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A GIFT OF LIFE

My name is Eileen Albert. 1 am an RN currently on leave from my job as Fire Lake Elementary School
nurse. | am 37 years old. My husband Steve is a wildlife biologist employed by the Department of Fish and
Game. We have two sons, ages 8 and 2. Our family has lived in Eagle River for eight years.

In September 1990, | was diagnosed with Chronic Myelogenous Leukemia (CML), a cancer of the blood-
forming cells in my bone marrow. CML is a progressive disease that has an average survival time of 3 1/2

years.

The only known cure for CML is a Bone Marrow Transplant After the patient’s bone marrow has been
destroyed by chemotherapy and radiation treatments, bone marrow cells from a healthy donor are transfused
into the patient’s veins through an IV, just like a blood transfusion. The cells replace the destroyed bone
marrow, and within two to three weeks the transplanted bone marrow begins to produce normal blood cells

in the patient.

To date, members of my immediate and extended family have been tested as potential donors, but the test
results have been negative. Our search now widens to the general population, where the chance of finding
a compatible donor is 1 in 20,000. I am asking for your help in this Oglu for my life.

You can help in several ways:

1) You, as individuals, can register as volunteer bone marrow donors. You must be between 21 and 55 years
old, have no history of hepatitis, heart disease, cancer, or AIDS, be no more than 25% overweight, and sign
a standard consent form allowing your name to be included in the National Marrow Donor Program. Through
a simple blood test, your blood would be drawn and analyzed to identify your Human Leukocyte Antigen
(HLA) type, or "tissue type" (This is different from your "blood type"). This information is placed into a
computerized data bank called the National Registry. When a search of the registry identifies a match with
a patient, you are contacted for additional tests and to make a final decision about becoming a marrow donor.
A donor’s marrow is collected during a hospital procedure, performed under anesthesia, using a needle and
syringe to extract three to five percent of the donor’s marrow from the pelvic bones. Within two to three
weeks, the donor’s body naturally replaces the donated marrow. The donor typically experiences discomfort
and tenderness in the hips for a few days. Costs of the procedure are covered by the patient’s insurance. If
you arc interested in becoming a donor, you may contact your school nurse, or Dale Goodloc at the Blood

Bank at 563-3110 for more information.

2) Another way to help is to contribute money for HLA tissue typing. Each blood test costs S56.00, and
thousands of HLA typings are sometimes needed before a match can be found. Funds which arc raised for
the Eileen Albert Fund will be used to cover costs of tissue typing of volunteer bone marrow donors. Tax-
dcductibie donations may be made to:

Blood Bank of Alaska
Bone Marrow Donor Program
Attn: Eilccri Albert Fund (please note this fund on your check)

4000 Laurel St.
Anchorage, AK 99508

3) Your organization can sponsor either a Donor Drive and/or a Fundraising Program for tissue typing. 1
would like to attend any appropriate meetings of your group to share information about leukemia and bone
marrow transplants. You may contact me through the Blood Bank at 563-3110.

Thank you for your concern and consideration of our needs. Your efforts will benefit not only me, but
also thousands of others awaiting bone marrow transplants by increasing the number of possible donors
available. 1look forward to hearing from you.

JA9L
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Eileen Albert and her family thank you for your interest in the Bone Marrow Donor
Registry.

To enroll in the registry, you must be between 21 and 55 years old and complete a donor
health assessment. Please carefully review the attached information describing why bone
marrow transplants are needed, how donors are selected, and the potential risks and
complications of bone marrow donation.

If, after reviewing this information, you are sincerely interested in becoming a bone marrow
donor, you will need to complete three "pink™ forms:

Bone Marrow Dcnor Data Form
Bone Marrow Donor Health History
Consent to Join a Volunteer Marrow Registry.

Return these pink forms in a sealed envelope to your school nurse, to Dale Goodloe at the
Blood Bank of Alaska, or to the American Cancer Society office, 11901 Business Blvd., Suite

103, Eagle River.

After your medical information has been reviewed, you will be contacted to come to the next
scheduled marrow donor drive. Blood samples are drawn each V viday from 8:00 AM-12:00
Noon at the Blood Bank of Alaska and from 4:00-6:00 PM at the American Cancer Society
office in Eagle River. A sample of your olood (one test tube) will be drawn during the
donor drive and shipped by overnight courier to the UCLA laboratory for HLA typing.

Your HLA type, but not your name, is then included in the National Marrow Donor
Registry. You will remain an active member of the registry until age 55 or until you notify
us otherwise. Please let us know of address or phone changes.

Should you be identified as a possible match to a patient, you will be contacted directly, and
additional confirming blood testing may follow. If the match is compatible, an educational
meeting will be set up for you and your family at the Blood Bank of Alaska. A thorough
physical examination in Seattle is the next step. If all results are good, and you wish to
donate, an intent to donate is signed. We then work together to schedule an aspiration date
at Virginia Mason Hospital in Seattle. All expenses are paid; please, however, give
consideration to time away from home and work.

Your interest and support of the Bone Marrow Donor Registry is most appreciated. Please
feel free to call Dale Goodloe at (907) 563-3110 if you have further questions.

VENRER & CUONCA" oFeoTmnAT, Biots Cenrih
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AND
PUGET SOUND BLOOD CENTER BONE MARROW DONOR PROGRAM

Previously, patients in need of a bone marrow transplant could be helped only if there was a tissue-matched donor within
the family. Now, those without a matched related donor can be treated for such diseases as leukemia and aplastic anemia
by receiving bone marrow from a healthy, unrelated donor.

However, in order to locate suitable unrelated donors for patients who need marrow transplants, there must be a pool
of IILA-typcd volunteers (HLA stands for human leukocyte antigen). The decision to become one of these volunteers
requires serious consideration. This information package is designed to provide you with answers to commonly-asked
questions about the marrow donation process and the transplant procedure. We hope this information will enable you to
make a knowledgeable decision about joining a volunteer bone marrow donor registry.

BONE MARROW DONOR INFORMATION

Who qualifies as a bone marrow donor?
Unrelated volunteer donors must be between 21 and 55 years of age and must pass a comprehensive physical exam.

Furthermore, their HLA type (tissue type) must match that of a patient who needs a hone marrow transplant.

What is an IB~A type and how is it used?
The HLA type classifies people according to marker antigens on the surface ol their white blood cells. The marrow of

the donor whose HLA type matches that of the patient is much more likely to "take" than one that docs not match.

What arc the odds that an unrelated donor's IILA type will match that of a potential transplant candidate?
The odds arc between 1in 10,000 and 1 in 100,000 that any two unrelated individuals will have matching IILA types.
Thus, it is critical to maintain a donor file with as many members as possible to increase the chances of finding a matched

donor for every' patient.

llow arc donors located?
Although physicians prefer family members because they offer the greatest chance of a successful transplant, only about

40 percent of those who need a transplant have a compatible related donor. For the 60 percent who don’t, we must recruit
donors from the general population. Nationwide, a central registry of over 200,000 people has been started to meet the
country’s requirement for unrelated bone marrow donors. A worldwide goal of one million donors has been targeted.

What laboratory tests arc used to match donor and patient?
Everyone who agrees to enter the registry has a blood sample drawn to determine a preliminary HLA type. Liter on,
if this preliminary typing indicates that a donor may match a transplant candidate, another blood sample will Ire drawn for

additional testing to confirm a perfect match.

How do matched donors Icam more about what’s involved in donating bone marrow?

Once the laboratory tests have confirmed that the donor is matched with a patient, the volunteer must decide whether
to make the commitment to donate. Arrangements will be made for him or her to meet with a Blood Bank of Alaska or
Puget Sound Blood Center physician to discuss the donation process.

After discussing the donation procedure, the potential donor is asked if he or she will sign the hospital consent forms
authorizing the donation of bone marrow. At this point, the individual makes the final decision about donating before the
patient is started on pre-transplant conditioning therapy. This is the point of "no return." 'Hie severity of the treatment
means that the patient will die without a bone marrow transplant. Two weeks before the scheduled transplant date, the
patient begins chemotherapy and radiation treatments designed to kill the diseased marrow. These treatments also allow the

donated marrow to implant in the patient’s marrow cavities and grow.

Can a matched donor say no?
Deciding to participate in a bone marrow transplant is a serious matter for all concerned. There may be many reasons

for a potential donor who is perfectly matched with a transplant candidate to say "no." ’Hiesc reasons include such
considerations as poor health, time involved, or concern about the risks. Even for rclaied-donor transplants, family members
sometimes decide against giving their marrow. Furthermore, whether potential donors agree to participate or not, their



identities remain confidential. Although the potential donor has a legal right to withdraw at any point in the selection process,
once the patient’s pre-transplant chemotherapy and radiation treatments have been started, there exists a moral obligation
to follow through the marrow donation. The doses of drugs and irradiation are iethal to the patient without the marrow

rescue.

Ilow is a donor’s hcalLh evaluated?
Once consent for the marrow donation is given, donors undergo a complete physical examination by a physician who is

knowledgeable about marrow donation but who is not employed by the Blood Center or by the Transplant Unit. The
physician represents the donor and determines that the donor's health will permit a safe transplant for both donor and

recipient.

Ls the donor required to follow any special procedures before giving marrow?

