WHY DO WE NEED BONE MARROW DONORS?

Only 30% of patients who need a bone marrow transplant have a suitable donor in their family. Patients who do not
have a suitably matched donor in their family may search the NMDP Registry for an unrelated bone marrow donor or
cord blood unit.

On any given day, more than 6,000 men, women and children desperately search the National Marrow Donor Program
(NMDP) Registry for a matching bone marrow donor or cord blood unit.

WHY IS IT IMPORTANT FOR ASIANS AND OTHER MINORITIES TO JOIN THE REGISTRY?

Because tissue types are inherited, patients are most likely to match someone of their own race or ethnicity. Today,
there simply aren't enough registered donors of diverse racial and ethnic heritage. Adding more diverse donors
increases the likelihood that all patients will find a life-saving match.

Donors of these backgrounds are especially needed:

Black or African American

American Indian or Alaska Native

Asian

Native Hawaiian or other Pacific Islander
Hispanic or Latino

Mixed heritage
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Below are tables and graphs that illustrate the disparity:
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Figure 2-17 Donor racial/ethnic distribution of Registry by year -- cumulative to 2004.

STORIES

A lot of minorities on the registry joined because of someone they knew (or someone in their community). Thus,
sharing the stories of patients in need is particularly helpful for this population. Below are some stories from patients
who have received a transplant and others who are still waiting to find a match.

http://saffronbutterflyfluttersby.blogspot.com/
Christine's Healing Story - From Both Sides of the Transplant

http://www.projectmichelle.com/



http://saffronbutterflyfluttersby.blogspot.com/
http://www.projectmichelle.com/

Michelle is of Viethamese, Chinese, and Thai descent. She is 25 years old and a recent graduate from UC Berkeley.
Michelle was diagnosed with Acute Myeloid Leukemia (AML) in February 2007 and is currently undergoing
chemotherapy. A blood-forming cell transplant is a treatment for Leukemia. Michelle may need to find a donor for a
transplant.

http://opkwon.blogspot.com/

Paul Kwon (42, Korean) was diagnosed with Acute Myelogenous Leukemia (AML) on January 15th, 2008. Paul is a
Pastor and lives with his wife and 2 children in Seattle. He is now searching for a match. Please register and help save
his life.

KEY RESOURCES — DONOR CENTERS AND RECRUITMENT GROUPS

Donor centers and recruitment groups are there to help you plan your drive, provide educational materials, and
conduct the drive on the day itself. Donor centers operate by local area while recruitment groups generally work
regionally and focus on recruiting minorities. Below are links to the list of donor centers and recruitment groups that
APAMSA has worked with. Choose the one closest to you, or the one that your chapter has had a successful
relationship with in the past.

List of donor centers in the US:
http://www.marrow.org/HELP/Join the Donor Registry/Join_in_Person/US Donor Centers/dc list by state.pl

Recruitment groups:
http://www.marrow.org/HELP/Join _the Donor Registry/Join in Person/Recruitment Groups/rec group.pl

The vast majority of donor centers and recruitment groups have been extremely helpful. However, problems are not
unheard of. If you run into any major problems or difficulties with the donor center/recruitment group you are
working with, PLEASE report it to me (marrow@apamsa.org) . Our partners at NMDPO6s main
those problems will not happen in the future.

FUNDING FOR CAUCASIANS —WHY SOME ARE COVERED AND SOME ARE NOT

Our target population for drives is minorities but of course we encourage people of all backgrounds to join.

On average, the tissue typing for each new donor to our Registry costs $52. The costs for all minorities are covered by
a grant, whereas the cost for Caucasians varies by center/region. Costs depend on resources and support available.
Some centers have other grants that allow them to sign up Caucasians for free while others do not have these grants
and have to work around it. Some centers/recruitment groups need to register a certain number of minority donors in
order to be able to sign up Caucasians for free. If you expect Caucasians at your drive, please talk to your donor
center/recruitment group about it beforehand.

ADVERTISING AND EDUCATION

Advertising and education are both key to a successful drive. Successful APAMSA chapters have used: their local radio
and TV stations, local publications, word of mouth, email, informational tables at health fairs, and speaker series to
educate and recruit potential donors.

For the speaker series, be sure to check if your medical school is affiliated with a transplant center and see if your
local Bone Marrow Transplant director is willing to give a talk. Local patients in need or past donors are excellent
speakers as well. The recruitment groups and transplant centers may be able to help you locate patients/donors who
would be willing to give a talk.

List of transplant centers:
http://www.marrow.org/PATIENT/Plan_for Tx/Choosing a TC/US NMDP_Transplant Centers/tc list by state.pl

KEEPING TRACK

National APAMSA keeps track of all APAMSA chapter drives. We use this data to see how we are doing towards our
goal, so it is very important to submit your marrow outcome report (to: marrow@apamsa.org) once your drive is
complete.

THE NEED FOR PROPER DONOR EDUCATION
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The NMDP estimates that for people of Asian origin, only 50 percent of identified donors become available for a match.
There are often three reasons why donors are unavailable. The NMDP either can't track them down; the donor has
health issues that prevent them from donating; or they simply refuse. It is therefore extremely important that you
educate potential donors well so that they understand the kind of commitment they are making. Your donor center
can provide educational materials.

A good online source is about myths and facts of marrow donation is:
http://www.marrow.org/HELP/Join the Donor Registry/Myths %26 Facts about Marrow Don/index.html

Steps of marrow and PBSC donation:
http://www.marrow.org/DONOR/When You re Asked to Donate fo/Steps of Donation/index.html

It is also important to let your donors know that they have to keep NMDP updated if they move or if their health
changes. The donor center/recruitment group provides membership cards with a number to call for this purpose.

FOR QUESTIONS

Please feel free to contact me at marrow@apamsa.org or 646-644-7783.

Dillenia Reyes
National Bone Marrow Director
APAMSA
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