legacy” to the

hemophilia community, and you’ll get

a dozen different answers.

Some say it’s her programming

excellence, and that could be true.

Lindee joined the Canadian

Hemophilia Society as Program

Coordinator in 1990, became National

Director of Programs in 1991, and

continued to design, organize and

implement unparalleled programs

through her nine years of service.

Some of her most impressive efforts

were:

• The first Canadian Workshop for

Women affected by HIV/AIDS,

which was followed by a second

and then a third workshop;

• The Young Men’s Retreat;

• The Family Weekends;

• The first Retreat for Couples

Affected by HIV/AIDS through the

blood system;

• The International symposium on

“Building a Blood System for the

21st Century;

• Numerous medical symposiums,

including the International

Recombinant Symposium.

Others talk about Lindee, who became

Executive Director in 1992, in terms

of her fundraising, management, and

leadership skills and those could also

be her greatest assets. During her

tenure, Lindee brought in the Toronto

Raptors basketball team to help launch

a corporate sponsorship program.

Telemarketing and direct mail were

stabilized as cost-effective programs

under her relentless scrutiny. She

made the tough decisions to reduce

the size of the office and to move to

more cost-effective headquarters. Her

staff will tell you that she’s a demand-

ing boss, but she always gave 150% of

what she expected from others; she

coached, cajoled, and inspired staff to

exceed their own expectations, and

their success was truly unparalleled.

For others, especially those on the

receiving end, the “legacy” of Lindee

David is her advocacy work. She was

relentless in her pursuit; never admit-

ting defeat, when she felt the cause

was “just.” She was as good at planning

strategy as she was at executing

tactics. For nine years, she advocated

on behalf of recipients of blood and

blood products with politicians,

government bureaucrats, the Red

Cross, the Canadian Blood Agency,

blood product manufacturers, funders,

health care providers, and even other

health care agencies. She knew how

and when to be a tough opponent or

to get someone on side; she could play

“good cop” or “bad cop” equally well,

depending on the circumstances; The

successes which she helped to

achieve were numerous and unparal-

leled:

• Agreement of governments to fund

recombinant and higher purity

blood products for all

hemophiliacs;

• Calling the Public Inquiry into the

blood scandal of the 1080’s and the

production of Krever’s critical final

report;

• Compensation for those infected

with Hepatitis C through the blood

system, including the commitment

of Ontario and Quebec to compen-

sate everyone, regardless of date of

infection;

• Compensation for those secondar-

ily infected with HIV/AIDS though

blood;

• Full-scale RCMP criminal investiga-

tion of those responsible for the

tainted blood scandal;

• Removal of the Canadian Red Cross

and the establishment of a new,

independent agency to operate

Canada’s blood system which

includes two consumer representa-

tives on the Board of Directors;

• Establishment of the National Blood

Safety Council to oversee the

implementation of the recommen-

dations from the Blood Inquiry and

to monitor the on-going safety of

the blood system.
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Others outside of the CHS tend to

know Lindee as a collaborator and

initiator of joint projects, and she

clearly excelled in those areas. It was

Lindee who spearheaded, for example:

• The collaboration between CHS

and the U.S. National Hemophilia

Foundation which produced the

Song of Superman, the first video

developed especially for

hemophilia youth affected by HIV/

AIDS;

• The Guide to Healthy Eating, a

resource manual and video for

persons affected with HIV/AIDS;

this was a joint project led by

Lindee, which involved about a

dozen stakeholders;

• The collaboration to research,

design, and write the Guide to

Planning and Evaluation for AIDS

Community Groups, a guidebook

which has been used as the basis

for training and evaluation far

beyond the AIDS Community;

• The formation of the Consumer

Advisory Group on Blood, a coali-

tion among consumer organizations

whose members use blood or

blood products. This group was

influential in convincing Federal

Minister of Health David Dingwall

to replace the Canadian Red Cross

and has continued to provide

consumer input to the new blood

agency;

• The joint Parents Advocacy Work-

shop between the CHS and the

Candelighters Childhood Cancer

Foundation.