There is no need lo make any changes in diet, work, or social habits before the bone marrow donation, although we
usually recommend that iron tablets be taken for a few weeks before donation to expedite replacing the blood present in the
marrow. lron tablets can cause stomach irritation which resolves if the medicine is stopped. Also, during the week before
the procedure a donor should not take any unnecessary risks such as riding motorcycles, living a small aircraft, etc. since his

health is vital for the patient.

What’s the first step in becoming a volunteer marrow donor?
Tlte first step is to .5 ."c to participate in a marrow transplant registry by completing the Bone Marrow Donor Data form

enclosed. When wc receive your completed form, we will cornact you to set up an appointment to come in to the Blood
Bank of Alaska. Also, we will need to draw a blood sample for HLA typing.

If | register as a volunteer marrow donor, what arc my chances of actually being used as a donor?
There arc common and uncommon HLA types, ifyoursisa common type, the chances that you will match a transplant
candidate arc much greater than if your type is rare. It’s possible that you will never be called. But il you arc, you will always

have the option of deciding not to donate.

If I'm found to be a matched donor and agree to proceed, who covets my cxpcascs?

Expenses incurred for medical examinations and hospital stay arc paid by the transplant patient’s medical insurance.
Travel expenses and other non-medical costs are also the patient’s responsibility. Life and disability insurance policies covering
the procedure are provided by the patient to the donor at no charge. The patient shall be responsible for any required
followup care of the donor if complications occur. Compensation for loss of work is handled, if necessary, on a case-by-casc

basis with the donor's employer.

What’s involved in removing the donor’s marrow?
Bone marrow for transnlantation is removed from the hip bones during an aspiration procedure. All donors receive some

form of nncsthesia-cithcr a general anesthetic, which puts you to sleep during the procedure, or a spinal anesthesia to deaden
feeling in the area of the body where the punctures arc made in each hip. Twenty to thirty extractions of marrow arc made
through each of these punctures to draw the marrow out of the bones. Typically, the donation procedure lasts from 45 to
90 minutes.

Between 3 lo 5 percent of the total bone marrow is removed, an amount not large enough to cause anemia. The donor
will also usually receive a pint of their own blood taken and stored one to three weeks before the donor’s marrow donation.
Within several weeks, the marrow will be replaced by normal processes. Except for some soreness in the hips that may last

lor a few days, donors generally experience no other problems.

Where will the donation take place?
Because a highly trained physician specializing in marrow aspiration must perform the aspiration, donors from Alaska will

be down to Seattle, where the aspiration will take place. /Ml costs associated with the travel and hospitalization of the donor
will be covered by the patient’s insurance.

When and for how long Lsthe donor hospitalized?
Typically, the marrow donor enters the hospital the day of the donation. Because of the etfeets of the anesthesia, and

because the donor's hips may bo painful from the aspiration of marrow, donors usually remain in the hospital for one to two
days.

After the donation, how long docs it take to get hack to normal?
Ilie time required for a complete recovery varies but mast donors resume their usual activities in a few days. Others

may take up to a week but rarely longer.



Once people have donated, can they donate again?
Because the body replaces the donated bone marrow, it is medically possible to donate more than once. Although it is

unlikely that someone would be called again, it’s possible that a former marrow donor will later be found to match another
patient. However, it is unlikely that we will ask a donor to give more than once to the same patient.

What arc the risks for the donor?
It is possible to have a bad reaction to anesthesia, including sudden fall in blood pressure, abnormal heart beats and very

rarely, death. However, to date, over 2000 bone marrow transplants have been performed is Seattle without a donor fatality,
'[here have been rare instances of temporary complications such as fevers or greater than expected bleeding from aspiration

sites.

INFORMATION ABOUT MARROW TRANSPLANTATION

Who needs bone marrow transplants?
Bone marrow transplants arc used to treat patients v.ith aplastic anemia (a disease in which the body stops producing

blood cells) and some types of leukemia (a cancer of the blood). In both of these diseases, replacing the bone marrow with
new, healthy marrow has markedly increased the chances of curing the patient’s disease.

llow Ls the patient prepared for the transplant?
For the patient, preparation begins well in advance of the transplant. The patient’s diseased bone marrow is destroyed

through the use of a combination of radiation and chemotherapy treatments.
At this point, there is no turning back for the patient. 'lhc marrow-destroying treatments arc fatal in themselves, unless

healthy marrow is immediately transplanted.

How do patients receive the marrow?

Patients receive the marrow much as if it were a blood transfusion. The marrow, a liquid resembling whole blood, is
transfused iniravenously into the patient’s bloodstream. The transplanted marrow naturally grafts itself within the patients
bones, replacing the previously diseased marrow. During the transplant procedure the patient experiences virtually no pain.

What arc the first signs that the transplant Lsa success?
Once the donated marrow enters the patient’ bloodstream through transfusion, it takes about two weeks to see the first

evidence of a graft, indicating that the new marrow has started to grow in the patient. A noticeable rise in the patient’ white
blood cell count is the first sign that the graft has occurred. The white blood cell count will continue to increase, and
eventually there will be evidence of marrow production of platelets and red cells as well as white cells.

What complications docs the patient experience?
In addition to side effects caused by chemotherapy and radiation treatments used to prepare the paticn; for transplant

(nausea, vomiting, hair loss, diarrhea, and appetite suppression), there arc several complications that may result from the
transplant itself. These include rejection (no graft occurs); graft-versus-host disease (the new marrow tries to reject the
patient’s body and causes infection and inflammation); infection (the result of destroying the patient’s entire immune system
in preparation for transplantation); and relapse ( the original disease reappears in the bone marrow).

(lan such complications be treated successfully?
Most of these complications have been treated successfully. Response to treatment is directly related to the severity of

the problem. In the mast severe eases the patient’s chances for survival are poor.

May the donor meet the patient who receives .Ls or her bone marrow?

If both parties tire agreeable, donors may meet their bone marrow recipient at such time after transplant that engraftmcnl
is ensured and there are no medical problems. However, donors arc told about the recipient’s condition at the time they
agree to donate and may, with the patient’s consent, continue to receive progress reports during the patient’s hospital stay

and beyond, if they wish.
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BLOOD BANK OF ALASKA IN CONJUNCTION WITH
PUGET SOUND BLOOD CENTER
UNIVERSITY OF WASHINGTON SCHOOL OF MEDICINE

CONSENTTO JOIN A VOLUNTEER MARROW DONOR REGISTRY

Thomas Price, M.D., Associate Professor of Medicine
(206) 292-1597

Franc A. Faliico. M.D., Blood Bank of Alaska Medical Director
(907) 563-3110

INVESTIGATORS' STATEMENT
Purpose and BencGts

Leukemia and aplastic anemia are fatal diseases of the blood which can be treated with chemotherapy,
immunotherapy, and/or irradiation. Insome instances, bone marrow transplantation is the treatment of choice.
Marrow transplantation permits the use of much greater doses of chemotherapy or irradiation in leukemic
patients to destroy as many malignant cells as possible. Since these doses also destroy the patient’s ability to
make new cells, normal marrow must be provided from a healthy donor to rescue the patient. Most patients
who might benefit from such treatment do not have a matched sibling available as a donor. We are recruiting
a large number of volunteer unrelated bone marrow donors into a registry that would only be accessible to
authorized personnel for matching potential donors with transplant candidates. Inere is no direct benefit to
you as a result of joining the Bone Marrow Donor Registry.

Procedures

To be considered for the registry’, a potential marrow donor must be between the ages of 21 and 55 and
in good health. Entry in the registry does not commit a potential donor to donation. It only gives registry
personnel permission to contact a potential donor for further discussion and additional blood tests if a closely
matched patient is identified. Even at that time, the potential donor’s name will not be released to the
patient, the patient’s family, or the patient’s physician without the written permission of the donor. Although
the potential donor has a legal right to withdraw at any point in the selection process, once the patient’s pre-
transplant chemotherapy and radiation treatments have been started, there exists a moral obligation to follow
through with the marrow donation. The doses of drugs and irradiation are lethal to the patient without
marrow rescue.

Volunteers for the bone marrow donor registry will be asked for their name, address, telephone number,
birth date and, at their option, social security number (social security numbers will be used only for
identification purposes). If blood has not already been drawn in the course of a routine blood donation, 4
teaspoons of blood will be drawn for tissue typing. Volunteers will be contacted approximately every two years
to confirm continuing interest and update the address list. Registry data shall be kept locally, it is possible
that a marrow donation may be shipped to recipients elsewhere in the United States.



Risks, Stress or Discomfort

At such time as you may be found to be a suitable match for a specific patient, the risks of ihc bone
marrow aspiration procedure will be discussed in detail. In brief, these include the risks of general or local
anesthesia and the anticipated pain, soreness and bruising from the needle punctures through the skirt into
the hip. The insertion of a needle to draw blood may cause temporary discomfort and a bruise may form at
the site where the needle enters the vein. Details may be found in the accompanying information package.
An additional consent form describing the aspiration procedure will be provided for signature at that lime.

Other Information

There will be no costs to you for HLA typing or for entering your name in the marrow registry’. Any
expenses would, be covered by the patient receiving the marrow. You are free to refuse to participate and to
withdraw from the study at any time without penally or loss of benefits to which you are otherwise entitled.
Your identity will be ..cpt confidential with only authorized local registry personnel having access to your
identifying data. Your registry data will be maintained on file urnil you reach age 55.

