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Word from the Editor

François Laroche

he all new Canadian Bleeding Disorders Registry (CBDR) and
electronic data transmission system, called MyCBDR, were officially
launched in Quebec in July. These innovations are made possible

through a partnership between the Association of Hemophilia Clinic Directors
of Canada and McMaster University in Hamilton, Ont., which is hosting the
system, Australia’s National Blood Authority, which developed the original
Bleeding Disorders Registry system; and Quebec’s Ministry of Health and
Social Services (see article on page 15). The new system will be rolled out
gradually in other provinces in the coming months.

The new tools replace the outdated Canadian Hemophilia Registry and
Canadian Hemophilia Assessment and Resource Management System
(CHARMS); as well as the HeliTrax® electronic reporting system developed
by CSL Behring and used in Quebec since 2008, and the EZ-Log system
developed by Bayer and used in other provinces. It is noteworthy that
Quebec’s HeliTrax contract ended March 31 in conjunction with its contract
for recombinant factor VIII concentrates, but CSL Behring graciously
extended the service for three months until the launch of MyCBDR.

The new registry and electronic data transmission system are integrated,
more efficient and user friendly, and will better serve the needs of 
patients and care teams. It features a common interface, cutting-edge
technology and software, and systems that can “talk” to each other—with
the overall objective being to improve treatment and care for people with
bleeding disorders.

For more information on the Canadian Bleeding Disorders Registry, visit
the Web site www.cbdr.ca/info.

 
           

   
    

 
 

 T The article mentioned previously regarding the new
Canadian Bleeding Disorders Registry is part of the
excellent reporting on Rendez-vous 2015 by our valued
contributors for this issue. Find out all that was said at
this important gathering on pages 13 to 23.

Also presented in this issue of Hemophilia Today, is the
Focus on Research, our annual special section featuring
a report from the president of the Hemophilia Research
Million Dollar Club and summaries of important research
projects funded by diverse CHS research programs.

Finally, a reminder to fill out our online survey on
Hemophilia Today to let us know what you like about the
magazine and new features or changes you would like to
see. The survey is still available at: www.survey
monkey.com/s/HT2015. Thank you for responding in
large numbers!

Images from                          . (More on Rendez-vous 2015 on pages 13-23)Rendez-vous 2015
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y name is Donovan McNeely. I am 28 years old and the
father of two boys with severe hemophilia A. We found
out about our first son’s condition when Declan was 

seven months old. He was presenting with bruising on his body,
and of course being that young it just didn’t make any sense.
Shortly after his diagnosis, we met Shelley Blaquière, president of
the PEI Chapter of the CHS. She welcomed us with open arms into
the bleeding disorder community and introduced us to many
individuals who either have a bleeding condition or, like me, are a
support person for someone who does.

The PEI Chapter helped us many times when we were in need.
Because we have no hematologist on the Island, we need to travel to
the IWK Centre in Halifax, NS, for the treatments and checkups. Not
only was the chapter there for us emotionally, they were there for us
financially, offering reimbursements for the travel to ease the financial
stress associated with it. We are and always
will be grateful for what they do for us.

After finding out Declan was a
hemophiliac, my wife, Jenn, was tested
to find out her own factor levels and to
identify the genetic mutation. Through
that testing we found out that Jenn is
considered a mild hemophiliac herself,
with factor levels below 30%, so this
raised concerns about our daughter,
Clara. We soon found out Clara is also
a mild hemophiliac and assumed carrier.

Last summer, after we found out
that our son Tristan, whom my wife was
carrying, was also a severe hemophiliac,
I began to think of ways that I might
be able to contribute and give back to
the chapter for being so generous to us.
Jenn came across a post on Facebook
from a gentleman who has a lot in
common with me. He too is the father
of a boy with severe hemophilia A. He was advertising a fundraising
campaign that he was hosting called Beards For Bleeders. The rules
were very simple: grow a beard for a minimum of six months
without shaving or trimming. It sounded easy! I had never grown a
beard before, and to think of it, I really can’t. Ha! Not a nice one
anyway. Nevertheless, I contacted him and let him know that I
wanted to make the six-month commitment to raise funds and
awareness for our chapter as part of his campaign. He had a Web
site that tracked our progress and even a Facebook page where we

would all share our fluffy faces
(www.beardsforbleeders.org).

I didn’t waste any time spreading
the word about my efforts and
educating my friends and family
about my sons’ condition. Soon, the
word had spread further than my
close circle and people were asking questions. There was a lot of
interest and we gained a lot of attention. Next, I started to reach out
to my professional contacts. I received an overwhelming amount of
support from partner representatives of the company I work for.

My fundraising strategy was very easy. I asked my professional
contacts if they were able to donate items to my cause, as
opposed to actual funds (it’s hard to gain funds from large
corporations). They were more than happy to donate small items

to be raffled off for all who were
willing to donate to the cause. One
company, Bell/Virgin Mobile, went as
far as offering up a $500 cell phone
for raffle. Pretty much all of my
campaign was done through social
media, mainly Facebook. I updated
photos and shared my experiences, as
well as a running tally of our donation
account every week. Soon enough,
people I hadn’t heard from in years
were asking how to donate. Looking
back, it would have been much more
efficient to set up a GoFundMe
account; instead, we collected cash,
cheques and e-mail money transfers.
After many itchy and scratchy days,
we reached our six months – and we
raised almost $6,000. We were
overjoyed; our goal had been $5,000.
We are so thankful to all the

wonderful people who made it such a success.
I decided to do this not only to give back to the chapter but

also to be someone that my kids could look up to someday.
Someone that they know truly cares about their condition, willing
from the start to do anything for them (all part of being an
awesome dad, of course). It made me feel good to know that I was
able to give that to the chapter in their name. And I know that, if
not now, when they grow older they will appreciate my efforts to
give them the best lives possible.

by Donovan McNeely
South Granville, Prince Edward Island

Community news

Beards for Bleeders

M

C H A P T E R S P O T L I G H T
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undraising is the process of gathering voluntary contributions
of money or other resources by requesting donations from
individuals, businesses, charitable foundations, or

governmental agencies. Right. When you read the definition, it doesn’t
sound too bad, but for some it is easier said than done.

Fundraising isn’t for everyone. You have to put yourself out there
while representing your charity. It takes time, motivation and
commitment to see your event through, whatever that may be. It can
also be awkward and intimidating going door-to-door asking businesses
for donations. Be prepared for some rejections – however, when you get
that first yes, the feeling of absolute joy is unbelievable! So many
companies are willing to help out – they just need to be asked.

For larger donations, offer in-kind sponsorships as companies like
to be recognized for their contributions to the communities they help
out. When you start asking for donations, make it a bit personal –
tell people why you are doing this. When they hear your sincerity
and passion, it can be contagious.

Two of our longer-running fundraising initiatives are Carter’s Quest
for a Cure and Our Plot to Clot. All together, the different events held
as part of these two initiatives have been very fortunate and successful
over the past four years – raising over $100,000, with most of the funds
being directed to the Hemophilia Research Million Dollar Club.

When we get together with our fundraising committee for a
brainstorming session, all sorts of ideas come out. Not going to lie to
you, some ideas are really off the wall, no doubt about it. But some are
really good; we act on those ones! When you sit down with another
person you might be surprised at how easy it can be to start bouncing
ideas around.

What have we tried? Partnering with another organization is one
thing. We have done the Calgary Stampede with United Commercial
Travelers, and the Edmonton Zombie Run with Multisports Canada and
The Running Room. Both have been successful not only financially, but
also in raising awareness about who we are. The best part is that the
partnering organization does the advertising for us! In our past
experience, we have found advertising in the newspaper or on the radio
does not bring in people and funds. It does cost money. Go for the free
advertising – social media is now so popular and viral. Word of mouth
works really well.

Our casino event is a major fundraiser for us. This happens every
two years and spans a continuous 48-hour period. The financial reward
from this is well worth it. Our only challenge with this fundraiser and
the partnering is getting the number of volunteers needed to cover all
of the shifts and stations.

We have also done some online auctions. Bids for Bruisers and

by Jennifer Ruklic, Airdrie, Alberta and Sheri Spady, Sherwood Park, Alberta

How to succeed in fundraising?
Get the ideas going!

Sheri and Jennifer announcing the winner of a 50/50 raffle held during Rendez-
vous 2015, the latest of their good ideas to raise funds. Indeed, with the winner
giving back his portion, $1,740 was raised in less than two days for the
Hemophilia Research Million Dollar Club.

Manny’s Mission were both successful. They ran for one week and 
21 days respectfully and it was fun to watch the bids coming in on the
items. Once the auction items have been collected (this does take time
and effort) and the Web site is set up, these fundraisers do not require
a lot of maintenance to run.

The chapter’s gala event hosts a few different options for attendees.
There has always been a silent auction, balloon raffle and a 50/50 draw.
We found that a liquor basket raffle also works well – imagine that!

Selling of first aid kits, money calendars and Christmas cards (our
kids submitted pictures from which we chose some to use as artwork
on the cards) – these all required a fair bit of research and work to sell,
but they did raise a respectable amount of funds for our chapter.

And who hasn’t heard of a bottle drive? Did you know that some
restaurants will let you take their empty bottles? They contract a
company to come in and take them, so if you are up for it and don’t
mind gathering them up, try contacting them. Three suggestions if you
do: 1. Wear gloves. 2. Try to choose a time of year when there will be
more to collect. 3. Wear gloves!

Something else you may want to consider if you haven’t done so
already is to check with your employers. Some companies offer
employee matching gift programs and some offer volunteer grant
programs. These are charitable giving programs set up by corporations
in which companies match donations made by employees to eligible
non-profit organizations, or provide grants to eligible non-profit
organizations where employees volunteer on a regular basis as a way
to recognize and promote employee volunteerism.

What haven’t we tried? A golf tournament for one…We have a few
more ideas to toss around and will see what the next year holds for us.

F

F U N D R A I S I N G
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On May 30 in Halifax, in conjunction with Rendez-vous 2015, 
the CHS recognized dedicated volunteers, staff and 

health care providers who made a significant contribution 
to the bleeding disorder community.

2 0 1 5  A W A R D  R E C I P I E N T S

élène Bourgaize received a special recognition at Rendez-vous on the
occasion of her 30th anniversary with our organization. Quite a milestone! 
Hélène can be proud that she was actually hired by two organizations back

in 1985: the CHS and its Quebec Chapter. As the AIDS crisis deepened in the late
1980s, she concentrated on her national role. No doubt the hardest part of her job
was watching those volunteers with whom she worked so closely struggle with their
health. We lost so many.

For three decades, she developed her skills and adapted to change: changing roles,
changing colleagues and changing challenges. Today, as director of chapter relations,
she is known and appreciated by the volunteers in every chapter across the country.
She is the first point of reference for anything about the history of the organization,
past decisions, current policies and upcoming events.

Her work as director of human resources is appreciated by staff for its rigour and fairness. They know they can always
count on her support and her leadership.

Young people across the country have come to know and love her through her commitment to developing the next
generation of CHS leaders. Some no doubt call her their second mother.

She started working with the CHS at a very, very young age so we are hopeful that we will be able to count on her as a
member of our family for years to come.

We thank Hélène for her dedication to her work, to people with bleeding disorders, to her colleagues, to our volunteers
and to the CHS!

An emotional Hélène listens to Craig Upshaw
praising her 30 years of dedicated work with
the CHS.

H
30 years serving the bleeding disorder community!
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CHAPTER LEADERSHIP AWARD

This award is given to an individual who has merited special national recognition for outstanding efforts to further the growth and
development of a particular chapter or region.

Joe Doran | PRINCE EDWARD ISLAND CHAPTER

oe has been involved with the Prince Edward Island Chapter since he was a
child following in the steps of his mom, who was instrumental in the creation

of the chapter. He continues, thirty-plus years later, in his current role as treasurer
of the chapter. Joe has worn many hats to promote the CHS vision and mission.
As treasurer, Joe has helped in both the financial and administrative management
of the chapter, balanced its budget as well as being a huge source of knowledge
and support to the president and to the members of the Executive Committee.
Over the years, he has also assisted in the planning and coordination of many
chapter events.

Joe is a leader the PEI Chapter looks up to. He continues to assist in the
structure and coordination of all meetings and sets the goals and priorities of the
chapter to ensure its budget is respected. To give the chapter a realistic look at
their discretionary and available funds, he identifies all the major expenses and
income. Joe is a mentor to many members of the chapter and he constantly guides
and supports them. Joe is always referred to as the backbone of the 
PEI Chapter. 