For those who served with her on the

numerous committees and task forces

that she helped to co-ordinate or

facilitate, Lindee is best remembered

as a team player, without parallel, who

promoted others. She rarely took the

spotlight, preferring to let others

shine. She rarely opened or closed a

conference, preferring to prompt

others from the wings. Before an

event, she willingly met with you at

breakfast to make sure you were

prepared with agenda and notes, and

she just as willingly sat at the bar

afterwards, reviewing the day’s

happenings.

Any one of these attributes or accom-

plishments could serve as the basis for

an unparalleled legacy among execu-

tive directors of any voluntary organi-

zations. However, a few of us believe

that Lindee’s greatest asset and her

most valuable contribution to the CHS,

the hemophilia community, and to the

voluntary health care sector, in

general, is her sense of caring. For

those of us who worked with her on a

personal basis, she regularly reminded

us, in actions as well as words, of the

children, the new parents, and all

those who ultimately benefited from

everything we did. She also ensured

that “benefit to the individual” was the

rationale and motivation behind our

fundraising, our programs, and our

advocacy efforts.

Lindee, on behalf of the five presidents

who worked with you during these

past nine years, thank you for your

constant support and guidance, which

helped us to succeed and also to stay

out of trouble. You have been a

colleague without parallel.

On behalf of the individuals and

families who benefited from your nine

years at the Canadian Hemophilia

Society, thank you, Lindee, not only for

what you did but also for how you did

it, and for reminding us to care. You

were indeed an executive director

without parallel.

And, on a personal note, thank you,

Lin, for the dogged work, determined

effort, fun, laughter, and the occasional

tears that we shared over the past

nine years. For me, it has been a time

without parallel. u

Lindee David, pictured here with Durhane Wong-Rieger, Ken Little and

David Page, three of the Presidents she worked with as Executive Director.
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news
youthyouth

Youth programming is essential for a

number of very important reasons.

Youth programming brings together

communities of diverse hemophiliacs.

Youth programs create and can be the

stepping stone to informal or formal

support networks.  Youth programs

also ensure that the past continues to

be recognized and that competent

individuals are available to face the

challenges that come with change.

Youth programming also ensures that

programs and services for

hemophiliacs remain current and

relevant to the needs of the new

emerging hemophilic population.

Keeping these statements in mind, I

feel it is imperative that individual

chapters and regions of the Canadian

Hemophilia Society put a priority on

youth programs and services if, in fact,

we intend to enter the new millen-

nium with a clear sense of direction

about our future.  Though priorities

may currently be placed with the issue

of Hepatitis C compensation and other

medical issues that are only too

familiar to hemophiliacs, we must

identify and address the specific needs

of youth. Currently Ontario is the only

province that funds a Youth Commit-

tee and has any actual provisions for

youth programming and services.  As

demand for youth services and

programs in Ontario continues to

increase, it leads me to believe that

there is a need for this service net-

work to span across Canada.  It would

only make sense.  Why would Ontario

be any different from Quebec?  It

would be hard to convince me that

hemophilic youth in British Columbia

have no service requirements and

those in Ontario do.

Ontario has expanded its funding for

youth programming for this fiscal year,

as there is a definite increase in need.

And, we are constantly trying to

anticipate new challenges and im-

prove our services to better serve our

clients.  We also need youth to con-

tinue to advocate on behalf of each

and every one of our colleagues who

are in need of traditional health care

services for reasons of joint impair-

ment complications, or as a result of

HIV or liver problems associated with

Hepatitis C.  Health services across

Canada are undergoing changes; with

these changes specific needs may fall

through the cracks of restructuring if

we do not advocate on our communi-

ties behalf.  These health service

changes are already occurring in

Ontario, and we may see the closure

or merger of one of its Hemophilia

Ambulatory Care Centers.