INVESTIGATOR’S SIGNATURE

DATE

SUBJECTS STATEMENT

You may perform HLA typing on a research blood sample drawn from me. | agree to allow my name,
HLA typing information, and results of any virology testing to be placed into a local registry’ at the Blood
Bank of Alaska and also at Puget Sound Blood Center. | understand that my HLA type, but not my name,
will also be entered into a national registry. | will not be charged for having my blood HLA typed or for
having my HLA type entered into the registries. | may be contacted by the local registry personnel about
further blood drawing and tissue typing if a patient who may benefit from my bone marrow is identified. This
registry consent does not place me under any obligation to proceed with the donation process. | voluntarily
consent to participate in this study. 1acknowledge receipt of a signed copy of this consent form. | have had
an opportunity to ask questions. 1 understand that future questions 1 may have about the research or about
subject’s rights will be answered bv a Blood Bank of Alaska representative.

SUBJECTS SIGNATURE (For informational purposes only; keen this for vour records.1

DATE

oc. Subject
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BONE MARROW DONOR DATA FORM

PLEASE RETURN TO THE BLOOD BANK OF ALASKA. INC.

Date:

Please provide the following information as you wish it to appear in your BoneMarrow
Donor Program permanent file. Notify the Blood Bank of Alaska, Inc. of any name,
address, or telephone changes. IThis information does not appear in the BoneMarrow

National Registry. Only vyour HLA typing data and anidentifying code will appear
in the Registry.]

Name (print):

Permanent Address:

City State: Zip:

Date of Birth:

Social Security No.:

Home Phone: ( ) Work Phone: ( )

Person(s) to contact if we cannot reach you at the above address or phone r.umber(s)
Please list as many names as possible.

Name: Phone: (
Name: Phone: (
Name - Phone: (
Name : Phone: (
Have you ever donated blood at the Blood Bank of Alaska? Yes No
Approximate date of last donation /
Month Year
Optional Information: Certain HLA types are more common in various ethnic
groups. Indicate which ethnic group you are a member of in order to assist in matching

donors with patients.

Native American

1L Caucasian 5.

2. Black 6. Hispanic

3. Oriental 7. Other

4. Alaska Native 8. Decline to Answer

B.B.A. USE ONLY:
Date and time HLA Specimen drawn:

Ve bR o RATONAC CPEARTNGoUse” proewi'



AIDS INFORMATION SHEET

WHAT IS AIDS? AIDS (Acquired Immune Deficiency Syndrome) is a condition in which the
body's normal defense mechanisms against certain diseases or conditions are reduced.
As a result, patients often develop unusual infections, such as Pneumocystic pneumonia

or a rare form of skin cancer, Kaposi's Sarcoma.

WHO IS AT RISK? If you are an Individual 1n any of the following categories, or if you
are the sexual partner of an individual in any of the following catergories, you are at

high risk of contracting the disease:
Those who have one of its signs and symptoms such as: unexplained weight loss;

0
night sweats; blue or purple spots typical of Kaposi’'s sarcoma on or under the
skin, or spots or unusual blemishes in the mouth; fever over 99 degrees for more
than 10 days; persistent cough and shortness of breath: _swollenm%mphnodes
lasting more than one month; persistent diarrhea; or individuals o have had
positive anti-HIV test results.

0 Past or present abusers of intravenous drugs.

0 Males who have had sex with another man, even one time since 1977.

o] Persons born in or emigrating from countries where heterosexual activity is
thought to play a major role in transmission of HIV-2 infection (e.g., sub-Saharan
Africa, ana islands located near these areas of Africa).

0 Individuals with Hemophilia or related clotting disorders who have received
clotting factor concentrates.

o] Men and women who have engaged in sex for money or drugs since 1977, and persons
who have been their heterosexual partners within 12 months.

o} Persons who have had, or been treated for, syphilis or gonorrhea (Clap, the Drip,
Strain, Louies, Bad Blood) during the preceding 12 months.

o] Persons who have received a transfusion of whole blood or a blood component within

the past 12 months.

The Blood Bank of Alaska is not a diagnostic service. There is an interval during earl¥
infection when the HIV antibody test may be negative although the infection may stil
be transmitted. If you are interested Iin your HIV antibody status, the Public Health
Service located at 825 L Street provides testing and counseling for a nominal charge
which may be waived if necessary. Call 343-4611 for additional information.
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BONE MARROW DONOR HEALTH HISTORY

NAME: DATE:
sac. SEC. No. DATE OF BIRTH:

l. Y(C ) N(C ) Are you between the ages of 21 and 55?

2. Y(C ) NC ) Are you in good general health?

3. YC ) N( ) Have you read and do you understand the "AIDS Information Sheet" and
the "Bone Marrow Donor Information" handout?

NOTE: YES"™ answers to the questions below do not automatically disqualify you. Please

explain ny "yes" answers in detail 1in the space provided below so your response can be

properly evaluated.

4, Y(C ) N(C ) Have you ever been refused as a blood donor or had problems donating
blood?
5. Y(C ) NC ) Have you ever had cancer, diabetes, blood disease, or other chronic

illnesses?

6. Y() NC ) Have you ever had chest pain, shortness of breath, heart attack, or
other heart disease?

7. Y(C ) NC ) Have you ever had hepatitis, yellow jaundice, liver disease, or a
positive test for hepatitis?

8. Y() N(C ) Have you ever had a positive test for AIDS antibodies? Have you ever
been exposed to anyone with AIDS or with a positive test for AIDS
antibodies? (Please refer to the AIDS Information Sheet.)

9. Y(C ) NC ) Have you received any blood transfusions or tattoos during the past
12 months?

10. Y(C ) NC ) Have you ever had malaria, or taken preventative medicine for malaria?

11. Y(C ) NC ) In the past month have you taken any prescription drugs? (list below)

12. YC ) r.( ) Have you ever taken pituitary growth hormone or the medications
Accutane or Tegison?

13. YC ) NC ) Have you ever taken drugs by needle not prescribed by a physician, or
have you ever had sex with someone who has?

14. Y(C ) NC ) Have you taken clotting factor concentrates for a bleeding disorder
such as hemophilia, or have you had sex with someone who has?

15. Y(C ) N(C ) Have you had, or been treated for, syphilis or gonorrhea in the
past 12 months?

16. Y(C ) N(C ) Have you taken money or drugs in exhange for sex any time since 1977?

17. Y( > N(C ) Have you given money or drugs to someone to have sex with you at any
time in the past 12 months?

18. Y(C ) NC ) MALES: Have you had sex with another man since 1977 (even one time)?

Y(C ) NC ) FEMALES: Have you had sex with a man who has had sex with another man
(even one time) since 1977?

19. Y(C ) NC ) Were you born in or have you moved to the U.S. from Sub-Saharan Africa
or the islands close to that part of Africa, or have you had sex with

someone who has?

EXPLANATION(S) TO "YES" ANSWERS (except No. 1,2,&3):

SIGNATURE FULL NAVF,
(please print)
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CONSENT TO JOIN A VOLUNTEER MARROW DONOR REGISTRY

You may perform HLA typing on a research blood sample drawn from me. I agree to

allow my name, HLA typing information, and results of any virology testing to be
placed into a local registry at the Blood Bank of Alaska and also at Puget Sound
Blood Center. I understand that my HLA type, but not my name, will also be
entered into a national registry. I will not be charged for having my blood HLA
typed or for having my HLA type entered into the registries. I may be contacted
by the local registry personnel about further blood drawing and tissue typing if
a patient who may benefit from my bone marrow 1is identified. This registry
consent does not place me under any obligation to proceed with the donation
process. I voluntarily consent to participate 1in this study. I acknowledge
receipt of a signed copy of this consent form. I have had an opportunity to ask
I understand that future questions 1 may have about the research or

questions.
be answered by a Blood Bank of Alaska representative.

about subject ™ rights will

SUBJECT S SIGNATURE

cc: Subject



VOLUNTEERS WILLING TO DONATE MARROW
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PRELIMINARY SEARCH REQUESTS

By Month Initiated
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NMDP SEARCHES

REACHING TRANSPLANT
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THE WHITE HOUSE

Dear Friends,

It is a pleasure to send this message of
gratitude and encouragement to all those who
are responding to the need for more volunteer
bone marrow donors throughout our country.

Today, because of the generous spirit
of hundreds of thousands of Americans, many
patients with fatal blood diseases have received
the chance of a lifetime. This spirit has now
traveled to many other countries as well, thus
providing a larger pool of volunteer donors and
a sense that this world is a little bit better
because strangers are giving the living gift
of marrow. But so many more people are still on
waiting lists, hoping and praying that someone
will donate marrow that matches their own.
The National Marrow Donor Program is making it
possible to build this worldwide network of hope

and help.

I salute everyone who Is participating 1in
donor recruitment efforts. May your commitment
bring each of you a sense of satisfaction that
you are part of a global lifesaving effort.

Warmly,
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lack of money to pay for the
$150,000 procedure prevent
the other 80 percent from
going through with It. Peo-
ple without Insurance must
pay half the cost up front.

Nearly 230.000 Americans
have signed up as potential
donors with the National
Marrow Donor Progiam.
which matches donors with
patients via computer.

