














Musculoskeletal Awards 2009

Physiotherapist Receives Horoszowski Memorial Award at WFH Musculoskeletal Congress

ébastien Lobet, a physio-
| Stherapist with the Hema-
tology and Physical Medicine
department of Cliniques
Universitaires Saint-Luc in
Brussels, Belgium, received
the Horoszowski Memorial
Award at the 11th Musculo-
| skeletal Congress in Cartagena,
Colombia, in April, for best
scientific presentation.

Mr. Lobet was awarded the prestigious award for
his work on demonstrating the metabolic effects of
multi-joint damage on walking. His study provides a
new approach to the long-term assessment of patients
with chronic joint disease, and reinforces the importance
of multidisciplinary and comprehensive care for people
with hemopbhilia.

Joint damage in patients with hemophilia is particularly
complex. It affects several joints simultaneously and to
varying degrees. The ankle is generally severely affected
by bleeding, and joint damage of this kind causes extreme
disability and pain in patients. To date, however, the
actual effects of ankle joint damage on its function

Sébastien Lobet

have not been studied or assessed in sufficient detail.
For the moment, joint damage assessment in patients
with hemophilia is founded on clinical ratings and
radiology scores. Such scores do not accurately reflect
reality, however, as they consider joints at rest — not
moving joints. And yet, the limits of static assessment
are quite clear. Two patients with hemophilia and
with ankles that present the same way on x-rays may
walk very differently. One may be unable to put his
ankle on the floor because it is blocked and he also has
knee trouble; whereas the other may have a perfectly
satisfactory gait because there are no lesions in the
other lower-limb joints.

With the help of both patients with hemophilia and
the research infrastructure of the physical medicine
and rehabilitation unit of Université Catholique de
Louvain (UCL), Mr. Lobet tested the effects of isolated
ankle damage on walking. The study created three-
dimensional models of walking hemophilic patients.
The first results demonstrate how important it is to
give rehabilitation research a major role, and highlight
the vital role played by physiotherapists and multidis-
ciplinary teams in treating patients with hemophilia.

Orthopedist Receives Pietrogrande Prize at WFH Musculoskeletal Congress

Dr. Jerome Wiedel, ortho-

pedist with the Mountain
States Regional Hemophilia
and Thrombosis Center in
Denver, U.S.A., was awarded
the Pietrogrande Prize for his
notable contributions to fur-
thering the mission and goals
of the Musculoskeletal
Jerome Wiedel Committee of the WFH. This
prize is named after Dr. Vicenzo Pietrogrande, ortho-
pedic surgeon and first chairman of the Musculoskeletal
Committee
Dr. Wiedel has been an active member of the inter-
national hemophilia community for more than 25 years.
He organized one of the first musculoskeletal meetings
in Colorado, U.S.A., in the mid-eighties, where he
counted the WFH founder, Frank Schnabel, among his
participants. He served as chairman of the Musculoskeletal
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Committee seven years ago and has always been an
active member of the group.

Dr. Wiedel also has a distinguished medical record.
He was one of the first orthopedists to perform total
joint replacements and arthroscopic procedures in the
hemophilia population. Throughout his long career, he
dealt with some of the most severe complications,
including inhibitors and infection, yet always kept his
patients and his team in mind. When the hemophilia
world was devastated by the HIV infection, he continued
to treat patients and to provide surgical options in
what was considered a high risk population at the
time. From the beginning, Dr. Wiedel also included
physiotherapy as an active part of both pre-operative
and post-operative management of his orthopedic
patients. If his team was concerned that a patient was
not ready for surgical intervention, it was postponed
until the right time. As a result, he has had very good
outcomes with most of his orthopedic procedures.



2010 Awards Nominations

he WFH is now accepting nominations for the follow-
ing Volunteer Awards, which will be announced in
Buenos Aires in July 2010.

To nominate individuals for the Frank Schnabel
Volunteer Award or the International Healthcare
Volunteer Award, please submit either the electronic
nomination or the PDF form. You can find these forms
by visiting the WFH website at www.wfh.org. For
more information, please contact awards@wth.org.

International Frank Schnabel Volunteer Award
Nomination submission deadline: 15 March 2010

Criteria
* Person with bleeding disorder or family member.