J

FRANK SCHNABEL AWARD

This award was initiated to honour the outstanding service of Frank Schnabel, the founder of the Canadian Hemophilia Society, for
his valued role in the growth and development of the CHS, the education and care of people with hemophilia and other bleeding
disorders, and the education of the public regarding the needs of the bleeding disorder community. The award is presented in his
name to honour a volunteer at the national level of the CHS, who, over a number of years, has rendered distinguished services and
noteworthy contributions to the mission and objectives of the CHS at the national level.

Dan Doran
an Doran has been an active volunteer at the national level of the CHS 
and with his chapter for two decades. At the national level, Dan has served

on the Board of Directors for many of the past 20 years. He has served on the
Executive Committee and is currently the treasurer of the organization. Dan has
been active on several important committees, including the Blood Safety and
Supply Committee and the HIV/Hepatitis Committee, which he currently 
chairs. Dan has been very active in advocating for hepatitis C compensation and
has spent countless hours advising and supporting individuals, both from the
bleeding disorder community and the transfused community, with regard to
compensation claims.

Dan has been a pillar of the Prince Edward Island Chapter for as long as anyone
can remember, holding the position of president for many years. He received the
Chapter Leadership Award in 2007. Dan did not limit his local activities to his own
chapter but has been invaluable as a mentor to volunteers from nearby New
Brunswick and Nova Scotia. Dan served as a representative of patients on the
Canadian Blood Services Board of Directors in 2009-2010 and continues to
represent patient interests in a safe and secure supply of blood, blood products and
their alternatives as a member of the CBS Atlantic Regional Liaison Committee.
Dan Doran is highly respected by colleagues at the CHS for his quiet, calm and
friendly manner, and for his common sense and sound judgment.

D

Dan receiving his award from David Page.

Joe with his mother, Joan, after receiving his award.
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he Quebec Chapter (CHSQ) should be
congratulated for the work initiated to increase

their membership base. Over the past two years, the
CHSQ did massive mailings, in collaboration with the
Quebec treatment centres and, last year with the CHS,
to all patients with bleeding disorders. Individuals
received a letter through the mail from their
hematologist describing the work of the CHSQ. To
become members, all individuals had to do was return
their completed membership form to the chapter. In
return, the CHSQ sent each individual a welcome
package which included a welcoming letter,
information on bleeding disorders as well as on the
CHS. As a result of these efforts, there was a
considerable increase in the number of members. The
goal for 2013 was to increase the number of members
by 5% (550 members) but the increase was more like
30% (690 members). In 2014, following a second
mailing, the CHSQ finished the year with 887
members, an increase of 22% over the previous year.
We are looking at a remarkable increase of 52% over
a two-year period. 

CHAPTER RECOGNITION AWARD

This award is designed to recognize chapters and regions who have demonstrated a significant achievement over the preceding year
or years in one or more specific areas such as fundraising, communications, peer support/education, advocacy or chapter development.

Alberta Chapter | CHAPTER DEVELOPMENT

fter many years of hard work, the amalgamation
of the Southern and Northern Alberta Regions

finally became a reality. The two regional chairs worked
assiduously to create a new governance model
composed of one board of directors for the entire
province. This model includes one set of books and one
set of financial statements. The province now operates
under a new set of by-laws which were adopted by the
provincial membership in July 2013. These efforts have
fostered trust, open communication and strengthened
the working relationship between the two regions.

The Alberta Chapter should not only be commended
for the work done in the area of governance but also
for their fundraising efforts. Raising money for research
has always been a high priority for the Alberta Chapter.
Since 1989 the chapter has provided the highest level
of giving among all chapters and has raised close to
$500,000 for the Hemophilia Research Million Dollar
Club through the purchase of Voting Class Certificates,
Non-Voting Class Certificates, Honorary Certificates and
special donations. And this is in large part due to the
commitment of its members to organize events and
fundraising activities. In more recent years, this dedicated group once again met the challenge of raising funds for the Club and this in
addition to raising funds for programs and activities in their chapter. This is truly a testament that this caring and committed community
understands that fundraising is the one of most effective ways to support the bleeding disorder community.

A

T
Quebec Chapter | INCREASE IN MEMBERSHIP

The Quebec team, from left to right: Francis Mantha, Mylene D’Fana, Geneviève Beauregard,
Christian Pelletier, Karen Fahey, Kevin Blanchette, Patricia Stewart and Mathieu Jackson.

The Alberta team, from left to right: Carmen Nishiyama, Joanna Halliday,
Hillary Nemeth, Jennifer Ruklic and Sheri Spady.
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AWARD OF APPRECIATION

This award honours an individual who has demonstrated outstanding service to the care of people with inherited bleeding disorders
over and above their responsibilities as a member of the bleeding disorder health care team.

Michelle Sims, RSW
ichelle Sims has been a leader with great integrity, compassion,
resourcefulness and creativity. As a social worker in the Saskatchewan

Bleeding Disorder Program, she has been a valued and productive multidisciplinary
team member with a strong consumer focus.

In addition to her regular duties as a social worker, Michelle was the national 
co-chair for the Canadian Social Workers in Hemophilia Care (CSWHC) from 2011 to
2013; first Canadian trained as trainer for the Parents Empowering Parents program
(PEP); member and curriculum contributor for International Parents Empowering
Parents; current and founding co-chair of the PEP Canada Committee; member of
the quality improvement initiative related to Improving Needle Pokes, and currently
one of the researchers in the CSWHC Vocations Multisite study.

Michelle is a highly valued leader with a sharp intelligence. She is generous,
efficient and has an ability to maintain a finger on the pulse of all activities of this
group, always offering helpful references in a timely way, conceptual guidance and
active support for any of our group or individual projects. Undoubtedly she has played
a role in the creation of every social work presentation in bleeding disorders for several
years as she is so frequently consulted and always responds. She is always open to
her colleagues even when her own workload and personal life was very demanding.
Michelle has demonstrated in every forum open to us that she is a forward thinker, a
woman of action and a gentle but very effective advocate for people of all ages living
with a bleeding disorder. She is deeply respectful and upholds a high ethical standard
in all she does.

JoAnn Nilson, PT
hen the Saskatchewan Bleeding Disorders Program was established in 2001,
JoAnn was chosen as the Program’s physiotherapist. She quickly got to work

to learn all she could about bleeding disorders and the role of physiotherapy in their
management. She worked with the team to develop assessment and treatment
protocols, did road trips and outreach visits, and participated in camps and retreats,
as was expected in her position.

However, she has willingly and enthusiastically taken on a number of additional projects
which are not part of her "day job" such as, the Resource Binder for the Canadian
Physiotherapists in Hemophilia Care (CPHC); physiotherapy workshops in Mongolia - and
language classes; participation on the CHS Twinning Committee; the Mild Hemophilia
Project and the Hemophilia Injury Recognition Tool (HIRT?). When CPHC identified a need
to address the educational needs of people with mild hemophilia, JoAnn again stepped up
to the plate. CPHC knew that this required more than simply putting together another
educational booklet: we wanted to find out from the consumers themselves what they
required and how we could deliver it more effectively.

In March 2015 HIRT? was recognized by the Canadian Wireless Telecommunications
Association (CWTA). In celebration of 30 years of cell phone service in Canada, CWTA
presented five “Connected to the Community Awards” in each province. HIRT? received
this award in both Saskatchewan and Manitoba.

In addition, JoAnn is very supportive of the chapter’s needs. From the chapter’s
perspective, JoAnn has been involved in many of their activities as a presenter and
also just to show support. In the fall of 2012 she orchestrated a very involved physical
activity stations at the family weekend which made the weekend so memorable. This
is just one example of the kind of service that Jo Ann provides for bleeding disorder
clients. She brings that enthusiasm to every group, and to every person.

Michelle receiving her award from Anne Vaughan, 
co-chair of the CSWHC.

W

M

JoAnn receiving her award from Lawren De Marchi, member
of the executive of the CPHC.
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INTERNATIONAL CONTRIBUTION AWARD

This award is presented in recognition of a volunteer who, through continuing efforts over a number of years, has made a significant
international contribution to the development of care and services for people with bleeding disorders.

Bernadette Garvey, MD
r. Garvey is a professor emeritus in the Departments of Medicine and
Laboratory Medicine & Pathobiology at the University of Toronto. Dr. Garvey’s

involvement in hemophilia care goes back to 1983, when she was the principal author
of a successful proposal in response to an RFP from the local chapter of the CHS. This
led to the establishment of the comprehensive hemophilia treatment centre (HTC) at
St. Michael's Hospital, the first and only formally designated adult HTC in Toronto,
and now the largest in Canada. In 2003 the St. Michael's Hospital HTC was invited to
establish a World Federation of Hemophilia (WFH) medical twinning relationship with
Amman, Jordan, as part of the relationship established with that region by the local
CHS chapter. Dr. Garvey led this medical initiative.

Since 2003 she has visited Amman yearly. She arranges and speaks at full-day
seminars which are attended by many Jordanian hematologists. She visits each of
the hospitals in Amman and interacts with the hemophilia care providers, patients
and laboratory personnel. She has also spent time at some of the smaller areas in
Jordan, giving talks and interacting with the hemophilia care providers and patients.
She has contributed to day-long clinics where patients discuss issues with her, and
she has attended the camps for children with hemophilia which have been
established in the area. She has pursued interactions with the government, and her annual meetings with the Jordanian Ministry of Health
have raised the visibility of hemophilia and led to significantly increased availability of factor concentrate in Jordan. Her efforts were
acknowledged personally by King Abdullah II.

When Dr. Garvey first visited Jordan, there were significant gaps in the investigation, provision of services, and care of patients with
hemophilia. It was a fragmented system in which hospitals worked independently and few diagnostic services were available outside the
Royal Military Services. Almost all patients in the country were receiving plasma-derived products, either plasma or cryoprecipitate. Her
advocacy work with the lay organizations, the physicians, patients, and particularly the Jordanian Ministry of Health was of significant
success. Jordan now has a well-established system of hemophilia care, including surgical joint replacement. Dr. Garvey continues to
voluntarily assist physicians and Ministry of Health officials in developing a national policy for hemophilia care in Jordan. All three hospitals
in Amman are now working cooperatively with each other and with the government, and have been able to obtain factor VIII concentrate
for most patients. Through Dr Garvey’s interactions with the Jordanian Ministry of Health, patients registered in the hemophilia clinics are
now being tested for hepatitis C, and factor VIII inhibitors.

Eric Stolte
emophilia care and treatment worldwide has always been near and dear to
the heart of Eric Stolte. From 2000 to 2004, Eric was chair of the CHS

International Projects Committee. During that time, he led the second Canadian
Hemophilia Organizational Twinning between Hemophilia Saskatchewan and the
Mongolian Association of Hemophilia. Eric and his committee were able to increase
the interest in Canada for organizational and treatment centres' twinnings. While
he was chair of the committee, the CHS had 12 active organizational and treatment
centre twins. Eric was personally involved in four Canadian Organizational Twins
(Mongolia, South Africa, Egypt and Bangladesh).

Since 2006 Eric has been volunteering in many capacities for the Word Federation
of Hemophilia, always with the interest of improving care and treatment worldwide.
In addition to his international volunteer work, Eric remains an active member of
the CHS International Projects Committee.

Professionally, Eric was president/national director of The Navigators, a non-profit
organization which led him to travel all over the world. While travelling in all corners
of the world for business, Eric always made specific efforts to visit leaders of
hemophilia associations. Recognized as a leader in the international community for
close to ten years, we congratulate Eric for this very worthy award.

Dr. Garvey receiving her award from Kathy Mulder, PT.

D

H

Eric receiving his award from CHS Past President 
Pam Wilton.
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Justin with David’s parents, Ginette and Donald.

Justin Smrz
ustin attended his first National Youth Workshop in September 2009 and became involved in the CHS National Youth Committee
shortly after. Since 2009 he has been elected as co-chair of the committee and as the youth representative on both the British

Columbia and National Board of Directors. Under his leadership the National Youth Committee has organized three successful National
Youth Workshops. A great deal of credit goes to Justin for the organization of these workshops. Through these experiences, Justin has
gained a lot of maturity and leadership which have been instrumental on the CHS Board of Directors.

Last year, Justin was the recipient of the 2014 Karttik Shah Fellowship which allowed him to attend the WFH World Congress in
Melbourne, Australia. Justin took advantage of this opportunity to network with youth from all over the world. He continues to stay in
touch with them by e-mail and acts as the liaison person between the Canadian and international youth bleeding disorder community.

In addition to his contribution at the national and provincial levels, Justin is also involved as a camp counsellor in many camps, both
in Canada and in the U.S.