We need a fresh approach.  This

approach requires the assistance of

youth with new ideas and concepts.

That is why, if you are interested or

even have an inkling about how you

can change, improve or begin youth

services in your region, I urge you to

get in touch with your provincial or

regional board. Approach them with

your ideas, and if you require help in

the start-up process feel free to

contact me and I will be pleased to

assist you.  Hemophilia services are

becoming more innovative, and the

challenges we face as communities are

not shrinking.  Although the chal-

lenges are not the same as they were

forty years ago, they are every bit as

important and the obstacles we face

are not any easier to overcome.  It is

understandable that each and every

province has a varying number of

youth.  There may be very few youth

in your province to warrant a full

service youth committee.  However, if

this is the case, any given province

may want to consider entering into a

partnership with neighboring prov-

inces and provide for youth services

inter-provincially with shared funding.

I can guarantee that you will be able

to find enough youth that are in need

of services to warrant this type of

action.  There are many options and

ways of providing services to

hemophilic youth.  Although the

Ontario model has enjoyed great

success, the same model and structure

may not be ideal for every province.

Each province has its own culture,

needs and geographic distribution.
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Also, provincial governments vary in

how (or even if) they provide specific

program related funding.  Youth

services are important, relevant and

needed if we intend to see where we

can go in the next millenium.u

KarttikShah

karttik.shah@sympatico.ca

continued from page 2 (Editor)

compensation and other medical

issues that are only too familiar to

hemophiliacs, we must identify and

address the specific needs of youth. As

Mr. Shah says, “Currently, Ontario is the

only province that funds a Youth

Committee and has any actual provi-

sions for youth programming and

services… Why would Ontario be any

different than Quebec? It would be

hard to convince me that hemophilia

youth in British Columbia have no

service requirements and those in

Ontario do”. Mr. Shah has hit the target

twice, once by reiterating the historic

call for volunteer development

amongst hemophilia youth, and again

by telling us we need to look to the

needs of our hemophilia youth. After

all, if we don’t find out what they

desire and work toward providing

those needs, they have no reason to

become active members of the CHS.

And the CHS needs them; we have

always needed them.

Perhaps it is time for us to pick up this

old, yet new, challenge and continue to

provide the visionary leadership we

are capable of and that we have

provided over the past few years. It is

certainly a challenge that bears serious

consideration, sooner rather than later.

Speaking of challenges, the CHS is

looking at yet another new one

straight in the eye at this moment.

Some of you may know that our

Executive Director, Lindee David, has

left the CHS and gone to work for the

new Canadian Blood Services.  Your

editor would like to say that he spent

many hours with Lindee over the

years after she came to the CHS as

Programme Coordinator. In fact, it was

Lindee that put your Editor into his

editorial seat, so to speak. Working

with her was a delight, and doing so

raised your Editor’s working knowl-

edge of volunteer organizations at an

exponential rate. She was always

friendly, charming, challenging and

tough minded, but tough minded in a

positive way. One could change her

mind about an issue, but the argument

had to be first rate, intelligent, logical

and fact-filled. Your Editor will miss

Lindee, and he wishes her success and

good health as she rises to new

challenges in her new position.

Whoever is chosen to take on Lindee’s

position as Executive Director faces a

large challenge, indeed.  (A tribute to

Lindee outlining her accomplishments

is included elsewhere in this issue.)u

(Please send any comments raised by

this, or any other Editorial to the

Editor, Hemophilia Today, 1409B 4th

Street N.W., Calgary, AB T2M 2Y8. Or

fax your comments to (403) 282-3295.

the safety and availability of products.

Thanks to David Page and the other

members of our Blood Safety Commit-

tee, our members have information

which can help them make the best

choices for themselves and their

families about treatment — always in

consultation with their comprehen-

sive care team.  The message has been

very clear, however.  Blood products

will never be 100% safe - and hence

the need for a cure.