* A number of years” involvement with the WFH.

* Volunteer contributions may be through one or several
areas of the WFH’s work, such as committees and
programs, blood safety, communications, health
development programs, fundraising, congress, or
national member organizations.

e Current WFH Executive Committee members and
WEFH staff are not eligible.

Past recipients:
* Jean-Michel Bouchez (2008)
French Association of Haemophilia

* Yuri Zhulyov (2006)
Russian Hemophilia Society

e Ashok Verma (2004)
Hemophilia Federation India

International Healthcare Volunteer Award
Nomination submission deadline: 15 March 2010

Criteria
* Healthcare professional in the bleeding disorders field.

* A number of years” involvement with the WFH.

* Volunteer contributions may be through one or several
areas of the WFH’s work, such as committees and
programs, blood safety, communications, health
development programs, fundraising, congress, or
national member organizations.

¢ Nominees for the Healthcare Volunteer Award should
not be nominated for their role as a healthcare provider
or researcher, but rather their volunteer involvement
with the WFH.

e Current WFH Executive Committee members and
WFH staff are not eligible.

Past recipients:
* Dr. Man-Chiu Poon (2008); Canada

* Dr. Norma de Bosch (2006); Venezuela
* Dr. Parttraporn Isarangkura (2004); Thailand
* Dr. Carol Kasper (2004); United States

XVliith International Henri Chaigneau Prize
Nomination submission deadline: 31 December 2009

The Henri Chaigneau prize, awarded by the French
Association of Haemophilia, rewards research that
advances knowledge of hemophilia and von Willebrand
disease genetics, diagnosis, physiopathology, and
treatment. The prize amount is EUR 5,500.

Nomination submissions must contain:

* A description of the research in French or English.

* A biography of the main author.

* A summary of the previous works of the main author.
* Twelve copies of the application.

Nominations should be sent to: Association
Francaise des Hémophiles, 6 rue Alexandre Cabanel,
75739 PARIS CEDEX 15, France. For information about
criteria and eligibility, please contact the Association

Frangaise des Hémophiles at info@afh.asso.fr,
Telephone: +33 1 45 67 77 67, Fax: +33 1 45 67 85 44.

Call for Committee Member Nominations

Members of WFH advisory committees are appointed
every two years for a two-year term. New members
will be appointed following the WFH Hemophilia
2010 World Congress. If you or one of your colleagues
is interested in becoming involved in one of the
following committees, please contact the WFH or
committee chair for more information.

Dental Committee
Contact: Andrew Brewer
andrew.brewer@nhs.net

Laboratory Sciences Committee
Contact: Steven Kitchen
Steve.Kitchen@sth.nhs.uk

Musculoskeletal Committee
Contact: Adolfo Llinas
adolfollinas@cable.net.co

Nurses Committee
Contact: Elizabeth Paradis
eparadis@hrsrh.on.ca

Psychosocial Committee
Contact: Sylvia von Mackensen
s.mackensen@uke.uni-hamburg.de

WFH

Contact: Assad Haffar
ahaffar@wfh.org
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New Resources from the WFH

New WFH Publications
* Creutzfeldt-Jakob Disease, by James Ironside

* Passport 2009
e Reproductive Health in Women with Bleeding Disorders,
by Rezan Kadir and Andra James

e What Are Rare Clotting Factor Deficiencies?

New in Translation

Spanish

o Enfermedad de von Willebrand: Introduccion para médi-
cos de atencion primaria, by David Lillicrap

* Guia para las camparias de identificacion de pacientes con
hemofilia y otros trastornos de la coagulacion, by Joya
Donnelly

* La enfermedad de Creutzfeldt-Jakob, by James Ironside

e La tragica historia del sida en la poblacion con hemofilia,
1982-1984., by Bruce Evatt

* Portadoras de hemofilia sintomdticas, by Eveline P.
Mauser-Bunschoten

* Salud reproductiva en mujeres con trastornos de la
coagulacion, by Rezan Kadir and Andra James