By working with Justin we have been given the chance to discover a sensitive, mature and thoughtful young man. We have been
impressed by his qualities of intelligence, strength and leadership. Just as David, Justin has become a mentor for several young Canadians
with a bleeding disorder and is a wonderful example of a fellowship recipient who has given back to the organization.

Justin has demonstrated commitment, confidence, and maturity despite his young age. Volunteering and helping others are an
important part of his life. He is currently developing into a great leader and a potential future president for the organization.

J

Inauguration of the David Pouliot Achievement Award
David Pouliot volunteered his time and skills at both the provincial and national levels of 
the organization. To honour his memory, the CHS has created the David Pouliot Achievement
Award. This award was initiated to honour David’s exceptional contribution in nurturing
young members of the community to become future leaders of the organization.

DAVID POULIOT ACHIEVEMENT AWARD

This award is presented in honour of David Pouliot to recognize a volunteer between the ages of 18 and 30 who has been
instrumental in nurturing young members of the community to become future leaders of the organization and/or who has made 
a significant contribution to achieving the mission and goals of the CHS.



Winner of the Pfizer Take a Helpful Break contest announced
rom April 17 to June 1, 2015 the CHS Facebook pages hosted the Pfizer Take a Helpful Break contest offering members of the bleeding
disorder community a chance to share their helpful moments and to win a great prize.

Congratulations to Kerilynn Mercer, from the Newfoundland and Labrador Chapter, on winning the grand prize of $3,000 and $5,000
for her chapter for her submission entitled Ethan's Steps: A Walk with Hemophilia.

The contest, in addition to making a family and a chapter very happy and increasing awareness about inherited bleeding disorders, generated
an increase of 18% “Likes” to our CHS Facebook pages.

Thank you to Pfizer for its continuing support of the bleeding disorder community. – C.R.

Provinces and territories delay decision on Alprolix
s of late June, the Provincial/Territorial Blood Liaison Committee had made no decision on the reimbursement and distribution by
Canadian Blood Services of Alprolix™, an extended half-life factor IX product for the treatment of hemophilia B. A decision had

been scheduled for April.
Alprolix is available in Quebec for patients with difficulties in venous access and/or a shorter-than-normal half-life.
The CHS is actively involved in discussions with health officials in order to make this product available. Watch the CHS Web site for

updates on access to this product. – D.P.

CHS 2015 
Board of Directors
FROM LEFT TO RIGHT – FIRST ROW
FROM THE BOTTOM: Maia Meier,
Wendy Quinn, Pam Wilton, 
Dianna Cunning, Jean Marte. 

SECOND ROW: Craig Upshaw, 
Shelley Blaquière, Justin Smrz,
Jennifer Ruklic, Kathleen Lawday,
David Page, Mylene D’Fana. 

THIRD ROW: Jeffrey Jerrett, Randy
Parks, Paul Wilton, John Rogasky, 
Dan Doran.

Factor concentrates and carry-on baggage rules
n recent months Canadian airlines have become stricter about respecting “carry-on baggage” rules. The CHS has learned that in some
cases check-in staff and gate attendants have refused to allow people to board planes with factor concentrates if their carry-on

baggage exceeded the number of items allowed (one standard article measuring 23 cm x 40 cm x 55 cm and one personal article measuring
16 cm x 33 cm x 43 cm). Hemophilia Today communicated with both Air Canada and Westjet.

Air Canada’s medical desk clarified the following: The following items are allowed at all times, in addition to your carry-on allowance –
mobility or other special need item; container carrying life sustaining items; medication in its original, labelled container; syringe or
needle for personal medical use. See www.aircanada.com/en/travelinfo/airport/baggage/carry-on.html#faq:6-1-0-*.

Westjet’s director of regulatory affairs replied:
Please be assured that we are taking steps to enhance clarity across our internal operations teams that additional “life sustaining” items

will be permitted in addition to the published carry-on baggage allowances at no additional charge.
It was always our intent to allow these items in addition to the carry-on baggage allowance at no additional charge and the issues that

you encountered are likely due to failure to follow procedures. To make best efforts to ensure this issue doesn’t happen again, additional
communications will go out internally to our front line teams.
We are also changing our General Reference guides that our agents refer to, to provide more clarity on what is acceptable as carry-on for

medical equipment. The information will include that the following is acceptable in addition to the regular carry-on allowance: medical kit
(which may contain blood, a medical syringe or needle (only accepted when accompanied with medication that is professionally/
pharmaceutically labeled with the guest’s name) or medication in the original container.

For more travel tips, see the CHS Passport to well-being module, Bon Voyage! Travelling with a bleeding disorder at www.hemophilia.ca/
en/support-and-education/passport-to-well-being/bon-voyage--travelling-with-a-bleeding-disorder. – D.P.
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Rendez-vous 2015, held in Halifax from May 28 to 31
and hosted by the Nova Scotia and Prince Edward

Island Chapters in celebration of their 50th anniversary, has shown us once again
how great of a community the inherited bleeding disorder is.

A record assistance of 350, from health care providers to industry partners 
and to patients and their families, all gathered to learn, share, network, question,
educate. The following pages will give you an insight of how we did all this.

You will find summaries of the presentations from the Medical and Scientific
Symposium held on May 29. Please note that links to watch these presentations
are also available as Webcasts on the CHS Web site at www.hemophilia.ca/en/
webcasts/rendez-vous-2015. Additional reports from other events held during
Rendez-vous are also included. – C.R.



Youth workshop 
at Rendez-vous.

Association of Hemophilia Clinic 
Directors of Canada | AHCDC

Canadian Physiotherapists 
in Hemophilia Care | CPHC

Canadian Association of Nurses 
in Hemophilia Care | CANHC

Canadian Social Workers in 
Hemophilia Care | CSWHC



ayson Stoffman, president of the Association of Hemophilia
Clinic Directors of Canada (AHCDC), and Alfonso Iorio, associate
professor, Department of Clinical Epidemiology and

Biostatistics at McMaster University and chair of AHCDC’s CHARMS
Committee, officially launched the Canadian Bleeding Disorders
Registry (CBDR) and MyCBDR at the opening session of Rendez-vous’
Medical and Scientific Symposium on May 29.

CBDR is a secure, Internet-based clinical registry system to serve
the needs of the Canadian bleeding disorder community. It is being
developed by the National Blood Authority in Australia, in close
collaboration with McMaster University in Hamilton, Ontario, AHCDC
and the CHS.

The system has two interfaces: CBDR for clinicians, which will
replace the Canadian Hemophilia Assessment and Resource
Management System (CHARMS) and the Canadian Hemophilia
Registry (CHR), which have served the community since the late
1990s; and MyCBDR, an electronic home infusion reporting system
for patients, which will replace EZ-Log and HeliTrax®.

Data from the system will be used for clinical and comparative

AHCDC launches the Canadian Bleeding Disorders Registry

by David Page, CHS national executive director

effectiveness research about bleeding disorders in Canada. In addition,
CBDR will facilitate better understanding about utilization of factor
concentrates for purposes of inventory control, ordering and
forecasting future needs.

MyCBDR allows people with bleeding disorders and/or their
caregivers to quickly and easily send information about bleeds and
factor concentrate use to the health care providers in their centres.
This will help the team keep track of what is happening at home,
provide feedback and optimize the treatment plan. MyCBDR allows
individuals to view different kinds of reports and track their own care.

While MyCBDR currently requires a computer interface or any
Internet enabled device including smartphones and tablets so that
individuals can record data, a dedicated app for iPhone and Android
will soon be added.

CBDR and MyCBDR began to be deployed across Quebec in July.
Both health care providers and individuals with bleeding disorders were
offered training sessions. Over the next several months, centres across
the country will come on-line.

To learn more about CBDR and MyCBDR, visit www.cbdr.ca/info.

n May 29, the CHS simultaneously published its National
Assessment of Hemophilia/Inherited Bleeding Disorder
Comprehensive Care Program Services and Resources,

entitled Penny wise, pound foolish and presented the highlights of
the report at Rendez-vous’Medical and Scientific Symposium. The
national report was based on interviews with 162 health care
providers in centres across the country over the last 18 months, a
detailed patient satisfaction survey completed by 347 people
treated in 20 centres and individual assessment reports for 24 of
the 25 Canadian centres.

The key finding of the report is that approximately 93 percent of
the total cost of care for people with inherited bleeding disorders is
devoted to the procurement of clotting factor concentrates. This
amounted to 250 million dollars in the 2013-14 fiscal year. Only seven
percent, or approximately 20 million dollars, is spent on the human
and physical resources to deliver care: staffing, clinic space and time,
laboratory tests, information systems, etc. Efforts to constrain resources
in the centres lead to reduced capacity to optimize utilization of
valuable factor concentrates: penny wise, pound foolish.

Indeed, the report concluded that 23 of the 25 centres suffer from a
shortage of human resources in one or more of the key core disciplines:
medical, nursing, physiotherapy, psychosocial and administration/data
entry. As a result, key standards of care, for example, regular and
comprehensive health assessments, may not always be respected.

Despite these challenges, people with bleeding disorders and their
caregivers were overwhelmingly positive about their relationships with
health care providers, describing them as “very caring, kind,

Penny wise, pound foolish
A CHS national assessment of centre resources

knowledgeable, personable, understanding, sensitive, empathetic,
reassuring, friendly, courteous, helpful and committed.” They cited
“efficiency, competency, compassion, dedication and professionalism”
to describe the quality of care. They felt, however, that some services
need improvement. Problems mentioned include long wait times, a
shortage of personnel, inadequate physical resources, issues related to
distance from the centre, weekend and after-hours coverage, and the
quality of emergency department care.

The report’s first recommendation is the addition of 20 full-time
equivalents (FTEs) positions in nursing, physiotherapy, social work and
administration/data entry to the current 52 FTE positions in the
country. Surprisingly, this would represent an additional 1.5 million
dollars, only one-half of one percent of the total budget for care.

Other key recommendations include long-term financial support
from the provincial and territorial governments for the new Canadian
Bleeding Disorder Registry (CBDR), provincial designation of
comprehensive care centres, and support for Continuing Education of
the centres’ core personnel.

In the question-and-answer period, it was suggested that the
publication of this report, the launch of the CBDR, the arrival of
extended half-life concentrates, the recent decrease in the cost of
factor concentrates, the move to personalized care, including
pharmacokinetic dosing, and governments’ desire to do more with less
create a perfect storm for change.

The national report Penny wise, pound foolish is available at
www.hemophilia.ca/en/care-and-treatment/penny-wise--pound-
foolish---the-national-clinic-assessment.

SESSION 1 – ACROSS THE COUNTRY AND AROUND THE WORLD
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Penny wise, pound foolish
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   SESSION 2 – PAIN MANAGEMENT

was privileged to be able to participate in Session 2 – Pain
management of the Medical and Scientific Symposium and I
will do my best to provide you with a sense of what was

presented. I’m afraid it will only be a sense because nothing can
fully translate the impact of the panelists’ stories when you are in
the room hearing them firsthand. Nor will my attempt to
summarize Dr. Susan Tupper’s talk be sufficient, but I will try.

Dr. Susan Tupper’s talk You do what you can and continue on:
perspectives on pain with a bleeding disorder helped to dispel any
lingering beliefs that pain is pain and that all you need is the right
pill. I think most of us who live with pain in our lives understand
this but to have pain and its potential treatments unpacked in such
a straightforward and patient centred way was very helpful.

In a sense, pain management has evolved similarly to the
treatment of our bleeding disorders. I think that many of us grew
up with on demand therapies: you bleed, you swell up, you treat,
you get better, repeat. Today, most of us are using some form of
prophylaxis: treat, treat, treat, avoid the swelling, pain and joint
destruction. Makes more sense – we can be just as proactive with
our pain management as we have become with controlling our
bleeding. We also were reminded that there are as many experiences
of pain as there are people reading this, ok, probably more.

There are ways we can intervene with pain but to do so we must
understand as best we can what kind of pain a patient is
experiencing. Without going into much detail, thus betraying how
little I actually understood, there is nociceptive pain, caused by
damage to body tissue, which can be broken down into somatic
and visceral. There is neuropathic pain, which is complex and
chronic in nature, where the nerves themselves can be damaged;
it can be broken down into peripheral and central. And then there
is pain amplification, which I think we have likely all experienced:
pain can be made worse, it is not of a fixed quality or quantity.