Running through both of our goals are

some values that are part of the CHS.

First, we co-manage our care with the

comprehensive care team; it is the

combined expertise of our dedicated

and knowledgeable care team mem-

bers and our own experience of daily

management of hemophilia that

ensures effective, efficient and effica-

cious care.  Second, we work together

as consumers.  Whether it is joint fund

raising projects, or continued advo-

cacy to ensure that all of those

infected with HCV receive compensa-

tion, we demonstrate this value.

I have been honoured to serve as your

President for the past year and thank-

ful for the guidance that has been

provided by these values.  u

continued from page 3 (President)
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factor
the femalethe female

Editor’s note: The article below

describes the recent CHS Conference

on Bleeding Disorders which was

attended mainly by persons dealing

with Von Willebrand Disease. Because

of the nature of the disease, most of

the delegates were either women with

VWD or parents of a daughter with

the disease and much of the informa-

tion at the workshop dealt with

women’s issues.

“Everything You Ever Wanted to
Know...” at CHS conference

by Ania Szado

On Friday January 15, 1999, Toronto’s

roads were buried in ice and snow.

The storm was about to head east to

Montreal... and so was my train. I

strapped my luggage to a sled and

hauled it to the subway. The CHS’

conference, “Everything You Ever

Wanted to Know About Bleeding

Disorders But Didn’t Know Who to

Ask,” was beginning that evening.

Despite the challenges of weather and

family, fifty delegates from across the

country made it to Montreal for the

weekend. The first evening, they

gathered to hear an enthusiastic

welcome from workshop co-chairs

Patricia Stewart and Tom Alloway. This

was followed by inspirational, insight-

ful remarks by Renée Paper, Founder

and Program Director of the

Hemophilia Foundation of Nevada and

a Certified Critical Care Nurse. As a

woman with Von Willebrand, she has

likely done more than any other

person to raise awareness of this

disease in the US. Renée spoke on the

topic “Bleeding Disorders and

Healthcare: Knowing What You Need

and How to Get It.” Following her

presentation, Durhane Wong-Rieger,

CHS Past President and a current

member of the Board of Directors of

the Canadian Blood Services, outlined

the expectations for the weekend.

For the many delegates attending their

first CHS event, the opening session

sent a clear signal that this weekend

was going to be about change and

empowerment, as well as information.

The participants arrived at the Satur-

day morning sessions with palpable

enthusiasm.

The first plenary session was an

“Overview of Bleeding Disorders” by

Dr. David Lillicrap, the Clinic Director

of the Kingston & Belleville Regional

Hemophilia Program. Dr. Lillicrap

provided a solid foundation of

information, masterfully interpreting

scientific slides for his lay audience,

and welcoming questions. As the

audience consisted largely of

“von Willies” and family members of

persons affected by Von Willebrand

Disease, Dr. Lillicrap focused largely on

this area in his presentation. He

explained the types of VWD, the lab

tests and the treatments, with some

added input from Dr. Georges-Étienne

Rivard, Director of the Hemphilia

Treatment Centre at Montreal’s St.

Justine Hospital for Children, who was

in the audience. Dr. Lillicrap ended on

a positive note. “Having too much

Von Willebrand Factor can be a

thrombogenic risk factor,” increasing

the risk of having a blood clot in the

coronary artery. Thus, although

persons with VWD can have heart

attacks, “VWD can be a preventative

for coronary heart disease and stroke.”

Good news!

The second set of plenary sessions

was on “Women and Bleeding Disor-

ders.” We were fortunate to have both

Renée Paper, speaking on “The Scope

of Bleeding Disorders in Women,” and

Dr. Gillian Oliver, speaking on

“Gynecological and Obstetrical Issues

in Inherited Bleeding Disorders.”

Renée noted that Von Willebrand

Disease is “grossly underdiagnosed,”

and suggested that one out of three

units of red cells given to women is

for undiagnosed bleeding disorders.

