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Twinning partnership promotes
growth and learning

“Life is too short not to help people in need,”
declares Jocelyn Bessette Gorlin, a nurse at
the University of Minnesota and Children’s
Hospitals and Clinics of Minnesota Hemo-
philia Center. Jocelyn is one of many vol-
unteers involved in the treatment center’s
twinning partnership with a treatment center
in Armenia. “Rather than being a hand that
feeds, it's much more beneficial to help find
a solution. A unique feature of twinning is
that you are given the tools to help yourself.
This lays a solid foundation for success.”

In 2004, the Minnesota and Armenia treat-
ment centers were partnered through the
World Federation of Hemophilia Twinning
Program, which matches emerging and es-
tablished hemophilia organizations and treat-
ment centers to facilitate two-way learning.
This is the Minnesota center’s second twin-
ning partnership. They were paired with a
treatment center in the republic of Georgia in
Eastern Europe from 2000 — 2003.

So far, the latest twinning partnership is prov-
ing to be successful. Visits between centers
and exchange of informational materials have
helped educate healthcare providers and pa-
tients in both countries. The Minnesota cen-
ter has also helped send donated medical
supplies and works closely with Armenia’s
patient organization.

Volunteers at the Minnesota center have
witnessed first-hand the contrast in care re-
ceived in the US and around the world. “It's
hard to see patients who have less access to
treatment than we do in the US,” says Joni
Osip, a nurse volunteer. “In Armenia, bleed-
ing disorders are disabling. The difference
in quality of life is startling.” Often, visits to
Armenia remind Joni of her experiences
treating patients with inhibitors in the US al-
most two decades ago. “With few treatment

Jocelyn Gorlin, CPNP,
right, teaches a mother
about home infusion.

options, we have to use creative techniques
to control bleeding. Sometimes, we arrive
with donated factor and patients line up for it
because there is no other source.”

Despite this, Margaret Heisel Kurth, who acts
as the twin’s main contact in Minnesota, says
that twinning is an absolutely positive experi-
ence, and encourages other centers to take
part. “Treatment centers have access to in-
credible resources that can be shared easily
with other centers to improve care for their
patients.” However, she stresses the need
for open lines of communication. “To improve
care, there must be cooperation and trust
between the hemophilia center, patients,
and government. The willingness to share
information can only help improve the care of
bleeding disorders everywhere.”

Jocelyn agrees that “twinning is an educa-
tional, life-changing experience.” il
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Improving the global
treatment crisis

One of the greatest challenges for people with
bleeding disorders in developing countries is
access to safe and affordable treatment. The
WFH estimates that the target minimum treat-
ment product per capita for survival is one in-
ternational unit (IU) per capita. The average
global per capita consumption now exceeds
1.25 |Us, but for two-thirds of the world treat-
ment is still inadequate or non-existent.

The global supply of safe, affordable clotting
factor concentrates is inadequate to meet this
demand. In 1997, the WFH Global Survey
identified 80,000 people with hemophilia A
and B; in 2007, there were 135,000. While
we have been successful in increasing the
percentage of patients diagnosed with hemo-
philia, access to treatment products has not
kept pace.

The WFH USA Humanitarian Aid Program is
designed to provide both emergency aid, as
well as serve as a catalyst for the develop-
ment of sustainable care. Donated product is
used for emergency, life-threatening cases in
countries with limited treatment. Donations
also help hemophilia organizations and treat-
ment centers develop long-term sustainable
care programs. Since 2003, over 60 million
IUs of factor has been channelled through
WFH USA to 56 countries around the world.

| encourage you to donate your excess or
short-dated treatment products to WFH
USA. Please contact Dr. Assad Haffar at
ahaffar@wfh.org for more information about
eligible factor donations. You can make a dif-
ference to the lives of people with bleeding
disorders everywhere.

Mark W. Skinner
WFH USA President
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Two young leaders trek to Istanbul for World Congress

The Susan Skinner Memorial Fund scholar-
ship program recognizes young women with
bleeding disorders who demonstrate out-
standing leadership potential to improve the
care of bleeding disorders in their country.
The award honors the dedication of the late
Susan Skinner, an American mother of chil-
dren with bleeding disorders who was deter-
mined to ensure the availability of safe and
effective treatment.

In 2008, two scholarships were granted for
two young women — one from USA and one
from Macedonia in Eastern Europe — to attend
the Hemophilia World Congress in Istanbul,
Turkey. The recipients took time to share their
memories of the experience with us.

Julia McDougal, 19,
Orem, Utah

At the Congress, | had the privilege of meet-
ing leaders from the international bleeding
disorders community. There was a strong
sense of belonging and community as we put
aside political and cultural differences and
searched for ways to learn from one another.
| was touched to hear personal stories from
my new friends.

This experience has renewed my desire
to take action internationally and locally.
Everyone should have access to the level of
care that | am lucky to receive every day. We
are truly a global family and can only grow
stronger by growing together. | will never for-
get this incredible experience.