With all these kinds of pain I think it will seem right that 
there is no one way to treat it and this led us to the part of Susan’s
talk that dealt with the four P’s of pain management: physical,

by Rick Waines
Vancouver, British Columbia

psychological, pharmacological, and prevention. It is here that our
panelists were a great help. Amy Griffith spoke of the psychological
pain caused by being a woman with a bleeding disorder: “Women are
usually less open about their needs, even to their doctors, as they are
embarrassed or simply don't know how to verbalize concerns related
to bleeding and their menstrual cycle,” she said. “For me, that's where
my pain came from. This made me angry, and resentful, and upset.”

Jae Won Hur spoke about the physical and prevention aspects of
pain control. He found swimming to be a fantastic way to both
control and prevent pain as a person living with a bleeding disorder.
I spoke about how poor administration of pharmaceuticals by
hospital staff in a post-operative setting can amplify pain that was
loud and clear in the first place. Michelle Howell, mother of six-year-
old Callum, who has hemophilia A and inhibitors, wasn’t able to make
it to Rendez-vous but sent along a letter that was read. In it she
spoke of the challenges beyond the nociceptive pain itself.
Challenges for Callum and his family in dealing with the psychosocial
aspects of living with pain. It was a moving account of a family’s
experience of pain and it raised many important questions.

“Pain is the antecedent predicting our son’s future. Individuals living
with bleeding disorders need to be resilient. How are we going to
facilitate resilience? In my opinion, psychosocial health as it relates to
pain needs to be in the forefront. I would like to see best practices across
the country include expanded psychology services and mental health
promotion as part of the care team as well as better mental health
training for individuals living with hemophilia, their families and
practitioners. There is also a need to provide respite support to families.”

And finally Shelley Blaquière spoke about how psychological pain
can be caused by uncertain diagnosis and conflicting treatment
plans, and how it can be reduced by seeking out the experts and
building a plan that is patient centred.

All in all I think that the Pain management session provided
an opportunity to learn about patient-centred strategies and to
hear directly from people living and dealing with pain firsthand.
A great session I think.

Making sense of the pain

I



overcome this common but upsetting fear. We discussed how
anxiety itself is normal, but too much anxiety about anything
typically leads to avoidance. Those who are afraid of blood 
or needles can start avoiding infusions, blood draws,
vaccinations/immunizations, dental care, or any other healthcare
that might involve needles or blood. It doesn’t take long to imagine
how problematic this is, given how
many medical procedures involve
blood and/or needles especially when
it comes to bleeding disorders! We
looked at two ways to help – using the
applied tension technique to help
prevent fainting – and using gradual
exposure exercises to overcome the
fear of needles/injections altogether.

Graduated exposure is an evidence-
based strategy used to address most
forms of anxiety which focuses on
building confidence and mastery
through directly engaging in whatever
it is you are afraid of in small, planned,
purposeful steps. Over time, your brain
and body become used to the feared
object/situation, fear decreases, and
what was once intolerable becomes…
well, tolerable! I shared my own personal
experience of having hemophilia and overcoming needle phobia with
the help of my local treatment team, going from fainting and
avoiding infusions to now being able to self-infuse at home with
minimal fear (although I admittedly still hate needles!).

The panel discussion put the importance of mental health into
direct perspective by sharing personal stories of challenge and
triumph going back to the 1960s and ending with healthcare today.
These personal stories truly resonate and seem to speak to a
collective set of themes shared by all those with a bleeding disorder
– the importance of feeling connected and understood, not letting
bleeding disorders define you, and pushing through fear, doubt and
sadness en route to a life defined by who you want to be and not
how much factor you have in your blood.

Empowering patients to be active participants in their
healthcare is key to future success. The best treatment methods
available mean little if someone is so hindered by their anxiety,
depression or chronic pain that they avoid seeking help altogether
and turn to less healthy coping strategies. It is my sincere hope
that future conferences don’t lose sight of the importance of
mental health and we continue to work collaboratively at ending
stigma and addressing the all-too-often ignored mental health
needs of individuals living with bleeding disorders.
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hen discussing bleeding disorders there is often an
understandable focus on the physical toll these
conditions have on those affected. The psychological and

emotional impact, however, can create challenges not just for
patients themselves but also for their family members, friends and
treatment providers.

The session began with
Psychologist Dr. Michael Vallis
highlighting how difficult
behavioural change truly is 
for patients and the impact
this can have on treatment
providers. With multiple
examples, he showed how all
of us tend to focus on the
“path of least resistance” in
life, especially in regard to
our health, and how we can
choose to engage in unhealthy
behaviours even when we are
fully aware it’s unhealthy (like
eating apple pie instead of
apples). These principles are
especially true when discussing
children and adolescents who,
because of their developmental immaturity, and gradual and ongoing
frontal lobe development, frequently lack the ability to see the
consequences of their behaviours in the long term. Applied to people
with bleeding disorders, this message likely resonated with many in
the audience who know just how difficult it can be to get motivated
for physiotherapy exercises, a weight loss routine to help relieve
pressure on joints, prophylaxis, or any of the other challenging health-
related behaviours frequently asked of patients.

Dr. Vallis described what it looks and sounds like when
individuals are not ready for change (“red light”) and reminded us
that we can’t force people to change – but we certainly can help
them identify how the behaviours they’re engaging in are helping
them or hurting them, with the hopes that this can eventually
facilitate a meaningful discussion about change. This way, everyone
involved has a better understanding of the options available to
them and can make an informed decision about their own health
when ready and motivated.

I was asked to discuss blood-injection injury phobia, commonly
referred to as “needle phobia,” and how to help kids and adults

Psychosocial issues: when treatment
challenges feel too challenging
by Daniel Chorney, PhD
Registered psychologist, Halifax, Nova Scotia

SESSION 3 – PSYCHOSOCIAL ISSUES

Michael Vallis, PhD

Daniel Chorney, PhD
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SESSION 4 – HEPATITIS C

had the opportunity to attend Rendez-
vous 2015 and its medical and scientific
symposium in Halifax as a delegate of the

Quebec Chapter. I was privileged to meet and get
to know many people from all the chapters. In the
fourth session, Dr. David Wong of the Toronto
Centre for Liver Disease and University of Toronto
discussed hepatitis C (HCV), the treatments, and
the challenges in 2015. He gave his presentation
with good humour, which I do believe was very
refreshing for everyone in the room.

Dr. Wong began with the reminder that
hepatitis C is a serious and insidious liver disease.
People can spend years, even their entire lives,
without knowing that they are infected, and
contagious. However, 20 per cent of individuals
infected with HCV develop cirrhosis after 
20 years as well as other possible complications
(loss of liver function, cancer). These
complications may occur sooner if the virus is
contracted at an older age.

In terms of techniques to assess the condition
of the liver/stage of liver disease, Dr. Wong
highlighted the qualities of Fibroscan (transient elastography). This
non-invasive test uses an ultrasound technique and produces very
reliable results. Unfortunately, very few hospitals in Canada possess
this technology. There are also blood tests for assessing liver
condition, notably the AST to Platelet Ratio Index (APRI) and
Fibrotest. Compared to these techniques, biopsy seems to be a test
of last resort. The tissue sample taken is not always representative
of the liver condition, and very few specialists are skilled at biopsy
analysis, which can take weeks. Not to mention the complications
that can result from this intervention (bleeding, among others).

Regarding treatments, Dr. Wong spoke of how the first
treatments available for HCV were painful for patients. In the early
1990s, interferon therapy lasted almost one year and had a very
high failure rate. Besides that, the side effects were debilitating;
people who were already ill simply could not contemplate it. Then
came ribavarin in 1998, boceprevir and telaprevir (first-generation
protease inhibitors) in 2011, simeprevir in 2013, and sofosbuvir in
late 2013 ($655 a pill!). Most of these medications were used in
combination, providing greater efficacy, but all too often were
accompanied by significant side effects.

Today, among other medications in his practice, Dr. Wong
prescribes the medication Harvoni™ (ledipasvir and sofosbuvir) for
some of his patients. This treatment is very expensive (costing
$67,000 for 12 weeks) but highly effective – about 90 per cent of

Treating hepatitis C: challenges in 2015
by Christian Pelletier
Montreal, Quebec

patients were cured of HCV. The treatment failure in the remaining
10 per cent of patients is attributable to poor adherence to taking
medications (non-compliance). For most patients, the side effects
are non-existent or negligible; some who have never suffered the
treatments of the past complain of headaches and fatigue. Others
have felt the positive effects! An increase in appetite and in…
sexual appetite have been mentioned!

Dr. Wong also noted that it is important to understand and look
for those who are at greatest risk of HCV infection. These include
people who use injection drugs, recipients of blood and blood
components before 1991 (when routine screening for HCV was
introduced), people from endemic countries such as Egypt, Vietnam
and Italy before 1960, and the cohort of people born between 1945
and 1965 called baby boomers.

Although the future looks bright for many patients, there is still
some way to go, particularly for those with genotype 3. The cost
of treatment with Harvoni is very high but its high effectiveness
also plays into the balance, Dr. Wong said. He added that healthcare
teams are not yet informed enough about the new treatments for
HCV, and some patients have trouble navigating the range of
treatments available.

Dr. Wong concluded his talk on this optimistic note: “If your
hepatologist cannot guarantee you a 90 per cent success rate, wait!
More excellent treatments are coming very soon."

Dr. Wong

I
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ession 5 of the Medical and Scientific Symposium at
Rendez-vous focused on physical therapy and HIRT?, the
new injury recognition tool for people with mild

hemophilia. It began with a presentation by Craig Walker from
Nova Scotia. I first became aware of Craig as a contributor to
Hemophilia Today when he presented his personal experience with
physical therapy and, more specifically, building muscles at the
gym. I had heard him referred to as our very own Mr. Universe. In
fact, the title of the March 2013 article was Hemophiliac Mr.
Universe? and I definitely had some reservations. Reservations that
in hindsight stemmed from generalizations I had about people
lifting heavy weights for recreation.

Craig is the perfect spokesman for finding our own way as
people with bleeding disorders. Finding a way to adapt and respond
to the very special challenges bleeding disorders present to staying
fit and active. Craig has not been unaffected by his bleeding
disorder. He has a nice limp, or, as I like to call it, a hemophiliac
swagger. And I think I also detected a funky elbow but in any case
he has found a way to become fit. Beyond being fit, Craig has
found, with his very personalized gym routine and I presume some
prophylaxis, that he has been able to reduce and/or eliminate his
bleeds while improving his strength and range of motion in
affected joints. Our very own Hemophiliac Mr. Universe. He is a
testament to adapting to overcome. So much so that I am happy
to say that I go to the gym now and lift weights, with the blessing
and involvement of my HTC, go figure. Thanks, Craig!

A glance at physical therapy
by Rick Waines
Vancouver, British Columbia

The second presentation was by Karen Strike, a physical
therapist from the Hamilton Health Sciences Centre in Ontario. Her
presentation was called Hemophilia and sport participation: an
individualized assessment. She began with the problems of
universal limits and specifically the ranking of activities on a scale
of one to three. One being safe – you know, the classics like
swimming and archery. To the grey zone activities like bicycling,
baseball, basketball and canoeing. Wait, canoeing and bicycling are
grey zone activities? You can see the problems. Reading this list I
am reminded of when I was a kid and was trying to make sense of
what I could and couldn’t do. These one size fits all approaches
never fit me, never fit anyone and this was Karen’s point. These
universal limits promote dependency on the hemophilia care team,
lead to the person with hemophilia losing their sense of
independence, and, most importantly, ignore that we are all
different and there is no one answer for us all.

Karen then shared with us a review of literature related to
bleeding outcomes and their relation to physical activities and
sports. I am not sure that I am equipped to interpret the literature
but it seemed to me that physical activity and sports in general are
not a major factor in joint outcomes. That doesn’t mean that our
participation in sports and activities should be a free for all, but
what it may mean is that universal guidelines for physical activities
might not be very helpful. When deciding what activities to
participate in, we should empower our critical thinking by learning
to assess situations through consultations with our hemophilia
treatment centres and together coming up with a treatment
strategy for the activity chosen. It is important to understand our
disease and realize the possible repercussions of bleeds.

The third presentation was by JoAnn Nilson, a
physical therapist from Saskatchewan, and Jeffrey
Snow, a young man with mild hemophilia from
Newfoundland and Labrador. Across Canada, HTCs were
concerned that people with mild bleeding disorders
were sometimes waiting too long to come in for
treatment. So they interviewed 18 young men with mild
hemophilia to learn from them. From these interviews,
a decision-making pathway was developed to help
guide them when assessing whether or not a bleed
would resolve on its own or would need factor. The
young men loved it and wondered if there could be an
app for that, and HIRT?was born. HIRT?, for Hemophilia
Injury Recognition Tool, is an app for smartphones that
assists with the assessment of an injury, encourages use
of first aid when necessary, and alarms the user to 
re-assess at intervals of one hour, one day, and two
days. It will also direct the user to contact the HTC if
symptoms worsen. It can be downloaded for free, in
English or in French, from the Google Play and Apple
iTunes stores. For more information, visit the CHS Web
site. Congratulations, what a great tool!