Putting the scope of the disease in
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perspective, she pointed out that if 1%

of the world’s females have VWD,

that’s 25 million affected women.

Furthermore, Renée noted, 25-30% of

female hemophilia carriers have factor

levels in the mild hemophilia range

and are symptomatic.

Renée listed some VWD symptoms

unique to women: menorrhagia (heavy

bleeding), dysmenorrhea (painful

menstruation), postpartum

hemorrhaging, painful ovulation,

fertility problems, increased exposure

to invasive procedures (including

D&C, endometrial ablation, hysterec-

tomy), hemoperitoneam

(hemorrhaging at the ovarian site at

the time of ovulation). She also

addressed psychosocial issues, adoles-

cent issues, financial ramifications, and

menopausal implications for women

with bleeding disorders. Renée closed

with a call to increase healthcare

provider awareness and public

awareness of bleeding disorders in

women. We thank her for increasing

our own awareness.

Dr. Gillian Oliver, Head of the Division

of Pediatric and Adolescent

Gynecology at Toronto’s Hospital for

Sick Children, gave the audience

unique insights into what doctors

consider normal or abnormal in

menstruation, and how to best com-

municate your situation with your

doctor. “Doctors are trained in a way

of asking questions; it’s important to

make them listen to what you have to

say.” She noted that it is the woman’s

perception of a problem that initiates

investigation and treatment.

Normal menstruation, Dr. Oliver said,

is considered to be a cycle of 21 to

35 days, a blood loss duration of 3 to 7

days, consisting of up to 80ml per

cycle. What’s abnormal? The first

criteria was “change in usual pattern.”

For this reason, “It’s important to be an

historian.” The more data you can

provide about your past and present

bleeding, the better.

Dr. Oliver follows a multidisciplinary

approach in the management of

menses in women with VWD. First, she

addresses fertility/contraceptive issues

with the patient. Then she provides

cycle control, which may include

continuous or intermittent menstrual

suppression. DDAVP may be given to

help lessen bleeding. She always

monitors for ovulatory complications,

such as ovarian cysts.

In the management of uterine bleed-

ing, Dr. Oliver noted that non-

steroidals and IUDs are not recom-

mended for women with VWD.

Regarding pregnancy, she commented,

“Rarely does VWD cause problems,”

but as pregnancy and delivery are high

risk periods for hemorrhage, women

with VWD should be managed by

an obstetrician and a hematologist.

On Saturday afternoon, the conference

planning committee showed its true

colours. With Patricia Stewart in the

role of Vanna White and Durhane

Wong-Rieger as the host, a mock game

show got underway. Audience mem-

bers’ written questions were read in

an attempt to “Stump the Experts” - Dr.

Lillicrap, Dr. Oliver and myself as the

“Bleeder Leaders” and Dr. Rivard,

Renée Paper and Tom Alloway as the

“Silly Willies.” Robe-clad judges Julia

Sek and Sherry Purcell (respectively,

nurse coordinators at the Kingston &

Belleville Regional Hemophilia Pro-

gram and the Chedoke-McMaster

Hospitals in Hamilton) presided. Much

was explained and learned in the

midst of the fun.

Following the show, the delegates

divided into two groups to discuss

challenges and make plans in the areas

of “Women with Bleeding Disorders”

(led by Renée) and “Parents of Chil-

dren with Bleeding Disorders” (led by

Durhane). The day wrapped up with a

lovely dinner, and a helpful presenta-

tion by CHS President Erma Chapman

on “Everything You Wanted to Know

About CHS.” A key message: volunteers

are always welcome!

On Sunday, feeling amazed that so

much had happened already, we sat

down to hear Durhane’s unique

perspectives on the new Canadian

Blood Service and Héma-Québec.  This

was followed by reports from repre-

sentatives of the small group sessions,

brimming with plans, observations and

recommendations for the future.