A potential donor gives a
small blood sample to be
tested with the complex hu-
man leukocyte antigen sys-
tem. Six key antigen types
— genetic "markers" — are
Identified and coded. A fam-
ily member's marrow must
match five of six markers,
but an unrelated donor's
marrow has to match all six.

Albert's 2-year-old son.

" Anchorage Dally News

Monday, March 11,1921

Cancer patient recruits donors

They strongly believe they will find a
marrow donor somewhere. Yet at the
same time, they are aware of the odds.

Kyle, was a four-of-slx
match. Ironically, the
woman's two brothers
matched each other exactl?/.
No one else In her family
(ra]ven came close to matching
er.

Albert speaks about these
things In a calm, mat-
ter-of-fact way. Her audi-
ences — whether the Engle
River Lionesses or an ele-
mentary-school staff — react
emotionally. They realize,
perhaps for the first time,
that this could happen to
anyone. People cry when she
talks.

They cry, and they act. In
Us first 18 months ol exis-
tence, the local marrow reg-
istry had signed up 301 peo-
ple. In just three weeks of
Bublic speaking, Albert
_rtl)u ht In 164 more poten-
tia

Others have donated mon-
ey to the Eileen Albert Fund
at the Blood Bank of Alas-
ka. The human leukocyte an-
tigen test costs $56 per per-
son. money the Blood Bank
doesn't 'have right now.
About $8,100 has been raised
to pay for tissue typing, and
corporate sponsors like BP
Exploration are paying for
their employees' tests.

Albert Is also responsible
for legislation now before
the Alaska Senate. When her
husband, Sleven, traveled to
Juneau on business In late
January, Albert sent along
letters to her district's legis-
lators. On March 6, Sen.
Sam Cottcn. D-Eagle River,
proposed a $220,000 appro-
priation to the Blood Bank
of Alaska. A concurrent res-
olution would designate
April 14 to 20 Bone Marrow
Donor Week.

Even If the money doesn't

onaors.

come through, says Steven
Albert, at least more people
will be aware ol the Issue.
"We've tried to locus atten-
tion on the population In
general." he says, "as op-
posed to Eileen In particu-
lar."

They strongly believe
they will find a marrow
donor somewhere. Yet at the
same time, they are aware of
the odds.

"You have t.f be realistic,
In the sense ol recognizing
what the probabilities arc,”
Sleven Albert says. "We
have no expectations one
way or another. If it hap-
pens, It happens. If it
doesn't happen, then we
make the best of that situa-
tion." .

Says Eileen Albert: "We
can't dwell on that. | would
rather spend my time 1IVIN{
than waiting to die."

That means savoring ev-
ery da)(: the beauty of a
suddenly blue late-winter
sky: the coztness of an even-
ing at home with their sons:
the warm response of her
friends who off[ﬁr- to do
something, aflylNing, to
help.

"l don't know whnt the
future holds. But | have
faith It will work out.
There's a point at which you
have to act.on faith and not
out of fear,"” says Albert.

"1’m not ready to go. I'm
not ready to chock out yet.
And | don’t think. | will."

DONOQIft: Says she'd give
marrow again if needed

| Coii'dnoad (rom Page C-t j
procedure lasts about 45

minutes, and alter the anes-
thesia wears off the donor Is

. free to resume normal activi-

ty.

yThe marrow replenishes
Itself In about two weeks.
Moody SBys her physical re-
covery was much swifter.

71 felt a real dull ache In
my lower back area." she
says. "You limp a little bit,
but that seems very minimal
tc me."

She took one Tylenol for
discomfort, and was dis-
charged in 24 hours. That
same day she flew bick to
Anchorage.

Moody has never met the
patient who received her
marrow. He sent her candy
and a card of thanks on
Valentine's Day. The hospi-
tal handles communication
between the two. unless they
agree they would like to
speak directl?/.

Moody feels that Isn't nec-
essary, yet.

"Right now I'm Just satis-
fied In my own mind that |
gave the marrow. | feel like
I've done what | could at
this point,” she says.

She has another five years
of donor eligibility left. It's
unlikely she’d be called to
donate again. But Moody
Isn’t ruling It out.

"I would give marrow

again If | could," she says.
"It takes such a little gilt
from the donor ... It’s not
really all that much. But oh,
It's so necessary."

Alaskans can sign up at
the Blood Bank ol Alaska,
4000 Laurel St., between 8
a.m. and noon Mondays, or
at the Eagle River office of
the American Cancer Soci-
ety, 11901 Business Bilvd.,
Suite 103, between 4 and 6
p.m. Mondays.

Dale Goodloe, director of
the Blood Bank. Is particu-
larly Interested In minority
donors. About %4 percent of
American donors are of
white, European ancestry.
Minorities are vastly under-
represented. especially Alas-
ka Natives.

"If an Alaska Native
needs a transplant, the
chances (of finding a donor)
are about one In a million,”
says Goodloe.

He hopes to enlist new
donors In Sitka, Juneau, Ke-
nai and Fairbanks this year.
However, that will probably
happen only If service dubs
and other groups from those
communities will help de-
fray costs. ~

"We need money and do-
nors," Goodloe says. "The
donors are much more Im- ,
parlant than the money, but |
unfortunately you need mon-
ey to do the (tissue) typing."
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Local woman uses own 1llness as vehicle for helping others

Fire Lake Elementary Schoolnurse and Eagle RiverresidentEileen AlbertlIsin needofa bonemarrow
transplant to cure herofchronic myelogeneous leukemia. Because her tissue type is not matched by
any ofherrelatives, sheisseekingan unrelated marrow donorlocallyand nationally with,the assistance

ofthe NationalBone Marrow Donor Program. Localdonor drives, conducted by the Blood Bank of
Alaska and Eileen's friends, are forthcoming.

staij photo by don Alexander <C.



“ By DON ALEXANDER
Of The Star Staff

Today isEileen Albertsthirty~

seventh birthday. Another year
has come and gone, and like
most people, Albert doesn™t con-
centrate on the passage of her
Iife.
J=Unlike the majority of people,
however, Eileen has a much
firmer grasp on the finite nature
ofher life- she has a potentially
fatal condition, chronic
myelogenous leukemia.

Despite the seriousness of her
predicament, Eileen s taking
poet Dylan Thomas a step fur-
ther; rather than merely “rage
against the dying of the light,”
she urges those around her to
transform almost certain death
into a chance for life. And true
to her profession as a registered
nurse at Fire Lake School, even
as she asks for help for herself,
she does so for others.

CML, asEileensaffliction B
known, sa slowly developing
kind of leukemia. Consequently,
in her current ““chronic" phase,
Eileen fecks litte effect of the
disease, other than a fatigue she
"once attributed to being awork-
ing mother. As the leel of

j immature white blood cellsbeingm

~manufactured by her bone mar-
row increasses, Eileenwillgo into
a “blast aisis.” This iswhen 30
percent or more of her white
blood cellsare immature. Those
deformed cliswill pack her bone
marrow until itceases to function
and Eileen will die. The blast
arisiscould come tomorrow, she
said, or itcould come 10yearsor
more from now. The average B
3Vi years from diagnosis —
September 1990 was when she
learmed of her sidkess.

CML can be cured with the
assistance of family, sometimes,
and most often, as itwill have to
be in her case, the assistance of
strangers. The assistance needed
i in the form of a blood marrow
transplat. -

Unfortunately, not just
anyone sblood marrow will do.
When an exact match ofFHuman
Leukocyte Artigen of a potential
donor i not found among the
victims closest relatives, a match
ssought from unrelated donors.
HLA i the "tissue type" of a
person. ItiBfound inthe genetic

markers’ on white blood cells.
A perfect match, which susually
the only kind acceptable from an
unrelated donor, inolves match-
ing 6 of 6 markers.

An acceptable match for a
related donor, and sometimes for
unrelated donors, is50f 6. The
closest Etdocir came to a match
with a relativewas 4 of 6 with her
or. Kyle, 2. Her other son, cigt-
year-old Matthew, and her hus-

epand Steven, did not even conic
that close.

Siblings arc most often where
related donor matches are found.
While Eileens two brothers
matched each exactly, they were
far from matching her.

As can be expected, the
chances of finding a stranger
whose hereditary makeup B
similar toonesown isvery low.
The odds of doing so range from
1:10,000 to 1:100,000.

To help find unrelated donors,
a National Marrow Donor Pro-
gram was established in 1937.
Original ly projected adequate at
100,000, the size of the donor
registry needed has grown to
500,000 or more. Currently, half
that number is aailable. The
national donor program has
become a cause cf personal need
and personal satisfection for
Eileen.

“1 don’t deell on thinking
about my own death,” Eileen
edplained. “The saddest thing
aboutthinking about that s just

the thought of being without my
family. And that’s another
reason why lwant to figtt this.

“But It’s because 1 don’t feel
physically ill (tat) 1 feci like 1
have an opportunity that 1 can™t
miss,” she continued. “That
opportunity Lsto ketpeople know
about thisand encourage them to
become donors.

“Its a challenge of my
lifetime and an opportunity for
al the rest of you.”

In addition to seeking a mar-
row donation through the
national ragistry, much local help
has been forthcoming, Eileen
said.