SESSION 5 – PHYSICAL THERAPY

Craig Walker
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SESSION 6 – VON WILLEBRAND DISEASE

Von Willebrand disease at
by Joanna Halliday
Stony Plain, Alberta

Rendez-vous 2015

The definition of a rendez-vous is a place appointed for assembling or meeting. But the CHS Rendez-vous
is so much more. A place to get informed. A place to explore ideas. A place to network with industry and
health care professionals. A place to meet friends. A place to explore a different region of Canadian culture.
And for me, it is also a place to learn more about my own bleeding disorder.

research in this area and information that she and her colleagues
have been gathering and studying at Sainte-Justine. She proposed
that more research and dedicated focus need to be paid to the
currently held belief that a normalized VWF level (50%) is sufficient
for women not to receive prophylaxis and that the risks and
benefits of prophylaxis treatment versus none needs to be
determined.

She also stated that in early pregnancy, VWF levels may not
normalize even in non-severe patients. While the risk of
antepartum bleeding is higher in patients with VWD, bleeding may
not be due to the VWD and mild bleeding events do not always
lead to miscarriage. Her presentation indicated that immediate
postpartum hemorrhage mainly occur in women without
normalized levels at term (typically the most severe) who were not
receiving prophylaxis; however, delayed postpartum hemorrhage
can occur in all types of VWD patients and coincides with the drop
in VWF levels in the postpartum period. She encouraged every
doctor and patient to ensure that an accurate measurement of the
woman’s VWF level in the third trimester is obtained and not to
assume that VWF levels have risen. Also, a written treatment plan
and good preparation are essential. “Most bleeding events seem to
occur in women with VWD not receiving prophylaxis, but
antepartum and postpartum bleeding occur despite prophylaxis –
further studies are required,” she concluded.

was very encouraged when I saw that the final program
included a full session on von Willebrand disease (VWD)
which included two separate presentations. I was even more

encouraged when I saw that Dr. Rochelle Winikoff, from Sainte-
Justine Hospital, Dorine Belliveau, RN from Moncton Hospital, and
Charlotte Sheppard, RN from St. John’s, would be presenting. Their
experience and interest in VWD was sure to make for interesting
presentations, and I was not disappointed.

In their presentation VWD in Pictures, Dorine Belliveau and
Charlotte Sheppard presented a new tool that has been developed
by the Atlantic Hemophilia Nurses Group in cooperation with the
World Federation of Hemophilia (WFH) and sponsored by
Octapharma Canada. This teaching tool’s design was based on the
WFH guide called Hemophilia in Pictures. The high-quality images
along with well-written and important facts will make this tool
very useful for doctors and nurses who are diagnosing new
patients. As a patient I can also see using this tool to help explain
to family members, teachers, childcare workers, and other medical
professionalsabout my disorder. VWD in Pictures will be available
in pdf format on the CHS Web site in the coming months.

Dr. Winikoff’s presentation, titled Von Willebrand factor (VWF)
levels in pregnancy and the postpartum period – implications for
clinical practice, was packed with information. It was evident that
this presentation was only a small scratch on the surface of

I
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he CHS’ development of a new strategic plan is well
underway, with the current one ending this year.
Further progress was made at Rendez-vous 2015 and

the final conclusions of the strategic planning process will be
revealed at the November meeting of the CHS Board of Directors.

To date, the planning process has involved forming a
Steering Committee and developing a Draft Plan; contracting
the firm Clean Slate Strategies to help develop the strategic
plan and lead us through the process; and developing an
online questionnaire for CHS members, health care
professionals, pharmaceutical companies, Héma-Québec, and
Canadian Blood Services. Telephone interviews were
conducted with external stakeholders (pharmaceutical
companies, Héma-Québec and Canadian Blood Services) 
and a questionnaire was sent out to 800 people, with 
240 responses received. The data and results were gathered
and analyzed by Clean Slate.

At Rendez-vous 2015, Clean Slate’s Jennifer Spears and
Angela Muzzo led us through what was both a working and
information session. They reviewed key accomplishments from the
2010 Strategic Plan which include countrywide access to care, more
women diagnosed, the success of CODErouge, and a 600 per cent
increase in membership. Some gaps still exist, such as the
inconsistency of standards of care across the country, and the need
to improve self-reporting of usage and volunteer engagement.

Still, the information gathering process with our external
stakeholders (industry partners, Héma-Québec, Canadian Blood
Services) revealed that the CHS is highly respected and perceived
as responsible and knowledgeable, and a good role model, Jennifer
reported.

Jennifer then introduced Angela Muzzo, an expert in data and
information analysis, who shared some preliminary results from the
online survey and thoughts to give us a feel for the direction we may
be going. The key finding is that our top priorities remain care and
treatment, and research that will lead to a cure. During the question
and answer period, many of the questions and comments focused on
funding, access to care, and communication within the organization.

The second part of the afternoon began with a viewing of the
What’s next video that was used to introduce the online survey,
followed by a What’s next session that gave each of us the
opportunity to write down what we would like to see. Very good
ideas were generated and will be used by Clean Slate as part of
their final analysis.

The end of the workshop was devoted to discussion of 10 topics
which were posted on flip charts; five topics were designed to generate
ideas and five topics were designed to gather input from the group.

The goal was to generate ideas on topics and questions
including member benefits (what’s of value?), fundraising (how
to engage volunteers?), social media (how can we use it?),

volunteer engagement (what do we want our volunteers to do?),
and resources (how can we do more with less?).

As well, the goal was to gather input from the group on topics
and questions including national office and chapters (do we
understand each other’s challenges?), education (are there gaps in
our education of members?), revenue sharing (what if national
office could no longer support the chapters?), priorities (what
should we stop doing?), and primary purpose (what if the CHS
ceased to exist – what would be lost?).

Divided into groups, we were asked to look at the topics,
brainstorm and record our thoughts on the flip charts, then a
spokesperson from each flipchart station shared the group’s best
idea. Lots of good information and ideas from this large group of
people were collected, all gathered by Clean Slate to be
incorporated into the data and information pool for analysis.

At the Board of Directors’ meeting on Sunday, Jennifer
presented an overview of the strategic planning process to date
along with some of the ideas generated during Saturday’s
workshop. Some emerging themes include an interest in sharing
more between chapters and improving communications both
internally and externally through social media and other means.

Jennifer stated that our environment is currently unpredictable
and things are changing and will continue to do so; our new plan
will prepare us to change with these changes. She reminded the
board that there is a need to let go of some areas of our past. We
must recognize that it is in the best interest of all stakeholders and
members to work together and be willing to look at the world
differently. This applies to all of us as chapter members and extended
members of the CHS. CHS President Craig Upshaw noted that we
need to get back to the core of why we exist and focus on what we
need to be doing. That is the objective of the new strategic plan.

Planning for the future at 

by Rob Dinsdale
Oakville, Ontario

T

Jennifer Spears (L) and Angela Muzzo (R).

Rendez-vous 2015
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endez-vous 2015 was an incredible opportunity to present
the Parents Empowering Parents program in a new way –
through demonstration of a sampling of PEP sessions so

that attendees could experience some of the key elements. The
one-hour session was well attended by families, CHS supporters
and CHS Board members. It was led by Lawry MacLeod, parent,
grandparent and Nova Scotia Chapter treasurer; Christine Keilback,
parent and executive director of the Manitoba Chapter; Dale and
Liane Curtis, parents and PEP facilitators from the New Brunswick
Chapter; and myself.

We began with some humour because some of our sessions can
be intense, particularly when we focus on the challenges of
parenting, and it is helpful to take a break and share some fun and
laughter. The top 10 things we need to learn from PEP were
reviewed. We did a positive messaging exercise using clay as a
discussion starter on self-esteem and key elements such as the 4
to 1 Rule – give your child four positive comments for every
negative comment. We also did a values exercise to highlight that
parents have unique personal values which are generally the values
and characteristics they want to pass along to their children. In
addition, we explored parenting strategies for a child with an
inherited bleeding disorder based on the parents’ own underlying
values and experiences.

A PEP workshop dedicates time, resources, peer support and

encouragement for parents of children with bleeding disorders. A
study of the efficacy of the PEP program was conducted in 11 U.S.
centres with 301 participants by S. Dutreil, J. Rice, D. Merritt and
E.J. Kuebler and was published in Haemophilia journal in September
2011. They found that attending a PEP workshop seems to decrease
the use of negative parenting techniques, while those who did not
access PEP were found to use positive parenting techniques less
than other participants. The core objectives of PEP are to increase
parents’ understanding of their child’s bleeding disorder, heighten
parents’ ability to respond objectively and consistently to bleeding
episodes, impart parenting skills, and enhance the parents’
relationships with each other, their children, and treatment staff.
A review of feedback from PEP evaluations across Canada indicates
that our core messages got through.

The new PEP brochure, created and produced by the CHS
National PEP Committee and Hemophilia Ontario, was distributed
at our session. There is also a PEP tab on the CHS Web site under
Support and Education. This session was intended to bring PEP
closer to parents in CHS chapters across the country in the belief
that the future of PEP lies in strengthened parent-led partnerships
among CHS provincial chapters, and health care teams from the
bleeding disorder treatment centres. We thank the many people in
attendance who had previously attended a PEP workshop for their
enthusiasm at the tasks we put before them.

Self-esteem exercise at PEP.Opening remarks from Lawry MacLeod.

R

at
by Anne Vaughan, RSW
Pediatric Hematology/Nephrology, IWK Health Centre, Halifax, Nova Scotia; co-chair, PEP CHS National Committee

Rendez-vous 2015
Parents Empowering Parents

Social Workers Face-to-Face



On behalf of the entire inherited bleeding disorder community, a special thank you to the sponsors of 
Rendez-vous 2015 for your support of the Canadian Hemophilia Society.

It is only through the collaborative efforts of our sponsors, health care providers and our community that we
can achieve our mission of improving the health and quality of life of all people with inherited bleeding
disorders and ultimately to find a cure.

Once again, we thank you.
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have the pleasure of sitting
on the Canadian Hemophilia
Society’s Parents Empowering

Parents (PEP) Steering Committee.
This is a working group of social
workers, nurses, parents, and now
also physiotherapists from across
Canada. The steering committee
works with the CHS staff to ensure
that Canadian families living with
hemophilia have access to this
valuable parenting program. We
provide resources to trained PEP
facilitators and to CHS chapters to
help them organize the workshops.

This May, the International PEP Steering Committee, the U.S.
National PEP Committee, and counterparts from around the world
met in Dublin, Ireland, to review and work on the final 2015
revision of the PEP program. The Dublin meeting included
representation from the United States, Panama, El Salvador, New
Zealand, Ireland, Israel, Canada, India, Peru and South Africa. This
was the third meeting of the international group.

Michelle Sims, recently retired social worker and former co-chair
of the Canadian PEP Steering Committee, has attended all PEP
international meetings held to date to consult on the revised
edition of this program. Stephanie McCune, Ph.D., a parent from
British Columbia, attended the second meeting but regretfully was
unable to attend the 2015 meeting. Michelle and Stephanie were
both thanked for their contributions to the current revision of the
PEP program. As a parent of a teenager with hemophilia, I am truly
grateful to the CHS’ National PEP Steering Committee for
recommending me to attend the meeting in Stephanie’s place. It was
a gift to have that time to learn from Michelle before she moves
on to her new adventures post-retirement. This opportunity to
work at an international level has raised my commitment to
participate in the leadership of this program in Canada.

The three days were very vigorous. It was interesting to learn how
and how often each country is able to offer the program. We discussed
the current challenges to our ability to continue to deliver the
program. Despite the diverse differences in our countries, many of the
same challenges exist: local financial resources, geography, population,
and stigma. I learned how passionately each group works to overcome
challenges to ensure access to PEP for their families. Although 
funding for future International PEP Steering Committee meetings
has not been secured, it would appear that for the immediate future
the PEP program will continue to be delivered internationally.

Parents Empowering ParentsInternational
Summit in Dublin, Ireland
by Christine Keilback
Winnipeg, Manitoba

I believe our Canadian
families will find the
revised program to 
be contemporary,
interesting and useful,
with a lot of relevant
parenting concepts 
to consider.
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PEP Summit in Dublin, May 2015.