The conference closed with remarks

of thanks to the organizers, presenters

and delegates. Clare Cecchini took a

few moments to explain the roles of

the staff at the CHS office, to welcome

our calls and to encourage our

involvement. The looks of friendly

determination and inspiration on the

faces of the delegates seemed to

suggest that this group would indeed

join in the CHS’s efforts to raise

awareness and instigate change. Our

thanks to the CHS and to the corpo-

rate sponsors, Centeon and Novo

Nordis, for a great conference. u
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continued from page 9 (Awards)

Special Awards of Recognition were

also presented to individuals outside

the CHS who have distinguished

themselves on our behalf, such as

Quebec M.N.A. Russel Williams “who

has shown leadership in championing

the hepatitis C cause” before the

Quebec National Assembly.  CHS

lawyer,  Bonnie Tough, was recognized

for her “insight, tenacity and commit-

ment to the hemophilia community

through the Public Inquiry that helped

to achieve truth and justice”.  Kathy

Podrebarac, who also legally repre-

sented the CHS, was lauded as the one

who “combined compassion and faith

in the hemophilia cause with a keen

legal wit to achieve fairness for all”.

Chapter Recognition Awards are

intended to “recognize chapters who

have demonstrated achievement over

the preceding year in a specific area”.

This year awards went to Hemophilia

Ontario, Hemophilia Manitoba, and the

Newfoundland and Labrador Chapter.

Hemophilia Ontario was recognized

for Communications, specifically

newsletters produced by the provin-

cial organization and the regions, as

well as the establishment of a website

for information. Hemophilia Manitoba

received its award for Educational

Programs, in particular a two-day

conference on “Bleeding Disorders

and Primary Care”, which included

sessions on joint damage, HIV, hepati-

tis, and psychosocial concerns.  The

conference provided the opportunity

for nine physicians from rural areas to

attend.  Included in the conference

was an evening screening of the video

“Hemophilia in Perspective” and a

sharing of experiences.  The second

day was devoted to a tour of the

combined adult/pediatric clinic and

the coagulation lab. Newfoundland

and Labrador’s award was for Fund

Raising.  The chapter undertook a

project that involved the sale of cards

and artwork produced by one of its

members.  Over $20,00 was realized

from this promotion.

The Chapter Leadership Award  is

being introduced this year.  Proposed

by Eric Stolte of Saskatchewan, it gives

recognition to the fact that our awards

do not sufficiently recognize contribu-

tion and achievement at the Chapter

level.  While we already have a Chap-

ter Volunteer of the Year Award, this

new award is different in that it

recognizes contribution over a longer

period of time and is intended to be

recognized by the national organiza-

tion as well as the chapter.  Chapters

are being asked to nominate the

person who, in their opinion, has

made the greatest contribution to the

development of the chapter over its

history and who meets the following

criteria:

• Exceptional leadership and devo-

tion at the chapter level over a

minimum period of five years;

• Clearly identifiable achievements

that have contributed to the

growth of the chapter (e.g. fund

raising, programs and services,

volunteer and membership involve-

ment) in an outstanding and

significant way.

This award does not preclude persons

who have also made a contribution at

the national level, but the focus is only

on achievements for the chapter.  The

award can be made posthumously.

Individuals may recommend candi-

dates to their chapters, who will make

the nominations.

We want to congratulate those who

have been recognized.  There are so

many at all levels who are contributing

so much, that we could only wish we

had more awards to give out.  We have

tried to address this by giving out

more than one award in some catego-

ries.  The addition of the Chapter

Leadership Award is an important step

in recognizing some of those sung and

unsung heroes who have been

outstanding in furthering the mission

and objectives of CHS.  We want to

thank our staff resource person, Clare

Cecchini, for her support, assistance

and timely advice, and the Awards

Committee members for their efforts

and judicious and impartial considera-

tion of worthy candidates (not always

an easy task in the face of such

achievement!)  We invite you all to

involve yourself in this process by

putting forward the names of those

you consider deserving of

recognition. u