French

* Guide pour une campagne de dépistage de I'hémophilie et
d’autres troubles de la coagulation, by Joya Donnelly

e Liones directrices pour la prise en charge de |’hémophilie

Chinese

o i KAWL #HF (Exercises for People with
Hemophilia), by Kathy Mulder

o 1 KSR FEFGET (Guidelines for the Management of
Hemophilia)

o LA G A il T A ST 1S (Patient
Qutreach Guide), by Joya Donnelly

Russian

o JleuebHas eumuacmuka 045 6oAbHbLX 2eMOpUiUeT

(Exercises for People with Hemophilia), by Kathy Mulder
e PVKOBOIJICTBO MO JEYEHUIO I'TEMODPUTTNN
(Guidelines for the Management of Hemophilia)

* PyxoBo0cmbBo 1o Bvisbaenuiod0bHbIX 2eModbusleil U
Opyeumusadosebanusmu, CBA3AHHBIMU CHAPYULCHUEM
cBepmuibaemocmu kpobu (Patient Qutreach Guide), by
Joya Donnelly
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Top Publication Picks from Haemophilia

1. von Willebrand disease (VIWD): evidence-based
diagnosis and management guidelines, the National
Heart, Lung, and Blood Institute (NHLBI) Expert
Panel report (USA)

WL Nichols, MB Hultin, AH James et al
Volume 14, Issue 2

2. Guideline on the selection and use of therapeutic
products to treat haemophilia and other hereditary
bleeding disorders
D Keeling, C Tait, and M Makris
Volume 14, Issue 4

3. European principles of haemophilia care
BT Colvin, ] Astermark, K Fischer et al
Volume 14, Issue 2

4. Medical Topics — Abstracts of the XX VIIIth
International Congress of the World Federation of
Hemophilia
Various
Volume 14, Supplement 2

