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patients with hemophilia
was instituted in 2006 and
to date approximately
eighty people have been
tested. This screening
forms the basis of a
National Registry for the
country of Jordan. For the
first time, these patients
have been tested, not only
for bleeding disorders, but
also for inhibitors and
hepatitis, including hepati-
tis C. The collaboration
between the JHTS, the
Ministry of Health and
key medical personnel has
been essential to the suc-
cess of this process.
Perhaps, the most remark-

able difference for patients is the increased
availability of factor VIII concentrates, a
good thing in a country which continues
to rely on cryoprecipitate to address any
shortfall in concentrate. Also through the
twinning, patients are learning about their
condition, what they can do to manage
their bleeding episodes, the importance of
prompt treatment, the need to learn self-
infusion… and more significantly, their
role in the Society as advocates for optimal
support, education, care and treatment for
all patients with bleeding disorders.

GLOBAL 
PERSPECTIVE

TH
E

Twinning makes 
a difference
Candace Terpstra, Toronto and Central
Ontario Region (TCOR)

Simply stated, twinning is all about
improving the quality of life for peo-
ple with hemophilia as well as

improving care and treatment. The
Jordanian Hemophilia and Thalassemia
Society (JHTS) was officially twinned with
TCOR early in 2003 as hemophilia organi-
zational twins (HOT). A medical centre
twinning between the St. Michael’s
Hemophilia Program and Al-Bashir
Hospital in Amman was officially recog-
nized by the World Federation of hemo-
philia (WFH) in November of 2005. Our
most recent visit to the Kingdom of
Jordan took place in July 2006.

The Society, now operating under the
patronage of Queen Rania, has built a
solid reputation among patients and key
hemophilia health care providers. The
Society continues to organize patient
meetings for educational and support pur-
poses, publish two newsletters per year,
run a Mothers and Young Children Group
as well as a Youth Group (formed in
2005), and a voluntary physiotherapy clin-
ic initiated this year. In July of 2006, Board
members, together with key volunteers,
held their first strategic planning event
with good results. Also in July, the Society
held its first ever “Heroes for Hemophilia
Youth Camp” – a raging success, enjoyed
by all who were fortunate enough to
attend. Youth spoke of the importance of
their “shared experience”, getting to know
others with hemophilia, the willing partic-
ipation of doctors in camp activities, and
with Ann Harrington as Camp Nurse, how
much they learned about themselves, their
condition and the importance of team-

work. They left with
renewed resolve, having
brainstormed a significant
list of goals for themselves
– a small group of coura-
geous young men facing an
uncertain future.

In January of 2005, the
Minister of Health signed
an agreement with the
WFH to institute the
Global Alliance for
Progress or GAP program.
Through this WFH pro-
gram, much needed
resources have been
applied to medical training
in order to improve care,
particularly in the Ministry
of Health facilities. For
each of the past three years, the Society has
worked in collaboration with the World
Federation of Hemophilia and the
Jordanian Ministry of Health and hemo-
philia treaters to sponsor an annual sym-
posium on hemophilia care and outreach
presentations to the north and south of
Amman. Dr. Bernadette Garvey from St.
Michael’s Hospital has been instrumental
in educating medical personnel in Jordan
as well as increasing cooperation among
physicians from the various levels of care.
Considerable effort has also been made to
train nurses, physiotherapists and labo-
ratory technicians using Canadian vol-
unteers including Ann Harrington,
hemophilia nurse, and Kathy Mulder,
physiotherapist, along with other WFH
volunteers, Dr. Paul Giangrande, Dr.
Jerome Wiedel and Lara Oyesiku, RN.
Upcoming plans for 2007 include a lab-
oratory technician and two nurses trav-
eling to St. Michael’s for training.

For the very first time on this most
recent trip we were able to meet with
doctors in the southern part of the
country, only to discover a shortage of
product and a lack of identifiable
hemophiliacs. Without product,
patients are forced to travel north to
Amman for treatment or forego treat-
ment altogether.

Most significantly, the differences for
the person with hemophilia are notable.
Hemophilia treatment is now consid-
ered a priority in Jordan. A plan to test
and confirm the diagnosis for all
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