I

Social Workers Face-to-Face

Parents Empowering Parents

Christine Keilback

At the Dublin meeting, we focused on working on the 2015
revision of the PEP program. We were split into four working groups
and each given three chapters to teach back. Given only half the
usual amount of time allotted to deliver a chapter, each group had
to work extremely hard to pull out the most important concepts,
split up the speaking duties, and practice. It was very exciting to
work with the updated material, use the new media resources, and
explore the new concepts. I believe our Canadian families will find
the revised program to be contemporary, interesting and useful,
with a lot of relevant parenting concepts to consider.

From the perspective of a PEP parent facilitator, it has always
been a brilliant experience to work with the Canadian hemophilia
treaters and parents connected through PEP. Having the chance to
share a PEP experience with our families is rewarding. It was an
equally rewarding experience to work with the international group.
Working together towards a common goal has allowed us to learn
so much from each other. The generosity of the PEP community
nationally and internationally and their desire to serve families in
our communities is truly inspirational.



by George Stephenson
Vancouver, British Columbia

any, if not most of us, have followed the “Dying with
Dignity” debate and Supreme Court decision. For those of
us with hemophilia or another form of bleeding disorder,

it has a special poignancy. As parents, spouses, friends, and
hemophiliacs ourselves, we have struggled, sometimes frequently,
with events which threaten our lives. We have fought for the right
to live. Over my own lifetime I used to see that struggle lost too
often. Now, death is rare and we live longer, more complete lives;
although all too frequently the lives of severe hemophiliacs in
particular are marred by damaged joints and other difficulties
arising out of repeated bleeding events.

I have, as a mild hemophiliac, had the good fortune of living a
long and full life, into ripening older age (like wine I hope, not old
cheese) without major disability. Now, end of life has become a
closer reality. The Supreme Court has essentially said “yes” to my
personal right to die if I reach a state where the very limited
conditions set out in the decision would apply. After some struggles
to live, I am very relieved to have that decision made; if I sometimes
struggled to live, then surely in those proscribed circumstances I
have the right to die – with dignity.

Because of the struggles the hemophilia family has had, and
sometimes the closeness of death we have experienced, I believe
our views have a special relevance. So, I encourage readers to make
their views, and the rationale and experiences behind them, known.
I would very much like to see readers of this magazine expressing
their views and feelings concerning dying with dignity and the
Court decision in e-mails and letters to the editor to be reproduced
here in Hemophilia Today. We, as a family, have a lot to share on
this subject.

When I recently read the article in the March 2015 issue of this
magazine concerning the Hemophilia Injury Recognition Tool
(HIRT? ) developed for use by young men with mild hemophilia, I
became excited. When I downloaded the HIRT? app onto my
smartphone and read and studied it, I was jubilant. I figuratively
jumped in the air and clicked my heels and e-mailed my daughter,
pointing out HIRT? ’s relevance for my grandson who has mild
hemophilia like me. How helpful I absolutely know this would have
been for me when I was young! Mild hemophilia is sneaky, it is slow
to show itself, and if you don’t act in the right way and within the
right time, you can be in big trouble. If you haven’t read about it,

I urge all of you, and particularly those with mild hemophilia, to
learn about it. You can do so by going to www.hemophilia.ca/
en/care-and-treatment/physiotherapy/hirt.

Now, may I celebrate an event in my own life which will occur
over the next few months?

I have carried the hepatitis C virus (HCV) in me for a very long
time. Although tests for it were not available until much later, my
infection can be traced directly to a transfusion of whole blood I
received in the early 1970s, as a result of a minor bleed in my foot
in Florida where, at that time, blood was bought and sold as a
market commodity. Over the years, we began to know that many
hemophiliacs had contracted a hepatitis virus of one kind or
another, until in the 1980s with the explosion of the tainted blood
scandal, it became awash among us, poisoning all too many lives.

Once again, in the same sense that a mild hemophiliac is
fortunate compared to those who have moderate or severe
hemophilia, I have been fortunate with my HCV compared to many
others. At the beginning, I was very sick because of it, but it settled
down (and unfortunately, also settled in), not giving me direct
trouble and the viral load remaining small. My doctors generally
thought it was never likely to result in serious difficulty, and for a
variety of reasons recommended that I not use the then-available
harsh and frequently failing treatments to get rid of it.

However, it has been clear over the years that the virus is alive
and growing in me. Now, tests have emerged by which the extent
of liver damage caused by the virus can be measured accurately.
Recently, I have learned that I have passed from stage 1 of liver
damage into stage 2.

I have wanted for a very long time to be rid of the HCV; it has
been both unhealthy and stigmatizing. And now for the good
news: treatments have recently become available which are 
hugely less harsh, and very considerably more successful. I am now
taking one of them, called Harvoni™, and I hope to be rid of the
dammed bug!

Will you join in and celebrate the progress and successes we
have had in our bleeding disorder family? And will you please keep
me and all others who will be undergoing the new treatments in
your thoughts and prayers towards the success of our treatment?
I am counting on you! You are my hemophilia family, and my family
is always important.

A bit of personal history
amid current events

The Sage Page

M
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A Global Perspective

n early 2015, Marion Stolte, chair of our CHS–Hemophilia
Society of Bangladesh (HSB) Twinning Committee, approached
me to see if I would be interested in putting my name

forward as a Canadian Hemophilia Society representative to visit
Bangladesh and assist in designing a workshop on governance and
national/chapter society development. I was honoured to be
selected and was quite excited to be attending along with Michel
Long, national program manager for the CHS.

Getting ready for a trip to a country like Bangladesh involves a
fair bit of preparation including a series of shots and inoculations
as well as taking the standard precautionary medicine in case
certain foods do not agree with you. Moreover, a small
subcommittee was formed to plan the workshop and trip in order
to ensure our time would be used to maximum benefit.

After a two-day journey, I arrived in Bangladesh on April 7 a bit
jet lagged and a couple of days ahead of Michel. We stayed in
Dhaka, the capital city, with a population of approximately 
15 million people. I was struck by the masses of people, not to
mention the chaotic traffic on the streets. But as disorganized and

busy as it appeared, I was impressed with the courtesy and ingenuity
that kept the traffic flowing.

The next day, our twinning hosts (Nurul Islam and Najmul Alam)
took me to visit one of two university hospitals in Dhaka that
provide some degree of care and treatment for hemophilia. I was
struck by the contrast to the modern, sterile and administrative
approach of our Canadian hospitals. I met a number of key medical
and administrative people who were briefed by our hosts about the
upcoming two-day workshop. Then Nurul gave me a bit of a tour
of the people’s market in the city. Very exciting and exotic.

On April 10, Michel and I went back to the university hospital
where we would be holding our workshop on governance and
development the following days to take care of all the logistics.
Then we were ready to go!

On April 11, our workshop started with about 25 attendees
consisting of a good mix of members of the Hemophilia Society 
of Bangladesh as well as key medical and administrative people
who would be future partners in the growth and development of
the Society.

Twinning with Bangladesh– 
our visit and theirs
by Dan Doran
Charlottetown, Prince Edward Island

I
Some of the participants at the HSB Strategic Planning workshop in Dhaka on April 12.
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Our two days were busy but very engaging
as we took turns leading sessions on structure,
governance, advocacy, volunteer development,
and other topics, all with the goal of giving the
participants the tools to develop both short-
and longer-term strategic plans for the
Society’s growth and development over the
next three to five years. The vast majority of
workshop participants got involved and
participated at every level. Their perspectives
and participation were critical in order for them
to feel ownership of the strategic plans and the
future direction of their hemophilia society.

When the workshop was completed on 
April 12, we were very pleased with the
feedback and responses, with the participants
echoing a common response that they found
the workshop very useful and educational and
came away with a renewed sense of hope and
encouragement that identification and
diagnosis as well as care and treatment could be advanced not
only in Dhaka, but in at least seven other major centres in
Bangladesh.

When I left Bangladesh, I was a bit sad because it was a
wonderful trip and tremendously uplifting to experience how the
people of this beautiful country could make so much of so little
yet maintain the sense of optimism and hope for the future.

I arrived back on Prince Edward Island late on April 14 very

weary and sore (10-hour flights are tough on a
guy with arthritic joints) but thrilled that I had
experienced a once-in-a-lifetime opportunity
to visit and work with dedicated volunteers in
Bangladesh.

In response to our twinning visit to
Bangladesh, we invited Nurul Islam and Najmul
Alam to visit Canada and attend our CHS
Annual General Meeting and Medical
Symposium in Halifax otherwise known as
Rendez-vous. Unfortunately, Najmul was
unable to get the required travel visa to Canada
but we were thrilled that Nurul Islam could
come. He spent several days with Michel in
Montreal before travelling to Halifax for
Rendez-vous.

Nurul was able to attend the symposium
lectures and was himself one of the speakers,
presenting the results of a Hemophilia Patient
Assessment Survey held in his country. He also

observed our Board of Directors’ meetings and attended our
Saturday evening banquet, where he was presented with small gifts
for him and Najmul as mementos from the CHS.

Overall, Nurul appreciated the opportunity to experience all
aspects of Rendez-vous first-hand and took away a valuable
experience that will serve him and the Bangladesh Hemophilia
Society very well as our organizational twinning team moves forward
and on schedule in year two of our four-year commitment.

The CHS–HSB Twinning Committee with Nurul Islam at Rendez-vous 2015. From left to right: Michel Long, Pam Wilton, Dan Doran, Wendy Quinn, Nurul Islam,
Marion Stolte and Eric Stolte.

Nurul Islam presenting at Rendez-vous 2015.
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R E S E A R C HFocus on researchFocus on research

he Hemophilia Research Grants Review Committee, under the chairmanship of Dr. Nancy A. Dower, met earlier this
year and announced the 2015 grant recipients for the CHS Dream of a Cure Research Program. Summaries of the
projects can be found on page 30. These grants total $231,000 and were made possible by funding provided by the 

Hemophilia Research Million Dollar Club (HRMDC) and the Canadian Hemophilia Society (CHS) in the amounts of $138,000
and $93,000 respectively.

If we look back at the projects that have been funded by the HRMDC, chances are the support we have provided to research has
considerably improved your health or your family’s quality of life over the years. Fewer bleeds … less pain … overcoming inhibitors …
prophylaxis. But we do not only support researchers in their projects. We also support undergraduate science students to work
for up to four months (under the supervision of a researcher) during the summer on a project relevant to inherited bleeding
disorders. This is so important since many decide to enter medical school as a result of their experience and continue their work
in hematology. For example, Alice Yi, who was awarded a Dream of a Cure studentship in 2014 under the supervision of 
Dr. Howard H. W. Chan at McMaster University, was not only selected to present a poster at the International Society of Thrombosis
and Hemostasis in June 2015 but has also been accepted to the Medical School of Western Ontario.

We have always depended on our hemophilia community – the provincial chapters, individuals, families and groups – which
has provided financial support since the Club’s inception in 1984. And each year this caring and committed community
understands that supporting the Million Dollar Club is the most effective way in which they can support bleeding disorder
research in Canada. In 2014, the chapters and members collectively raised over $75,267 to increase the capital of the endowment
fund. An additional $94,845 (including a $50,000 matching gift from the CHS) was directed towards current research.

As is our custom, we are pleased to acknowledge in Hemophilia Today our members and donors who truly understand that
the Hemophilia Research Fund is “our” fund. The complete list of Voting Members, Non-Voting Members, Honorary Members
and Honorees who have supported the HRMDC since 1984 appears below and on the next page. We express our heartfelt
thanks to all of you for your generosity!

If you would like to support the HRMDC, please contact Joyce Argall at the CHS national office (1-800-668-2686
jargall@hemophilia.ca) or visit the TO SUPPORT US section of our Web site.

Norman Locke
Chair of the Hemophilia Research Million Dollar Club, on behalf of the Administrators

T

REPOR T  F ROM  TH E  CHA I R

We would like to thank all those who made donations:
In honour of David Auld, Rashpal Bhogal, Manny Bryar, Marjorie Calderwood, Dan Doran, Alexander Mark Ernst, Dr. Ron George, Benjamin Gray, Darryl Gray, David Gray, Nathan Gray, Phyllis Gray,
Joan Kinniburgh, Murray Kinniburgh, Victoria Kinniburgh, Carrie Ku, Mary MacLeod, Alden Mueller, Carter Ruklic, John Schmitke, Greg Whitaker.

In memory of Ray Abate, Norman Babinec, Martin Bott, Marjorie Calderwood, Ian Cale, Michael Conliffe, Shawn Duford, Carole Evans, George Forbes-Bentley, John Futlon, Jacqueline Hébert, 
Marilyn Hewson, Reverend Stephen Hill, Dr. Barry Isaac, Colleen Kiberd, James Kreppner, William Lindner, Brian Lucas, Hazel MacDonald, Michele Muench, Bill Nette, Art Olson, Leah O’Neil, 
Sylvia Ozubko, Douglas Page, Enid Page, Clayton Petrick, John Plater, Ken Poyser, Neil Van Dusen, Odas White.