Financial Report

Marija Nakeska, 26,
Kicevo, Macedonia

Tolstoy wrote: “happy families are all alike;
every unhappy family is unhappy in its own
way.” At the Congress, | was connected with
families who could relate to my experiences
with bleeding disorders. Sharing our stories,
good and bad, helped erase the borders of-
ten formed by race, religion, and nationality.
My goal to ensure that people with bleeding
disorders can one day live a normal life was
strengthened.

Sharing our stories,
good and bad, helped
erase the borders often
formed by race, religion,
and nationality.

All this would not be possible without the
Susan Skinner Memorial Fund. | would like
to thank the Skinner family and the WFH for
this opportunity.

WFH USA thanks the National Hemophilia
Foundation for their great assistance to the
Susan Skinner Memorial Fund scholarship
program. For more information about the
program, please contact Rosalind Franklin at
rfranklin@wfh.org.

Julia McDougal, left, and Marija
Nakeska, right, at the Hemophilia
World Congress in Istanbul, Turkey.

WFH USA ended 2007 with a deficit of
$7,000, although corporate and individual
donations almost doubled from the pre-
vious year. This deficit is a reflection of
WFH USA’s growing awareness-building
activities. In addition, we have hired one
part-time staff.

The Susan Skinner Memorial Fund col-
lected $18,000 in donations in 2007, and
donations to the Fund continue to increase
each year. The growth of the Fund allowed
us to grant the first two educational training
scholarships in 2008.

There was a substantial decrease in hu-
manitarian aid donations compared to last
year. In 2007, we sourced over $16,000
in product donations, which were used for
emergency and life-threatening situations
in Palestine. A monetary donation from our
international partner, the World Federation
of Hemophilia, helped ship the product
donations.

WFH USA continues to receive invaluable
support from its volunteers. The value of
volunteer services in 2007 was estimated
to be approximately $51,000. We are truly

grateful for the continued support of both
our volunteers and donors, without whom
we could not continue our work to improve
the lives of children and adults with bleed-
ing disorders around the world.

Our complete financial statements can be
found on our website at www.wfhusa.org.
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How you

can help

Your commitment to WFH USA is invalu-
able. You can make a difference in so
many ways.

Donate!

Your donation will help WFH USA de-
liver life-saving treatment free of charge
to children and adults with bleeding
disorders in the poorest regions of
the world. Make a donation today at
www.wfhusa.org.

Join Global Feast

Visit www.globalfeast.org for all the in-
formation you need to organize a fun
food event this fall. Raise funds to help
people with bleeding disorders around
the world! Eat, drink and be caring!

Share stories

We'd like to interview volunteers who
are helping with our international ef-
forts. If you are involved in our fel-
lowship, twinning and/or overseas
country programs, please email us at
info@wfhusa.org.

Inform your members

Help us spread the word about bleed-
ing disorders abroad to your members
or clients. If you are interested in WFH
USA making a presentation at your
upcoming event, please email us at
info@wfhusa.org.

Other ways to get
involved

Please contact us with your ideas. We
are happy to hear from you.

For more information, please visit
our website at www.wfhusa.org or
email us at info@wfhusa.org.
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Hats off to hemophilia
organizations!

WFH USA salutes Delaware Valley Chapter
of NHF, Great Lakes Hemophilia Foundation,
Hemophilia Association of the Capital Area,
Hemophilia of Georgia and the National
Hemophilia Foundation for their leader-
ship gifts to support global hemophilia care.
We hope that others will follow their footsteps

to improve the care of bleeding disorders
everywhere.

If your organization would like to make a finan-
cial contribution to WFH USA, please contact
Mike Rosenthal at mike@wfhusa.org.
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Your help is
urgently needed

Training a boy to prevent bleeds in a country
where factor is scarce can save his life. The WFH
trains parents on how to motivate and instruct
their children in proper hemophilia care. Let us
spread your caring worldwide. Make a donation
today to WFH USA.

Yes, | will give children a chance to walk and play.
Here is my donation for: @$50 T$100 @$250 0$500 o oOther$

Name:

Organization:

Address:
City: State: Zip Code:
Telephone: E-mail:

The World Federation of Hemophilia USA is a 501(c)(3) non-profit organization recognized by the IRS, and all donations to
the World Federation of Hemophilia USA are tax-deductible in accordance with IRS regulations. We will not sell or rent any
personally identifying information obtained through your donation to any other organization, and will never wilfully disclose
any personally identifying information about you to any third party without first receiving your permission.

Thank you
for caring!

PMB 142, 911 Central Avenue
WORLD FEDERATION OF

Albany, NY 12206-1304
HEMOPHILIA
&

You can also donate securely online at i
www.wfhusa.org. W2

Send this coupon with your check,
payable to WFH USA, to:

World Federation of
Hemophilia USA



http://www.wfh.org/index.asp?lang=EN&url=2/3/3_1_Donate-text.htm

Thank you!

WFH USA depends on your donations of time, in-kind medical supplies and products, and money. Without your support, there would be no way
to help thousands of children and adults with bleeding disorders in the developing world each year. On behalf of the people whose lives were
saved or improved by your help in 2007, we thank you.
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