5 Inherited antithrombin deficiency: a review
MM Patmaik and S Moll
Volume 14, Issue 6

6. Factor XIII deficiency
L Hsieh and D Nugent
Volume 14, Issue 6

7. Function of von Willebrand factor in haemostasis and
thrombosis
A] Reininger
Volume 14, Supplement 5

8. Rare inherited disorders of fibrinogen
SS Acharya and DM DiMichele
Volume 14, Issue 6



http://www3.interscience.wiley.com/cgi-bin/fulltext/119416460/HTMLSTART?CRETRY=1&SRETRY=0
http://www3.interscience.wiley.com/cgi-bin/fulltext/120124704/HTMLSTART
http://www3.interscience.wiley.com/cgi-bin/fulltext/119416448/HTMLSTART
http://www3.interscience.wiley.com/cgi-bin/fulltext/119416448/HTMLSTART
http://www3.interscience.wiley.com/cgi-bin/fulltext/121496275/HTMLSTART
http://www3.interscience.wiley.com/cgi-bin/fulltext/121496274/HTMLSTART
http://www3.interscience.wiley.com/cgi-bin/fulltext/121496272/HTMLSTART
http://www3.interscience.wiley.com/cgi-bin/fulltext/121496272/HTMLSTART
http://www.wfh.org/2/docs/Publications/Safety_and_Supply/VCJD/TOH-49_CJD_2009.pdf
http://www.wfh.org/index.asp?lang=EN&url=2/8/8_1_Passport_Directory.htm
http://www.wfh.org/2/docs/Publications/VWD_WomenBleedingDisorders/TOH-48_Women-Reproductive-Health.pdf
http://www.wfh.org/2/docs/Publications/General_Guides/RBD_booklet-EN.pdf
http://www.wfh.org/3/docs/Publications/Safety_and_Supply/VCJD/TOH-49_CJD_SP.pdf
http://www.wfh.org/3/docs/Publications/VWD_WomenBleedingDisorders/TOH-48-Women-Reproductive-Health_SP.pdf
http://www.wfh.org/3/docs/Publications/VWD_WomenBleedingDisorders/TOH-48-Women-Reproductive-Health_SP.pdf
http://www.wfh.org/3/docs/Publications/VWD_WomenBleedingDisorders/TOH-47-VWD-intro-SP.pdf
http://www.wfh.org/3/docs/Publications/VWD_WomenBleedingDisorders/TOH-47-VWD-intro-SP.pdf
http://www.wfh.org/3/docs/Publications/Hemo_Org_Resources/Outreach-Guide_SP.pdf
http://www.wfh.org/3/docs/Publications/Hemo_Org_Resources/Outreach-Guide_SP.pdf
http://www.wfh.org/3/docs/Publications/HIV_HepC/OP-6_History-AIDS_SP.pdf
http://www.wfh.org/3/docs/Publications/Diagnosis_and_Treatment/TOH-46-Symptomatic-Carriers-SP.pdf
http://www.wfh.org/3/docs/Publications/HIV_HepC/OP-6_History-AIDS_SP.pdf
http://www.wfh.org/1/docs/Publications/Treatment-Guidelines_FR.pdf
http://www.wfh.org/1/docs/Publications/Outreach-Guide_FR.pdf
http://www.wfh.org/1/docs/Publications/Outreach-Guide_FR.pdf
http://www.wfh.org/2/docs/Publications/Other_Languages/Exercise_Guide-Chinese.pdf
http://www.wfh.org/2/docs/Publications/Other_Languages/Exercise_Guide-Chinese.pdf
http://www.wfh.org/2/docs/Publications/Other_Languages/Treatment-Guidelines-Chinese.pdf
http://www.wfh.org/2/docs/Publications/Other_Languages/Treatment-Guidelines-Chinese.pdf
http://www.wfh.org/2/docs/Publications/Other_Languages/Outreach_Guide_Chinese.pdf
http://www.wfh.org/2/docs/Publications/Other_Languages/Outreach_Guide_Chinese.pdf
http://www.wfh.org/2/docs/Publications/Other_Languages/Exercise_Guide-Russian_web.pdf
http://www.wfh.org/2/docs/Publications/Other_Languages/Exercise_Guide-Russian_web.pdf
http://www.wfh.org/2/docs/Publications/Other_Languages/Treatment-Guidelines_Russian.pdf
http://www.wfh.org/2/docs/Publications/Other_Languages/Treatment-Guidelines_Russian.pdf
http://www.wfh.org/2/docs/Publications/Other_Languages/Outreach_Guide_Russian.pdf
http://www.wfh.org/2/docs/Publications/Other_Languages/Outreach_Guide_Russian.pdf
http://www.wfh.org/2/docs/Publications/Other_Languages/Outreach_Guide_Russian.pdf

Hemophilia 2010 World Congress in Buenos Aires, Argentina

he program for Hemophilia 2010 is well underway

and, in addition to the comprehensive scientific
program at the WFH congress, there will be an extensive
multidisciplinary program for different members of
the comprehensive care team. Pre-congress multidis-
ciplinary workshops are also being offered (see pg. 10
for details). For more information, visit
www.hemophilia2010.org.

Plenary Sessions

* Aspects of Ageing in Hemophilia

e Clearance of Factor VIII and von Willebrand
Factor: Clinical Implications

* Imaging Modalities in Hemophilia

* Mild Hemophilia

* Novel Therapies

* Our Global Family - Achieving Our Vision

* Prophylaxis: Current Practices, Comparisons, and
the Future

* Women and Bleeding Disorders

Medical Sessions

* Animal Models of Inhibitors
* Applications of Genetics

* (linical Issues in Inhibitors

* Controversial Subjects in Musculoskeletal Care of
Hemophilia: Crossfire

* Hemophilia A and VWD
* Hemophilic Arthropathy
* Laboratory Assessment of Hemostasis

* Late-Breaking Topics on Current Trails and
Studies

* Management of Arthrofibrosis in Hemophiliac
Arthropathy

* Neonatal Bleeding Disorders

* New Developments in Laboratory Diagnosis and
Monitoring

* Pharmacovigilance

* Platelet Disorders

* Quality Issues in Laboratory Hemostasis

* Role of Prophylaxis in Bleeding Disorders

* Special Lectures in Hemophilia Management
* Therapeutic Gene Transfer

* Tests of Global Hemostasis and Their Applications

* Vascular Bleeding Disorders
* Viral Pathogens
* VWD Diagnosis and Laboratory Issues

Multidisciplinary Sessions

* Ageing and Hemophilia

 Carriers

* Electrotherapy Practical Review

* Helping Children Cope with Bleeding Disorders

e HIV and HCV Infection, Present and Future:
Psychological and Medical Aspects

* Home Treatment and Self-Infusion: Strategies of
Delivery

 Importance of Psychosocial Support in the
Treatment of People with Bleeding Disorders and
Their Families