We would also like to thank our numerous additional donors who each year express their confidence by contributing to our yearly appeals
or supporting activities organized by individuals, chapters and regions.



Hemophilia Today  August 2015  | 29

HEMOPH IL IA RESEARCH M ILL ION DOLLAR CLUB
IN GRAT ITUDE AND COMMEMORAT ION | 1984-2014

VOTING MEMBERSHIPS
Ken, Darlene and Tony Poyser
Terry Douglas
Lynne Kubin and Family
C. Kang Tan
Mr. and Mrs. Joe Laxdal
Audrey Irene Saigeon
Poyser, Schultz and Glass
Hemophilia Ontario
Manitoba Chapter
The Isaacs
Northern Alberta Region
Toronto and Central Ontario Region
Ray and Helen Poyser
Nova Scotia Chapter
Central West Ontario Region
British Columbia Chapter
Dr. and Mrs. Ron George
Desharnais-Pépin Family
Hemophilia Saskatchewan
Marcel and Aline LaFrance
Estate of Mary Ann Olson
Shaun Aaron Bernstein
Mrs. R.W. Rudd
Mrs. Pat Laxdal
Alex, Ken Little and Lisa Sorrenti-Little
Dr. Martin Inwood
Enid and Douglas Page
Poyser, O’Shaughnessy and CHS
Susan Anderson
In memory of Dorothy Kidd

Ken Hanna
Glass Family
Clam Chops c/o Lois Lindner
DWK Enterprises
Blanche Summers
In memory of Stuart Johnson

Quebec Chapter
Southern Alberta Region
North Western Ontario Region
Estate of Janet Rudd
New Brunswick Chapter
G.W. Cooper Family
North Eastern Ontario Region
Aurore Mercure Fournier
Northern Alberta Region
In memory of Frank Schnabel

Art and Leona Olson
O’Shaughnessy–Molina
Ian and Gail Austin (Jeff and Tim Austin)
Canadian Hemophilia Society
Ottawa and Eastern Ontario Region
South Western Ontario Region
Clam Chops II (Dr. Gerry Growe, Lois Lindner,
Diane Rudd, George Stephenson, 
Cheong K. Tan)
Frank Bott and Family
In memory of Gregory Bott

Jamie Hill
L. Faye Stephenson
Ottawa and Eastern Ontario Region
In memory of Shawn Duford

British Columbia Chapter
In memory of John Crooks

Northern Alberta Region
In memory of Ken Poyser

Dr. Anthony K. C. Chan
D’Fana-Blanchette Family
George Stephenson, Frank and Helen
Jackman, L. Faye Stephenson
Scott MacDonald and Noise Solutions
In honour of Carter Ruklic

Northern Alberta Region
In honour of Jack Spady

Northern Alberta Region
In honour of Wilma McClure

Ian Austen
In memory of Jeff Austen

Tony, Jennifer, Jordan and Dylan Poyser
In memory of Ken Poyser

Friends and Family of Carter Ruklic
Newfoundland and Labrador Chapter

Tom Alloway
In honour of his “Angel” James Beckwith

David Page
In honour of his “Angel” Patricia Stewart

Craig Upshaw
In honour of his “Angel” Gayle Achtymichuk

James Kreppner
In honour of his “Angel” Antonia Swann

Tony Niksic
In honour of his “Angel” Loretta Niksic

Dr. and Mrs. Ron George
In honour of their “Angels”
Dr. Martin Inwood, Dr. Irwin Walker,
Dr. J. Cranby, and the hemophilia nurse 
coordinators

Blanchette-D’Fana Family
In honour of their “Angel” Kevin Blanchette

Can-Ital Ladies Society
Ottawa and Eastern Ontario Region
In memory of Michel Frank

Frank Bott
In memory of Martin and Gregory Bott

David Page
In honour of his “Angel” Julia Page

Maureen Griffith
In honour of her “Angel” Amy Griffith

Catherine Bartlett and Dave Halliday
In honour of their “Angel” Iris Halliday
In honour of their “Angel” Poppy Marie Halliday

Joan and Murray Kinniburgh
In honour of Benjamin and Nathan Gray

Ottawa and Eastern Ontario Region
In memory of John Wilson

Newfoundland and Labrador Chapter
Dimart Foundation
In honour of Alexander Mark Ernst

Elaine Dorothy Archibald and Guy-Henri Godin
Kevin Bryar
In honour of his “Angel” Manny Bryar

Care Industries
In honour of their “Angel” Manny Bryar

Wayne Wright (Red Deer Oil Tool Ltd.)
In honour of his “Angel” Manny Bryar

Bill Flaws (Zone Completions Ltd.)
In honour of his “Angel” Manny Bryar

Dr. Ron and Leni George
Plot to Clot and Carter’s Quest for a Cure

Alberta Chapter
Carter’s Quest for a Cure (2013 & 2014)

Murray and Ruth Richards
In honour of their “Angel” Daryl

Georges O’Shaughnessy
In memory of Bernadette Prud’homme-
O’Shaughnessy

HONORARY MEMBERSHIPS
Frank Bott and Family
Canadian Hemophilia Society
British Columbia Chapter
Southern Alberta Region
Northern Alberta Region
Manitoba Chapter
New Brunswick Chapter
Newfoundland and Labrador Chapter
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DREAM OF A CURE

Characterization of common inherited platelet function disorders
Dr. Catherine Hayward
McMaster University – Hamilton, Ontario

This research will involve testing of samples from people in families with increased bleeding due to platelet disorders.
The goals are to better understand what causes these disorders, develop better tests and improve patient care.

DREAM OF A CURE

Understanding angiodysplasia in von Willebrand disease: 
Studies using BOEC (Blood Outgrowth Endothelial Cells)
Dr. Paula James
Queen’s University – Kingston, Ontario

This study aims to better understand the causes of angiodysplasia, small vascular malformations like varicose veins
on the inside of the bowel, a common cause of gastro-intestinal bleeding in von Willebrand disease. It will also study
the available treatments including concentrates of von Willebrand factor, estrogen, thalidomideand atorvastatin.

DREAM OF A CURE

Role of Gfi1b in the formation of platelets and in inherited bleeding disorders
Dr. Tarik Möröy
Institut de recherches cliniques de Montréal (IRCM), Department of Hematopoiesis and Cancer – Montreal, Quebec

A better understanding of which factors regulate platelet production is needed to develop new treatments for
platelet deficiencies. This project, using mice deficient in a gene called Gfi1b, proposes to investigate how this gene
functions and regulates platelet formation with the goal of gaining new insights into how to treat patients with
bleeding disorders and platelet deficiencies.

DREAM OF A CURE L A B  W O R K  S T U D E N T S H I P

Thrombin generation assay to evaluate the heparin in hemophilic plasma
Ellen Z.L. Xu
Supervised by Dr. Howard Chan, McMaster University – Hamilton, Ontario

Hemophilic patients have a bleeding tendency, yet in certain situations these patients are also subject to a high risk
of clotting. This study uses an advanced laboratory assay that can evaluate clotting in real time to evaluate the effects 
of an anticoagulant commonly used to treat hemophiliac patients with a blood clotting problem. This will provide
important information to guide the safe use of anticoagulants in hemophiliac patients.

CHS Dream of a Cure Research Program
Supporting research towards improving the quality of life for people with inherited bleeding disorders and finding a cure have been
goals of the Canadian Hemophilia Society (CHS) since it was founded in 1953. Since 1990, through funds provided by the Hemophilia
Research Million Dollar Club and the CHS, the CHS provides basic scientific research grants and studentships aimed at developing
treatments for inherited bleeding disorders and finding a cure.

THE FOLLOWING PROJECTS ARE BEING FUNDED IN 2015.

More detailed descriptions of all the funded research projects are available at 
www.hemophilia.ca/en/research



CARE UNTIL CURE

DDAVP vs exercise in patients with mild hemophilia A – 
which is better and do they work synergistically in improving hemostasis?
Dr. Manuel D. Carcao
Hospital for Sick Children – Toronto, Ontario

Both exercise and DDAVP are known to raise FVIII levels in people with mild hemophilia A (MHA). This study,
involving 40 persons with MHA, will evaluate if the combination of DDAVP plus exercise results in better clotting
ability than just exercise or DDAVP alone. It may result in people with MHA not needing to receive DDAVP and
being able to feel reassured that they can engage in sports activities with less risk of bleeding, provided that they
appropriately warm up beforehand and thus raise their FVIII.

CARE UNTIL CURE

HR-pQCT: a novel imaging technology detects microarchitectural skeletal
pathology in hemophilia patients
Dr. Adrienne Lee
University of Calgary – Calgary, Alberta

Several studies have shown that people with hemophilia develop osteoporosis at an early age. The goal of this
project is to utilize new imaging technology called HR-pQCT (high resolution peripheral quantitative computed
tomography) to visualize the bone structure in 3D so as to identify individuals at higher risk of bone fracture.

CARE UNTIL CURE

Hemophilic arthropathy of the ankle: at what age can it be detected?
Kathy Mulder, PT
Health Sciences Centre – Winnipeg, Manitoba

The aim of the project is to review the joint health scores for the ankles of all subjects who participated in the
Canadian Escalating Dose Prophylaxis Study to find out what are the key time periods when children are more
likely to show signs of ankle involvement. If there is a discernible pattern, it may be possible to tailor interventions,
such as factor prophylaxis, physiotherapy, footwear modifications and activity selection, to provide better
protection for the ankles during critical periods of growth and development.
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The CHS/Pfizer Care Until Cure Research Program
The Care until Cure Research Program, established in the year 2000 and funded by Pfizer, allows Canadian investigators to conduct
research on various medical and psychosocial aspects of bleeding disorders. Grants are given for clinical research, including
outcome evaluation, in fields relevant to improving the quality of life of people with hemophilia, von Willebrand disease or other
inherited bleeding disorders, people with related conditions such as HIV or hepatitis C, as well as carriers of an inherited
bleeding disorder.

THE FOLLOWING PROJECTS ARE BEING FUNDED IN 2015.
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PSYCHOSOCIAL RESEARCH PROGRAM

Virtual Peer-to-Peer Support Mentoring (VP2P) for youth with hemophilia: 
a needs assessment
Vanessa N. Bouskill, MN, NP
Hospital for Sick Children – Toronto, Ontario

The goal of this study is to identify the peer mentoring wants and needs of youth with hemophilia through
interviews with 30 youth. The results will be used to adapt the Virtual Peer-to-Peer Support Mentoring Program,
previously developed for youth with arthritis, for use in teens with hemophilia.

CHS/Baxalta Inherited Bleeding Disorders Fellowship
Program for Nurses and Allied Health Care Professionals
The Canadian Hemophilia Society - Baxalta Inherited Bleeding Disorders Fellowship Program for Nurses and Allied Health Care
Professionals was created to engage hemophilia program professionals/graduate students from the disciplines of nursing,
physiotherapy, social work and other related allied health disciplines in research focused on improving services and quality of life for
people and families whose lives are affected by bleeding disorders. The fellowship is made possible thanks to the generous financial
support from Baxalta, and the CHS is proud to be in a partnership with Baxalta in order to offer this important fellowship program.

THE FOLLOWING PROJECT IS BEING FUNDED IN 2015.

The CHS/Novo Nordisk Canada Psychosocial Research Program
The CHS/Novo Nordisk Canada Psychosocial Research Program was created to engage hemophilia program professionals/graduate
students from the allied health disciplines (i.e. nursing, physiotherapy and social work) in research activities addressed to
understanding the psychosocial impact of hemophilia and other inherited bleeding disorders and to improve the quality of life of
people and families whose lives are affected by these disorders. The research grants are made possible thanks to generous financial
support from Novo Nordisk Canada.

THE FOLLOWING PROJECT IS BEING FUNDED IN 2015.