The “network™ of school
nurses and staff in the Anchor-
age School District has provided
help, as has Steven’s professional
compadres at the Alaska Depart-
ment of Fish and Game. Her
church has also assisted.

Date Goodloe, operations
manager of the Blood Bank of
Alaska, is helping establish,
donor drives. While the drives
are gspecifically for Eileen,
volunteersH L A types are added
1o the national registry. Because
some 9,000-10,000 people may
be seeking donors at any given
time, and many of those may be
in the firal stages of their
disease, locally generated donor
tests are not screened here,
Goodloe said. Consequently,
Eileen wall receive donor infor-
mation from the national

registry.

This arrangement brings with
itseveral berefits for Eileenand
the cause ingereral . Firstofall,
itwas the basis for contracting
with the UCLA Medical Center
todo HLA testing for donors at
a substantial ly reduced $50. That
price is from 33 percent to 150
percent cheaper than ifa private
physician were to conduct a
sigle HLA typing.

Also, because of the addition
of the donors’ types to the
national registry, the national
program contributes matching
funds against those raised locally
for conduct of HL A testing for
Eileens marrow transplant. _e

For prospective donors of,.
bone marrow for Eileen and *
others, and actual donors, the
process s one of minor incon-
venience.

Those wishing to donate fill
out a few fomjs,. including a
medical history. They are

informed of every aspect of what
they wish to do, including riss.
A single blood sample tube B
filledand the sample, inEileen™s
case, isshipped to UCLA.

The sample i tested and the
HLA type s added to the
na"tonal registry. HFa specimen
matches Eileens HLA type,
another sample will be taken to
confirm the match. The donor
and his or her family then attend
an educational meeting at the
Blood Bank of Alaska in"
Anchorage.

IFeverything ssatisfectory, an
appointment will be made for the
donation to take place at the the
Virginia Mason Hospital in
Soattle. All expenses, with the
exception of lost work time and
child care, will be paid by
Eileenls insurance.

The donation B made by
“aspiration” of the liquid bone
marrow with hypodermic
syringes. There s no autting.
Nonetheless, the procedure,
which will remove 3-5 percent of
the donor s total bone marrow,
sdone under gereral anesthesia.

The procedure lests45 minutes
o an hour. The aspirations are
done from the area of the pelvis
and produce soreness and bruis-
ing for about 3-7 days. <1

“They said t’sas ifyou bad
- .. taken a real bad fad on the
ie,” Eileen said. /-

- The risks,of (he procedure to
the donor, which axe minimal,
arc those normally associated
with a routine surgery, such as
those related to i of anesthesia.
Of more than 2,000 donations
completed, there has been no
fatalities of a donor.

Because of the pain, donors
usual ly spend one or two nights
in the hospital. Donors replace
the donated bone marrow in a
couple of months.

X1
At
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~ 0 n the other hand, the bone-
narrow transplant procedure s
fraught with suffering and
Aanger for the recipient.
TfKiWhen a donor has been found
for Eileen, she will undergo
eabout, a week of intensive
tfidfa'notherapy and irradiation
treatment at the Fred Hutchin-
son Cancer Research Center,
About a block away from the
donor"s hospital . This procedure
will kil all her existing bone mar-
row. It salso the “point of no

retum.””

-( While thereare many chances
for a potential donor to back
out, and legally, could do at this

-point in the procedure, there B

vB-moral dbligation to continue;
if a transplant does not occur at
this point, Eileen will not
survive.

-s Once Eileensbones has essen-
tially become empty, the

stransplant takes place. This pro-
cess, simillar to a blood transfu-

sion in form, marks “Day 0."

For the next two-to-three
"weeks, “its kind of a aitacl
period of time to see ifthe bone
taarrow cells make treir way
—-iIno” the bone marrow cavities
~uid start reproducing, Eilleen
said. Numerous blood tests are
conducted to monitor the pro-
gress of the transplant. If and

ten the marrow graft appears
“To have “taken,” Eileen will be
considered to have passed the
Jfirst, and one of the most dif-

fmcult, hurdles.

During this entire period,
Eileen yll remain in a serile
eenvironment called a laminar
airflovroom. Itissimilartothe
“boy in the bubble” situation

m=ecase of the patient’s almost
nY%on-existent immunity to any
I&ftcterial and viral attacks.

after about 30 days Eileens .

X"Wrhiteblood, cell count indicates
U&bc graft is successful and the
Ffarrow sproducingwhiteblood
p"jells, diewillbeal lowed tomove
Sfufan apartment near the
yjwspiial . Her newfound freedom
be dubious at best.
“mi* Required 1O report to the
“hospital daily for more blood
ests, she will also have to wear
k mask- and protective clothing
Whenever she leaves the apart-
ment. While her family can be
~wjth her, this period will st
rirom two to three months.
r$ jAt the 100 day mark, ifall B
<going Well, Eileen can be
> released. Despite her medical
pdease, shewill il be vulnerable
to the point where work isprob-
ably out of the question for at
lesst a year.

Eileen can encounter a number
of difficulties with the
transplant. As well as the
possibility the graftwill not take
hold, and her susoeptibility t©
dissase, there isalso a chance she
will suffer “graft-versus-host
disease.” This condition, Eileen
said s “where the bone marrow
that you have gotten kind of
wakes up and says, Hey, I in
the wrong body.”

“Hsnotmy body rejectingthe
bone marrow. Itsthe bone mar-
row rejecting me,” Eileen
eplained. “ Ktsets up infectios
and inflammations that are hard
to control.”’

The long road ahead takes its
oIl on Eilean, to the extent that
she sexperiencing emotional ups
and downs. Her optimism B
buoyed though “by the energy
that I'm getting from other
people wanting to help and do
things. And the sense of hope
that comes from that swonder-

1. il

.. It makes all the
time from now until then
more special, and all the
more valuable to use in
constructive, happy

ways.”

At the same time the CML
strugglles to rob her of her life,
Eileen finds strength ks a new
sense of purpose. ~ "'

“ ‘Even if itdoesnt help me,
ultimately, the fact that it will
have helped somebody iscom-
forting to.me,” she said. Addi-
tioally, because she has the
resources that many lack in-tte
form of insurance, <he inplied
that working to gain donors
seems especially to be the rigit
thing to do. This Is brought
home even stronger by the uncer-
tainty of how loj-she has kEft

“Because 1 e been told that |
do have an end point thats
-elatively soon, itmakes all the
time from now uitil then all the
more special,'' she said, ““and all
the more valuable to use in con-
structive, happy ways.”

“The bottom lire 5 1 need
everyone"s help,” Eileensaid. “1
mean, my Iife is in the hands of
whoever may come forward and
be that unrelated donor. By
myself, 1can"t do it

"We know this isa shot in the
dark kind of thing, I in 20,000.
But you never know. Ktcould be
the next person who has their
blood drawn,”” she said.

According to Goodloe,” t=
only thing holding up donor
drives for Eileen Emoney for the
HLA testing. The money had
been raised was mostly con-
sumed by the testing of the 100
prospective donors who signed
up attwo local schools as a resutt
of personal knowledge of
Eileen’s plight.

Currently, Goodloe isseeking
a corporate donation which may
solve the problem. Despite this,
they are asking for individual
donations of aay size and, if
possible, they would like pros-
pective donors to pay"for their
own testing. Regardless, he
stressed that no one should
decide toforego joining the pro-
gram because of an irebility to
pay for the testing. Donors are
needed more than the testing fee.

They project getting between
100 and 200 donors per drive, he
said.

Good loe said he hopes the first
donor drive can take place dur-
ing the week of Feb. 25. Exact
times and dates of drives will be
announced in the future.

Those who do notwish towait
for a donor drive, or at any time
decide to become a marrow
donor, can do so at the Blood
Bank of Alaska, located at 40Q0
Laurel Street in Anchorage.

Prospective donors must be
between 21 and 55 years old and
be in good health. The latter
requirement includes an absolute
freedom from HIV and AIDS
infection and risk.
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A CHANCE T0
SAVE THE LIFE
OF A STRANGER

/&& vyear ago, Danny Sto-
A g« rev, an Air Force
equipment specialist

in Milwaukee, agreed to do-
nate bone marrow to a leuke-
mia victim he had never met.
The transplant was success-
ful. Says an ecstatic Storey:
"You’re not giving up any-
thing from yourself, but you
have saved somebody's life."
Storey is one of 200,000
people who’ve joined the
three-year-old National Mar-
row Donor Program (NMDP),
which matches victims of fa-
tal blood diseases with unre-
lated donors. The odds of
finding a match is remote—
just 20,000 to 1, which is why
only 430 such transplants
have been made so far. Still,
those odds improve as more
donors sign up. Corporations
are joining the effort. In July,
General Mills and Searle an-

nounced employee programs:
The companies will pay the
$75 cost of "typing."

Anyone from 18 to 55 and
in good health can undergo
this first step. An NMDP-affili-
ated blood bank or hospital
will type your blood for basic
human leukocyte antigens.
The information is stored un-
til you’re given a preliminary
match with a recipient, which
could take years. There's a
less than 207" chance you’ll be
called at all.
many tests. If you are, you
undergo additional compatibil-
ity tests, a complete physical
exam, and psychological coun-
seling. “You know you’re giv-
ing a specific person the only
chance at life he has," says
Tony Steele, coordinator of
the NMDP at Belle Bonfils Me-
morial Blood Center in Den-
ver. So far, over 50/< of the
recipients have survived.