* Integrating VWD and Rare Bleeding Disorders
into NMO Strategies

* Living with a Rare Bleeding Disorder

* Making the Case for Effective Clotting Factor
Therapy in an Era of Health Technology Assessment

* Measuring Impairments in Patients with
Hemophilia in Everyday Life

* Meet the Experts: Dental Issues

* Meet the Experts: Hepatitis C

* Meet the Experts: Orthopedic Issues

* Meet the Real Experts: Life Stages

* Oral Surgery

* Overcoming the Obstacles in Building
Comprehensive Care in Developing Countries

e Pain Management and Coping
* Patient Outreach: Catch Them Early

* Personal and Social Development of People with
Bleeding Disorders

* Restorative Dentistry and Audit

* Sexuality and Bleeding Disorders

* Sports: Dangerous, Beneficial or Luxury?

* Therapeutic Exercise Tool Box

* WFH Twinning Program: Overcoming the Barriers

* WFH Session: Development Steps to Establish a
National Hemophilia Care Program

* Young Voices

Plus many more
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Important congress dates to remember:

Congress: Saturday, July 10 - Wednesday, July 14, 2010
Early registration deadline: November 20, 2009
Abstract submission deadline: January 15, 2010

Pre-Congress Workshops

he following pre-congress workshops will be

offered on Saturday, July 10. The workshops are
free for congress delegates but space is limited so
registration for the workshops of your choice is highly
recommended. Registration is on a first come, first
serve basis. You can register online at
www.hemophilia2010.org.

8:30 — 15:30 Psychosocial Workshop
Chairs: Edward Kuebler and Susan Cutter

The WFH Psychosocial Committee will highlight
recent training programs in hemophilia care around
the world as well as the predominant psychosocial
issues for the patient with bleeding disorders, such
as sexuality, spirituality, and patients with and without
inhibitors. This pre-congress workshop will also focus
on helping children cope with hemophilia and the
impact on family members.

9:00 — 15:30 Nurses Workshop
Chair: Elizabeth Paradis
Sponsored by: Baxter

The WFH Nurses Committee’s pre-congress
workshop is designed as an educational program
that will help provide nurses (beginners and advanced)
with information and innovations from around the
world for neonatal to aged patients with bleeding
disorders. There will be beginner and advanced sessions.

9:00 — 15:30 Musculoskeletal Workshop |
(Physiotherapy)
Chair: Angela Forsyth

This workshop will feature evidence-based practices
concerning rehabilitation medicine and physiotherapy,
how to develop a research question, and a special
projects update from around the world. The work-
shop will include a hot topic debate on the use of ice.

9:00 — 15:30 Musculoskeletal Workshop I
(Orthopedic)

Chair: Adolfo Llinas

Sponsored by: Novo Nordisk

This workshop is currently under development.

12:30 — 15:30 Laboratory Sciences Workshop
Chair: Steve Kitchen

The Laboratory Sciences Committee is developing
an innovative workshop with relevant case studies,
and examples of internal and external quality control
and assessment; use and limitations of PT and APTT
for detection of bleeding disorders; laboratory detection
of fibrinogen abnormalities; improving the performance
of factor assays; and evaluation of coagulometers
including semi-automated instruments, followed by
an extensive question-and-answer period with panel
discussions. There may also be instrument demon-
strations from industry.

14:00 - 15:30 Von Willebrand Disease /
Rare Bleeding Disorders Workshop
Chairs: Rezan Kadir and Flora Peyvandi

This session targets clinicians involved in the care
of women with bleeding disorders. An international
panel of experts will focus on the diagnosis and manage-
ment of women with bleeding disorders in developing
countries; it will specifically examine menorrhagia
and post-partum hemorrhage. The panel will also
explore future plans for international collaboration
on data collection and studies regarding women’s care.

TBA — Haemophilia Journal Publishing
Workshop
Chair: Christine Lee

The editor and publisher of Haemophilia, the official
journal of the WFH, will talk about how to publish a

paper.

For more details regarding these and other
sessions, please visit the congress website at

www.hemophilia2010.org.
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