INHERITED BLEEDING DISORDERS FELLOWSHIP PROGRAM

Knowledge translation of joint assessment in parents of children 
with hemophilia – The impact of a group intervention/education
Lawren De Marchi, B.Sc. (Kin), MPT and
Celina Woo, RN, MN, NP(P)
BC Children’s Hospital – Vancouver, British Columbia

Bleeding into joints, hemarthroses, can be problematic in patients with hemophilia. Education at
the time of review visits or during bleeds is suboptimal. This pilot study will examine the impact
of group education sessions on parents’ knowledge and ability to perform a joint assessment.
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actor VIII, one of the more important coagulation proteins
because of its role in hemophilia A, is a large protein with a
molecular weight of 320 kilodaltons (kDA). Factor IX, on the

other hand, is much smaller with a molecular weight of only 55 kDa.
Because it is so small, some of it is distributed to the extra-vascular
spaces along the lining of the blood vessels, under the endothelial
cells, where it binds to collagen IV, a type of collagen that is part of
the basement membrane, an abundant protein in animals and the
main component of connective tissues. The remaining FIX continues
to circulate in the bloodstream, where it can be measured. It is
estimated that there is at least three to five times more FIX in the
body than can be measured in circulation. Think of FIX going into
two compartments: the first, the bloodstream, acts as the main gas
tank and the second, the extra-vascular space, serves as a large
reserve gas tank.

Therefore, a lower level of recovery does not mean that the
factor IX is not present in the body but rather that it has “hidden”
in the extra-vascular spaces, likely where it is needed in the
coagulation cascade, and no longer circulates.

Dr. Stafford also told us that most people with hemophilia B have
normal amounts of FIX but it is not properly functional. It
nevertheless fills up the extra-vascular space. Think of this as a game
of “musical chairs” with competition for the empty seats from both
the functional and non-functional FIX.

Experiments by Gui et al show that normal mice whose tails are
cut bleed much less than mice whose genetic mutation causes their
factor IX to bind poorly to collagen. Similarly, mice whose factor IX
binds well with collagen show much less tendency to bleed.

Research by Stern et al demonstrated that infusion of bovine FIX

F

As more and more is learned about the coagulation cascade, it turns out that not all of the clotting factor
proteins are created equal, nor do they behave similarly.

It has long been observed that different patients demonstrate different levels of recovery of factor IX (FIX).
Recovery is defined as the percentage of factor IX measured in the bloodstream immediately after infusion
compared to the amount infused. Younger hemophilia B patients often show a lower level of recovery than older
patients after receiving an equivalent dose of the same FIX product. Moreover, different preparations of plasma-
derived and recombinant FIX show different recovery levels in the same patient.

Hemophilia Today wondered where the FIX goes. Was it never in the concentrate in the first place? Are the tests
unable to measure it? Do certain people’s metabolisms gobble it up and make it disappear? To find out, we interviewed
Dr. Darrel Stafford, professor of Biology at the University of North Carolina in Chapel Hill, whose principal research
interest is the study of protein-protein interactions, notably in blood coagulation. This is what we learned.

The Blood Fact  r

David Page
CHS National Executive Director

into baboons causes an immediate increase in baboon FIX levels,
suggesting that the bovine FIX displaces the baboon FIX from the 
vessel walls. This means that there is a pool of non-circulating factor IX
that can be displaced from the endothelium into the bloodstream.

What can we conclude from this research?
▪ Low recovery of FIX does not mean the FIX was not infused
in the predicted quantity into the body; rather, it means
some of the FIX is simply not circulating in the bloodstream.

▪ FIX half-life, defined as the time it takes for half the FIX to
disappear from the bloodstream, may not be the best
measure for predicting the efficacy of a product.

▪ FIX preparations that bind well with collagen IV may lead to
more effective FIX treatments.

▪ We may be greatly under-dosing FIX since, if one treats with
50 IU/kg, it looks as though only about one-fifth of the total
FIX in the body is replaced. Moreover, for those with normal
levels of defective FIX, more may be required since the added
“good” FIX must compete with the defective FIX for binding
to type IV collagen.

▪ The pharmacokinetics of factor IX are not simple and there’s
much to learn!

Hemophilia Today thanks Dr. Stafford for his time and patience
in sharing this work with our readers. – D.P.

References:
Gui T, Lin HF, Jin DY, Hoffman M, Straight DL, Roberts HR, Stafford DW. Blood.
2002;100(1):153-8.
Stern DM, Knitter G, Kisiel W, Nawroth PP. Br J Haematol. 1987;66(2):227-32.
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The Blood Fact  r

In August 2014, Health Canada gave regulatory
approval to Eloctate®, an extended half-life 
factor VIII manufactured by Biogen. Since then, the
Ministère de la Santé et des Services Sociaux in
Quebec has approved Eloctate for distribution by
Héma-Québec for those hemophilia A patients
with difficulties of venous access and/or a shorter-
than-normal half-life; it is now available. In the
other provinces and territories, Eloctate is still
under review. A decision on its reimbursement and
distribution through Canadian Blood Services is
anticipated in the coming months. With
individuals with hemophilia A potentially facing a
decision on whether or not to switch from their
current FVIII concentrate, Hemophilia Today
interviewed two physician/scientists having
experience with Eloctate.

Eloctate, an extended half-life factor VIII
HT: Dr. Wong, can you describe the technology behind
Eloctate?

Dr. Wong: The technology is based on a Fc fusion molecule linked
to FVIII. When you infuse FVIII, it goes into cells and is then
destroyed by liposomes. These are little pockets of enzymes that
degrade the FVIII protein. So one way to slow down the
degradation is by combining the Fc molecule to a receptor called
the neo-natal Fc receptor. The word neo-natal is misleading as it is
a natural component we all have, even adults. The Fc itself is a
natural product that comes from immunoglobulin. So these are all
naturally occurring substances. With Eloctate we link the Fc fusion
molecule to the FVIII molecule so that when it goes into the
circulation and into the cell, it isn’t degraded. It is protected and
re-circulated back into the bloodstream several times.

HT: Has this technology been used in other medications?

Dr. Wong: We have about 17 years experience
with Fc fusion going back to its use in
rheumatoid arthritis. It has also been used in
chronic immune thrombocytopenia, kidney
transplant medicines and type 2 diabetes. These
applications have been safe and efficacious.

HT: What other innovations do we see
with Eloctate?

Dr. Wong: The Fc portion is a recombinant Fc
molecule and not a foreign substance that
we’re introducing into the body. We also use a
humanized cell line in the manufacturing process to make the FVIII.
Instead of a Chinese Hamster Ovary (CHO) or a Baby Hamster
Kidney (BHK) cell line, as are used in the traditional products, we
use a Human Embryonic Kidney (HEK) cell line. We have no long-
term data on whether or not this makes a difference but having a
more natural human cell line cannot be a negative.

HT: Some people might be worried by a human cell line.
There has been such an effort to get away from plasma-
derived elements, including albumin, in factor
concentrates. Should that be a concern?

Dr. Wong: I encourage people to read up on human cell lines. There
are many different types of human cell lines. The HEK cell line has
many different strains. We, as in the medical world, have almost
30 years experience using them. The one we use for Eloctate has
been used over many years in the manufacture of many drugs and
has never shown any tendency to cause complications. It has a very
stable safety profile. And Biogen uses all the standard purification

Dr. Wing Yen Wong is vice-president of Hematology/
Immunology for Biogen (Global Medical) and has
been working in pharmaceutical biotechnology for
nine years. Previously, Dr. Wong was in academia with
over 25 years experience as a pediatric hematologist-
oncologist and was the hemophilia treatment centre
director at Children’s Hospital in Los Angeles for 
15 years where she conducted many clinical trials.

Dr. Johnny Mahlangu is a clinical hematologist and
director of a comprehensive care centre with over
1,000 patients in Johannesburg, South Africa. He was
the principal investigator in the pivotal Phase III
study of Eloctate. Dr. Mahlangu served on the World
Federation of Hemophilia Board of Directors from
2008 to 2012.



Hemophilia Today  August 2015  | 35

processes to guarantee safety, including solvent detergent
treatment, affinity chromatography and nanofiltration.

HT: How much is the half-life of Eloctate extended compared
to the traditional FVIII concentrates?

Dr. Wong: The data shows that the half-life of Eloctate is about
19 hours, on average. This compares to other recombinant FVIIIs
that are about 12 hours. So this represents a 50 percent extension
in half-life, or 1.5 times that of traditional FVIIIs.

HT: Physicians and patients often think of concepts like
time to one percent or time to three percent to estimate
how long and well a person is protected from breakthrough
bleeding while on a prophylactic protocol. How does Eloctate
change how long it takes to fall to that critical level?

Dr. Wong: Of course, it’s up for debate what that magic level of
protection really is but from our studies, at doses of 50 IUs/per
kilogram, the time to one percent is 4.9 days (a range of 4.4 to 5.5
days with a 95% confidence interval) for Eloctate. This compares
to 3.3 days (a range of 3.0 to 3.7 days with a 95% confidence
interval) for the traditional products.

HT: What does this mean with regards to changes in
treatment protocols?

Dr. Wong: The nice thing about Eloctate is that you can use it with
a range of intervals, depending on the patient, as half-life varies
from person to person. The label says to infuse 50 IUs/kg every
three to five days.

HT: Dr. Mahlangu, you were very
involved in the Phase III clinical
trial. What was, in your opinion,
your patients’ principal benefit?

Dr. Mahlangu: Twenty of my patients
were enrolled in the Phase III clinical
trial and extension study over four
years. The principal benefit that I
observed was safety. None of my
patients, many of whom were Black,
developed an inhibitor. It is well known
that inhibitor rates tend to be higher
in Black patients compared to other racial groups. This study was with
previously treated patients. In fact, none of the 165 patients in the
worldwide Phase III trial developed an inhibitor. The study with
previously untreated patients is ongoing and it will be very interesting
to see what the inhibitor rates are with these patients.

In the clinical trial, my patients used a number of prophylactic
protocols, ranging from once a week to once every four days to
twice a week. On-demand therapy was ruled out as unethical. There
was a huge difference in quality of life for those moving from on-
demand therapy before the trial to prophylaxis. When I asked,
“When did you last bleed?” many said, “I don’t remember.” While
quality-of-life data is difficult to gather, there is no doubt there
was significant improvement.

Twelve patients in my centre successfully underwent knee
replacements during the Phase III and extension trials while using
Eloctate.

HT: Some have suggested that adherence to treatment
protocols may be better with lower frequency therapies.
Was that your experience?

Dr. Mahlangu: Adherence to the trial protocols while on study
was excellent. It remains to be seen how that works out in real-
world use; however, I would predict greater adherence with
reduced frequency.

HT: Some people would say that this is the first advance in
efficacy of FVIII products in 40 years. What do you see as
the principal benefit of Eloctate?

Dr. Wong: The extension of half-life is the big difference. Venous
access is still a problem, whether you’re talking about a very young
child or an adult. Some people discount the difficulties an adult
might have. But I say, “Walk in that person’s shoes” before you say
a procedure is difficult or not. Having less frequent infusions is
important. In addition, our ability to show sustained levels of
circulating FVIII over a greater number of days is helpful.

Dr. Mahlangu: I applaud the development of all these new
therapies with extended half-lives. The more, the better. I think
they will lead to economies of scale. That and increased
competition will lead to more affordable pricing and better access
for patients, especially in the developing world. I also encourage
differential pricing whereby products are priced more affordably
in countries with limited health care budgets.

HT: Dr. Wong, what is the American experience since
Eloctate was approved and marketed almost a year ago?

Dr. Wong: We have had a great safety profile. We have now had
over 400 patients exposed to the product over the last year and
there have been no undue safety problems identified. We continue
to collect data so we can show how this product is working in the
real world. We’re committed to sharing that data and learning from
experience. And we want to say thank you to the community for
getting involved in the research and allowing us to continue to
elevate the standard of care.

HT: Do you have any final thoughts for our readers?

Dr. Wong: I think that your readers should know that, while Biogen
is a relative newcomer to hemophilia, we are fully committed to
the community. Our motto is Patients First. We also are not afraid
to take up difficult challenges. We want to enhance patient care.
We want to listen and take feedback to heart. We are here to make
a difference.

Reference: Phase 3 study of recombinant factor VIII Fc fusion protein in
severe hemophilia A: Johnny Mahlangu et al. Blood. 2014 Jan 16;123(3):
317-25. doi: 10.1182/blood-2013-10-529974. Epub 2013 Nov 13.
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The Canadian Hemophilia Society (CHS) relies on the generosity of our donors to fulfill our mission and vision. 
We are fortunate to count on a group of exceptional donors who have committed to making an annual
investment to support the CHS and its core programming needs.

To recognize this special group of donors we have created The BeneFACTORs Club, the CHS’ highest philanthropic
recognition, which symbolizes the critical bond between our organization, the donor and every person we serve
with an inherited bleeding disorder. Corporations that make annual gifts of $10,000 or more to support our
organization and its core programming needs are recognized as members of the BeneFACTORs Club.

The Canadian Hemophilia Society acknowledges all of their tremendous effort.

THE BENEFACT RS CLUB