If you feel you can’t take it,
this would be the time to back
out. That’s because the next
irrevocable step is for the re-
cipient to undergo rigorous
chemotherapy aimed at de-
stroying bone marrow so it
can be replaced with yours.

Donating marrow is not

® £ €K ?

simple. You are placed under
general anesthesia while the
marrow is extracted from
your pelvic bones. Expect an
overnight hospital stay and to
ache for about 10 days.

The marrow, meanwhile, is
rushed to the recipient for

who died actually listed his
donor among his survivors
Because of the emotional
impact, the NMDP (800 654-
1247) initially limited people to
one donation, but it’s recon-
sidering. That’s because of
donors such as Maria Gaitan-

BONK MARROW RKOPIHINT MY WBSON AMO DONOR DANNY STORIY

transplant within 24 hours.
You'll know only the patient’s
first name and age, but you'll
be kept informed about his or
her status. Once the proce-
dure is completed, however,
the two of you can exchange
names and even meet. The
family of one leukemia victim

Endres, a property manager
in McLean, Va. She gave mar-
row to a 33-year-old West
Coast leukemia victim in Au-
gust. The outcome is still in
doubt, but she found the ex-

perience so rewarding that
“l'd give again in a heart-
beat." Sandra At&uson
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n estimated 16,000 children and adults are stricken each year with

leukemia, aplastic anemia or other blood-related diseases. For many,
die only hope for survival isa marrow transplant. O T die thousands who
could benefit from a marrow transplant, nearly 70 percent cannot find a
surtable match within their families. These patients need to find unrelated
donors — people willing to come to the assistance of someone they likely
will never meet. As the pool of potential marrow donors iIncreases, so do
the odds of survival for the thousands ofpatients In need. The chance that
a patient will find a matching unrelated donor in die general population Is
between one In one hundred and one ina million. Since tissue types are
inherited, and different tissue types are found i1n different ethnic groups,
die chances of finding an unrelated donor vary according to the patients
ethnic background. A large fikeof potential donors, including Caucasians,
African-Americans, Hispanics, Asians and Native Americans, would meet
the needs ofmany of the patients who need a marrow transplant. Clearly,
hundreds, perhaps thousands of Iives could be saved fmore people added
their names to the listof potential marrow donors. The requirements to
be a marrow donor are few. Unrelated marrow donors must be between
18 and 55 years ofage and be ablelto pass a thorough physical examination
No special diet or physical program isnecessary. Following are answers

to commonly asked questions about marrow donation and transplants.



Can you change your mind about Who pays for the procedure? Do donors and recipients ever meet

becomlng a donoro All costs associated witn lhe marrow dona- face'tO'faceo
The answer isyes-potent ini donors have tion are charged to ihe recipient or Ihe Generally, donors do not meet their marrow
What IS the Natlonal MarrOW D0n0r the |Cya| right to withdrawal any lime. recipient's insurance company. Some donor recipients. Donors are told about the recipient's
Pl’Ogram (NMDP)’) However, once a match has been made and costs, such as the initial HLA-lyping, child condition at the time they agree to donate
To mcel Hit' not'd of ilu* thousands waiting lhe patient has started the radiation or care or loss of salary during the marrow and arc welcome to contact the Coordinator
for marrow lransplanls. Ilie NMDP main chemotherapy treatment required for the donation procedure and recovery period may Idr updates on the patient's progress. After
tains a computerized data hank of available marrow transplant, there is no turning back. not be covered. the recipient has been discharged from the
tissue-typed marrow donors nationwide. At that point, there is a moral obligation When does the patient receive hospital, if both parties independently wish
Established in I1)X7 as a eoilaborative effort to proceed, as the patient would almost the donorb marrow') lo communicate, the donor and transplant
of the American Association of Blood Banks, certainly die without the transplant. centers can help coordinate arrangements.
Alter the marrow iscollected, it isimmediately
the American Red Cross and the Council of 1 o)
HOWIS the marrow removed transported to the patient's hospital. I)('pend -
Community Blood Centers, the non-profit
Marrow, a jelly-like tissue, iscollected during ing upon the circumstances, the patient will
NMDP enables the efficient sharing and
a hospital procedure which is performed either receive the marrow immediately or
searching of information tojoin possible
under general or spinal anesthesia. The after it has been processed to better prepare
donors with patients in need of marrow trans-
procedure generally lasts about 45 minutes. it for transplantation.The patient receives
plants. The NMDP operates under a contract . .
I sing a needle and syringe, approximately the marrow transplant intravenously, in a One more question...Why donate?This can
with the National Heart, Lung and Blood . o
three to five percent of the donor's marrow procedure similar to a blood transfusion. be answered only by each individual, There
Institute of lhe National Institutes of Health. .
is extracted from lhe pelvic bones at both During the transplant. lhe patient experi- isno monetary reward, no plaque or medal.
Whatal’e the OddS Ofa SUCCGSSfU| sides of the lower back area. Typically, ences virtually no pain. There simply is the personal satisfaction
transplant? an overnight hospital slay is advised. Within of giving another human being the living
. . ' ift f life.
While a number of factors influence the two to three weeks, the donor's body naturally gi 0 ite
success of each individual case, replacing replaces the donated marrow.
. . . For additional information about registering
diseased marrow with new. healthy marrow DOCS Ithurt?
» ) to become an unrelated marrow donor, please
increases the odds of long-term survival . . .
Donors typically experience discomfort and call the Coordinator at the nearest Donor
from less than 21) percent to between . . .
tenderness for a day or two. While it varies Center. A list of participating Donor Centers
-15 and SO percent.
from person to person, most donors are back with Coordinators' names and phone num -
lo their usual routines after a few days. bers accompanies this brochure.

Whatare the risks?

To date, no donors have experienced any
long-term adverse effects: yet, as in any
medical procedure, a certain amount of risk
HOW are donors and reCIplentS matChEd’) exists, primarily associated with the anes-

Matching donors and recipients isa multi- thesia. However, the risk is very low.

step process. First, a blood test is performed

lo identify a person's Human Leukocyte

Antigen (HLA >type or "tissue type.” Once

the IILA type is known, this information is

then entered and maintained in the NMDP

data bank. W hen a data bank search identifies

a match, the individual is contacted for

additional tests and to make a final decision

about becoming it marrow donor.



Questions

and A nswers
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Transplants
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The Chance ofa Lifetime

Our National Marrow Donor Program (NMDP) lias been built through the
efforts of many determined moms and dads" and other family members,
seeking not only to help theirown 1<nedone hut other families in similar
eireumstanees.

Despite the tireless efforts ol these families, mam of their loved ones never
had "theelvanceofa lifetime" because a matched dimor could not he found
It isthe memory of these patients which will continue to serve as the
miintentuni liir this Pn igram

I It /Junmalt h, Ulmiral. I sN (Uet i
i hairman, ltoutdot ltirectors
N cii >nal Mam Ss [ii mi > Pri igram



W hen di ieti>rs successfully
completed the first marrow
transplant in 1008, their discovery
charted a new ctmrse li>rthe
treatment ol leukemia, aplastii
anemia and many other fatal blood
diseases

This breakthrough gave critically il
people an option they never hud
before, an optii >nto light lor their
lives and win, lhe limgterm
survival rate without transplant o
zero to Is percent: with a
transplant it is «iilKil jverient.
depending im the dt-euse

tmuoBam

Although this exciting new
treatment brought hope to many, it
brought disappointment to even
more. Not because it didn't always
work but because only about 3(1
percent <itin>cwinineeded a
transplant actually got one. Why?
because direceive a transplant you
need adonor, one win >% marrow

i matches vours

Where do you find an exact
double of you? It you’re an
identical twin, you can stop
looking. Ifyou're not. you can try
your brothers anti sisters. Ifthere's
still ini match, yi hi can move iintii
parents, then cousins, etc . but the
odds at this point are against you.
If yi Hi re ad< >pied«ran iinly child
or have only halfsiblings, linvlinga
match has been alnn >& impi issihlc
— until now

Recent vlisi iiveries in classjfv mg
the i haracteristics iifthe immune
system thn High the idcntilk anon
ol htim.in leukov vte antigens 11l \i



<l'ter In>pe (Sfidentifyin,!; 1

maic hetl Join irwho is
unrelated stranger.

