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AWARENESS 101

In each issue of HemAware, we “Take
57 with people in the bleeding disorders
community and spotlight their efforts
with just five questions. This month,
HemAware met Derick Stace-Naughton,
a Georgetown University student who
helped create Students for the Awareness
of Bleeding Disorders.
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Iwanted to contribute to the bleed:
ing disorders community in a big-
ger way. I thought I could do that
through the legislative process. Stu-
dents for the Awareness of Bleed-
ing Disorders has culminated in a
concurrent resolution introduced
in Congress this spring by Rep.
Carolyn McCarthy. The resolution
aims to improve the diagnosis of
von Willebrand disease.

Theidea started in a science pol-
icy class with a few dozen people.
The thing that shocked all of our
group members is how poor the
diagnosis rate is for VWD, specifi-
cally that 16-year time lapse from
onset of symptoms to diagnosis.

The resolution, H. Con. Res.

147, was introduced to Con-

gress on June 11, 2009, by
Rep. McCarthy.

The resolution addresses
greater support for the mis-
sion of the hemophilia treat-
ment centers and increased

funding for research and
education. It also includes
VWD screenings in college
health requirements. Universi-
ties are uniquely positioned to
facilitate screening a large portion
of the population. Verbal screen-
ings—such as collecting family and
personal history—can be easily
incorporated into pre-existing col-
lege health requirements to identify
individuals who should pursue a low-
cost blood test to confirm the pres-
ence or absence of VWD.

Before we pitched anything to any
congressional office, we wanted to
get a professional perspective on
our ideas to make sure we were
approaching this with a complete
understanding. The Hemophilia
Foundation of America and NHF
have signed on with official support
for the resolution.

We’ve reached out to about 10
different offices sénfar, and we've
been circulating a letter through
Rep. McCarthy’s office to every
member of Congress. When we've
met with members of Congress
or their staff, they’re usually not
familiar with VWD.

‘We have already signed on sev-
eral cosponsors, with some biparti-
san support. The process is far from
complete—T’ll be continuing this
work next semester as a student fel-
low for Georgetown’s Science in the
Public Interest Program.

‘We need congressional offices to
hear a clear message: “Co-sponsor
H. Con. Res. 147.” An easy way to
find your House rep is to go to www.
house.gov/writerep. Just type in
your ZIP code, and your representa-
tive’s contact information will pop
up. Then call or e-mail them and ask
them to co-sponsor the resolution.
There’s a lot of great momentum
surrounding this issue now, but we
need the entire community to take
the next step.

Do you know an interesting individual we should profile in a future issue g
of HemAware? E-mail: angela@themagazinegroup.com.
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