The i.isk of Undini’an unrelated
JOUOr LiLil matches, however, is
like finding a needle in .| haystack.
Tiie odds of matching vxith

sinik'i me else are estimated li>he
from one in one hundred, to one
in Ime mills m. I;veil with those
astinmding >dds. N.MDI’ has li mud
several hundred matehes |or

p. m.ni>and eotild find even M ut-
il its tli mi > \iilnnteer pi ui| was
largei l'ach time a match is
discovered. it ollei' the patient the
tltain e 3 a lileiime



T

Takinga Chancefor Life

M ;Iri\>w transplants :irc seen >us
business and profoundly affect the
livesof donors, recipient,s and their
families, *flu >ewhi iohotise to gt»
through with it do so because tiiev
believe the chance for life isworth
the rbk

W hen a patient and elonot are
matched. the tirsi step is to educate
tlie donor iin the marrow

collet it. at process and risks
involved, litis is to provtele t ie
donor an opportunitv to masean
tnlormed decision Then the
d<mirrtsexamined to make sure
ihevlotti >and marrow are healthv

I Iftill signals are "go," the donor

| waits until the patient is ready for
the transplant. Sometimes, elite to a
patient 'surgent condition, the
preparations fttr marrt >w
transplantation may go very
rapidly. With other patients, the
transplant date may he set two or
three months in advance

The patient begins chenn ttherapv
and/nr radiation treatment that
virtually destroys his <rher itwn
marrow, Killing healthy as well as
diseased cells. This takes seven to
ten days, after which the patient is
ready ti >receiv e the tittnor's
marrow thn nigh a transfusitin



I Thisiswi1471781 enters
tlie Inispiial — either the evening

before or the morning of the
procedure. I’nder general or
spinal anesthesia, marrow is
extracted from the hack of the
diintir’s pelvis After being
transported to the patient, the
marrow is transfused directly into
the patients' circulatory system.
The marrow collection prticess
itself takes abi nit an hour.
Generally, the donor stays in the
hospital one night for
observation and then goes home
Die donated marrow (less than
in"., iifthe bod\ ssupply!
replenishes itscll in a lew weeks

For the patient, the traasfusitin of
new. healthy marrow is the
beginning i>fa limg and sli>w
recovery. Abtait two weeks after
the transplant, the first sign of
success appears — an increase in
white blood count. In four to six
weeks the patient is ready to leave
protective isolation and go to a
regular hospital room, and from
there, littme. li tr tin>se win >reach
the Uiti day mark, the future is
promising. For all patients, there is
kin iwl.-dge that they were lucky
because they received the chance
i i lifetime



Real People Tell TJoelr Stories

1 lie National Marrow Honor

Program isa netwi irk <u Transplant

(."enters (who care for Patients),
1>oin>r Centers (who guard
N.MDP% viilunteer donors' safety
and t\ infidentiality), Collection
Centersi medical tenters which
meet NMI IP's standard ftir marrow
e<illectn uDand Recruitment
Croups (which assist the NMI )P in

recruitini’new volunteers for the
National Registry; many NMDP
Dtnit > (enters are alstraggressive
retrintment arms of the NMI >P).

Many patients, donors and
transplant recipients have willingly
told their stories so that others
iould also have a chance ofa
lifetime. The following arc lour
stories which represent thousands
tifothers win >are litiping ftu-or
rejoicing aln nit their chante tifa
lifetime



Today, thank's to the miracle of
medicineand theyip ofit
stranyee these children hare been
sare throu?,h a hone marrow
transplant Tintso many people
itre on WaltlnY lists, hoping and
praymy sinnctme will (nx
marrow that matches their own.
A0l etvryonecan hea donor, hat
ifyi>nare <me<fthiise iery special
péople, please i olnnteer todaﬁ. >

| ylreyonr marrow Is toyire the

j yip of life.



hRae L

L {it S0, heW, keke | UMM fie.shickid
ilicti >sissued an appeal: a hi hle
mam w cmiir ti ir Kae l.ynn

nn OffersHope to Others

wiibhiol 4 tFaRigtat, FUF fdhr o1
Kae l.ynn was expected tiidie
within six months. An American
Indian, she had heen diagm ised
with chn mic myekigem ms
leukemia asaluin

In 1IWH. there were only IK,non
volunteer d<mi>rs on the NMI X’
Key*isl\ and no match li > Kae
l.ynn

The Si. Paul Uiapter ol the
Aincrii.Mii Red Cn iss, .in NM1)?”
I>onor Center, worked
cooperatively with the loe.il Indian
Health Hoards. Thev risked tor
Milunteer di mius speeilleallv In mi
the local American Indian
ciimmunities

Alter three mi mills t this special
recruitment, a o mipatihle dimiu
was limnd and Kae l.ynn had her

1 Irailspl.ini



Il i'elnnary, I'M ). Kae Lynn
traveled to the W hite 1It>tise it>
t.ipe.t Public Service
Announcement with Mrs. Hush.
Il.ie l.ynn end her liisler p.trents.
Lillian .md i'Juries Bruehl. haw
responded many times to requests
to tell Kae l.ynn's wonderful stop
The Bruehls reported that Kae
I'\mistarted first grade in the lall
iit 1'inii. "She's ei«x>ing super.
Lveryihing'sgoing so great w ith

her.”



“FT theOne Who Won

l.arrv l.utuleen says ik-inherited
his dedication to being .l him kI
donor from his parent?, ile began
donating blood when he was IS.
Next. larry became a platelet or
"aplierisl.s" donor. lknow I'm
tit nny mmtcthing significant li>r
stunci me else, he said

Then, he heard about ihe National
Mainnv I»mot Program lle
wanted to loin right aw a\ in I'W
when NMI >P was just estahlishe |
In Mavtit loss. IJtlJavs.il'ter
liwring the NMI >P he was talleil

ftir m<>re hit nal tests because he
was a preliminary match: on days
later, he received a call etmlirming
that he was a match fora patient, |
remember the phone call Iknew
where Istood and what | was

j dtiiny It was a thrill like you've iiist

wtm the grand prize |was elated "
l.arry said he went through a series
of pin sical exams and ink irmalii m
sessiims  rhev wanted me to he
pit lperly informed  Ilianksgii mg
week of loss, his family traveled
with him to the NMl ip collet titm

ey

center. "We wanted it to he a
family experience. My only
anxiety was itlkeep it low key and
not hear advice from everyone. |
wanted it to he a personal, priv ate
experience"

Larrv said offering the gift of

mam >wto a stranger "wasone ol
the highest, best experiences in my
lifetime People >houkl he standing

I Il lines I m the tine who won the
| lottery

j Alter several months, lLarrv was

; able to visit his recipient. Michael



\ young lather, Michael lived to
cciehraic his hirihday in 10S9 -
with l.arry asaguest "Michael died
tour days alter | left.” said i.arry |
was surprised at how well |took
the news Itdidn't seem to depress
me...hut then his wile sent me the
tin igram Irom the funeral." 1'iKler
survivors. alter Micheal’s wile and
two Kills, lLarrv was listed

I'd do it again lor him or anyone
else, said lLarrv "It was
awesi tine

lie i, 1/ih"tl it Inht'ti /<jesiive viv<zixMcee



Diana Dingwerth had signed up .k
a marrow donor lour years before
slit received the call that she was a
"miracle match."

She had originally volunteered
because iifa fellow emplt tyee's
child who was seeking a dotn »

—

;1 had lo's of reservations,"said
; Diana, latch time Ilean <1 America.
her NMI )I’Donor ( enter, asked for
another tuhe ofhlood to
determine she was a full,
compatible match, or offered more
information, lliana said they asked
her ifshe still wanted logo further.
| finally decided I wanted to do it
because someone might tlo it for
my kids." she said
Her miracle match was with an
eight year old

After being informed the marrow
collection and transplant would he
sometime in December, 1‘1SO, the
transplant was moved up a month
because of the conditk>n <fthe
patient. "I took Thursday and
Friday offand went to the In ispit.il
Wednesday night Thev took more
tubes of blood but basically they
let me rest," said Diana The

main w was ciillected early
Thursday and ikiwn n>the patient.
"The whr'.e pnicess was m Xas
had as i had imagined."” said lliana
I wi ike up with sandbags >nmy
rearend | c<wile? feel the weight
but it did not hurt |w.tsgioggy
and a little di.vA



"W hen |,u home, it hurt tosit

down oi get up for about in days,"

stiil Diana.

Having had a sister with a liver
problem which could not he
helped. I)iana said siie fell astrimg
need to help someone else "The
risk is minimal li>rthe feeling you
get out of it People treat you so
well thu mgh this, it is not .1 scary
thing 1I'd highlv recommend it

“Ithurt In at ihnfn iiinlJid kA ircilxnit I<i </<s.
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Patrick’ \\illinms started his

sn/rlmnmlre ear intnlleac in the
[L1Y'M ihe hilkH init is his

hitfb seh. mI raledielnrinn speech.

learsay Thank Yon~~

Hello, my name is Patrick

Wi illiams. lam very pleased to lie
standing here tonight with this
chance to address my class, our
parents and friends, and our
teachers. lam glad for the
opportunity toconvey my
appreciation and thanks to
Lebanon

As most of you know, lcame
di)\vn with aplastic anemia in

i letoberof m\ sophomore year. |
want to thank the teachers who
ntiticed a change in my attitude, in
ms ability to think, and in my
stamina. The\ called tm parents
and suggested that Isee a doeti it
immcdiatciv

In the Corvallis llospital I learned
the grim truth. I was lucky to be
alive. Just months before, I was oil
the RKI Baseball learn that took
second at State. Ihe weekend
before | had played in a tennis
tournament with my brother. Now
I had blood so weak it could barely
support life. We left Immediately
for the Prcd llutchinson (lancer
Research <lenter in Seattle



The next (lay I learned there was
in>hance k>a Inme mam >w
transplant In mi my family, li was
Saturday. That was the scariest day
ol my life Iwant to thank my
friends and their parents who
called me and let me kn<>w
Lebanon was as near as the phi me
I want to thank those who drove
np the next day -- S Inairs to
Seattle and s hours bar k All we
dal was walk anmnd a mall and
gtuifiill, but 1w.issogratelul lor
friends it >help take my mind oil
something so hard b<undeisiatid |
lelt line and bic>ked line, but | had
U'tv little medira! hope

| spent three weeks in the hospital
receivingadrug in In>pes that it
wamid stimulate my Inme mam >w
to gn >w The high school classes of
"S~. SS and N>Hooded the
hospital with cards, posters.
Illowers. and balkwins. My walls
ctmid inn be seen thri mgh the
cards that covered them. lalsi>
want tiithank all the people who
suppt >rted my parents. Stline even
came to Seattle to \ isit them lwas
\cr\ worried about them and glad
they h.nl friends to help them, too

W hen Iwas released from Seattle,
I came straight u >lairvallis ttisee
the Warriors play in the State pl.n
offs at Parker Stadium It was
wonderful to be outside with tin
friends Then it was home tt>
isolation Icouldn't risk gluing
sick. Ineeded blood atkl platelet
irun.slu.sit ms tin mthly. then weekly
I want to thank the Keel t nissand
the pettple m l.chantm wlinn ame
out in it >rce and donateii blooil m
tin name

15



Finally. 1needed blood every day |
entered the hospital in Corvallis to
stay. My i>nly In>[x w,t»a 1Lit).(Liti
to I eh.inee that .Seattle could line!
a person with an exact match to
my hone marrow | lelt line ami
was active, but I was weakening. |
wanted visitors cons .antly because
I was more loneK th 111 .sick, and
people came Friendsspent their
wlntie spring break with me We
placed o umtle.es Inmrsol

I’ictii >nary and \eri’Maskedtall It
iannt > be easv ti>\ mi a persi >nin
the Inispilal wini isi It>se li >death
Inn von did itand Itlunk von

| needed specific platelets every
day now and they were getting
harder ti >find, t>nce they had i
be Ikwit in intin (lalif*trnia They
almost came too late | knew the
ehictor was preparing my parents
Ihere isa tine line between hope
and reality But this story has a
happy ending. The call came and
they had lounel adonor Altera
larewell parly, we were i to
Seattle

The nurses say it is rare when a
patient has support from ho
ccimmunity that never lets up,
month arcer month But | hail that
suppisre lisrtiutr months inseattie
Ihe pitieess defies explanation,
but 1am very thankful k > the
doctors, research scientists, and
cpeciativ the nurses, that helped
us thriHigh the wls >icpriiccss
Ihese |xi>plc have devoted thcit
lives t, ii.w ing pet >plc like tm sell
flunk von verv much. Seattle



I fin.tllvcamehome ni a parade iif
| friends You s,i\v me puffed up
from medication, bald unci ugly,
bill didn't turn away. ‘litgraduate
with my class lhad to stay home
alone lor the first halfofmy junior
year and be tutored. I would like
to thank my tutor for all her time,
patience, and unci Hiragcmeiu
Ni>wtwin ears have passed |am
cured and tin lile is back to
1 normal. <Mien people remark, the
; experience must have changed von
liirever Iwiaider ab>mt that Ik>w
am ldifferent'

I know how to use humor when
things get tough. lunderstand
alntut caring and c<immunity
support. lappreciate others rather
than judge them. We all di >the
very best we can with what we
have. ltake life slower and more
easily | have learned to take
responsibility and say I m simy
when I make a mistake.
I listen tin He and smile miire |
treat my body well Ilearned the
power ofa positive attitude 1 like
nibe happy and lenioy lile
Audi have learned to say flunk
I You

I want to thank one last person,
siimevvherc in this audience
timight, my dcmta s miither is
sitting Thank y<m very much for
coming. You must be very proud
of vour daughter. 1am glad you ate
here ti >share this moment with
me. lam aisi>glad you are here to
see the wonderful people of
l.ebant >nwho, alongwith you and
your daughter, heljied me to live.

I h.tnk you.
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Wo inherit our I1LVtyping, <ir antigens. in tho mime way we inherit our skin
enli ir, eye ciiltrand hair color. This means the best chances of finding an Il1LA
match are probably with s<imet me winiis litmi u >ursame racial background.
The National Marrow 1fonor Program is especially concerned ilvat all
American patients have an equal chance ol finding a donor. This means we
need people from America's minoritv gn nips to volunteer to give the living
gill iiflife, offering both the patient and the donor the chance tifa lifetime






How Do | Become AMarrow Donor?

1. G|ve2 Tablespoons 2. YourBIood -i.dPreIiminaryMatch
fBlood svf-l isDetermined
and co sult to he entered on the atamedlcal Ialnlratt>rv n>identity nlgasmallnumbﬁ tIentlal
atlon rrow %no[ r ram ytiur antigens. q IS recelveaﬁ that they are a
|st oum Bars , preliminary matc
oldand ingood eaIth j. YourHIA-Type Goes
in the Computer 5Add|t|ona|BIoodTests
The lab results are stored |n the Are Beelugsted
National Marrow onor Pri If t]tareaPrellmmarv mat?
main compu erw |c |sseac dItIOﬂ&A ot>q samples will be
International ﬁ xI(? taken Bloetermine tyt>yarea
patlents wit ta It>aldiseases i)remsg| match It>ra specific patient
nnee
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6 The "M iracle M atch" is
Iq ti ntu|t|e|q[
ecial outnsclt s will give
Bkl
P gxcellent heafsh

Yon M ake the
AltD %msu%n”to fD on cate
INQ TUILy INTormeq, you
f( gECISXﬁl'[I F(!ED%E
ont Ir orasPeu IC patient WhOSB
[I1.Atype Istlie same as yours



What ismarrow?
Marrow is found in the cavities <1
the body's hones. It produces
blood components including
white blood cells, the main rr%;ents
13 the In>dl's Immune syste

22

Whocandonatem arrow7
Volunteers Ust he betw be n

ages (it ISan $s mgoo ea
and. iftheir 11L\yping matches
that of apatient, the prospective
donar must pass acomprehensive
P }/smal exam (done & no expense
0 the donoar).

Whathappens if

a match can 7hefou nd?
NMDP ne(edsialar er reglst of
1LA-tvped volunteers befor ttcan
finda match for the maJorlty of
atlentsseekln th e%
franger, for mos R |entsw odo
gotthnd a match, the end result is
ea




[fa match is
found, what's next?
Once iho laboratory tests have
determined thin :I &>mir ma‘chcs 1
patient, the- next stop is for the
ﬁotentlal gonor to decide whether
1make theo immitment t|»
donate, NVDP volunteers .ire
asked 1l >make a clear choice after
be|n fully informed about the
dure. t>nee a dectsit mis
made the patient undergi > the
treatment ofiliemothcrmipc and
radlatlon | rom that time until the
transplant, the patlents life
de Pends on the lina lity >t the
pO entlal e ail srs 0l ime m

How can a

prospective donor make

an informed decision?
Before making a commitment to
dimate, the NVDI' viilunteer who
has been |dcnt|I\fd Jsa match tor a
patlent will talk with the NV 5P

il xcente (Ph siclan anﬂt e

marrow collection Team 1hften, the

8| qspfctlvc dotu |rss | 80 LY
ther [amily members are alst 1
included uf these conferences or
renew the extensive educational

J materials proviced
rhemarrowcollectlontea]m it the
In Ispitul Gan also answer t
| proSpective donor's ||||est|ot|s I'h

I prospet I|vedotvrshou know
th 0 expect below, duringand

ter tlie collection process

After this information session, the
o jspecti'ce di meorisasked nisign
an intent to di mate, My this p>
the If misL needs « 1 he certain
about whether or not togoaheail
and donate marri >w

The prospectlve doiji irmust make
In>ha psveln Kigical ¢l immitment
andao immitment of time.
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Can a matched

potentialdonorsayno?
Demdln% to Eamn pate in 1
marrow transplant I a serious
matter f?rall concerned A
potential donor who ssuccessfully
matched with a transplant
1und|datc may decide not togi >
a ead \évtlgh the p ng I|ccrsss61 There rar>e

ins il | |
n |IT6%t the am%

t|me invi Tived. the rsk. 1>reven
fear Tven 1 related dongr
situations, families sometimes
dlecide against i me lamih mem *er
Iltmating to another NIVI >Ps
partICI |ngcenter5altrt|ys
respect the nqu dual dei tsfon it
the matched volunteer

24

Whathappens

preclonauonforthedonor7

While many of NVDI's donors
have descried the predonation
time Is excmng, it requiresa heavy
ﬁ]coorqma comna ment rom
onor. Acomplete pnysical
examination must be a ranged to
assure that the donation IS safe as
Posnb e for the donor. tS{)metlmes
sical exam idenities an
oth n/%se undetected h eaﬁa
problem, makln?t & prospective
If nn ir unavailable i >the patient
This 1>ften creates extreme
|I|sapﬁlnntment for the pros|vctive
as well as the patient

Those who do pass the rnhysmal
are not asked to make a
accommodations in diet, workmg
or socjal habits prior to the marrow
dopation And because they are
volunteers ina very SX-cial life-
saving process, dtrmors are treated
W|th ve eC|aI care and respect
I-Y e cal team.

Wev?r oansare asked tt>
refrain from taking an
uancessa 1k wlhlcﬁcould lead
t11liness 1rinjury. i the period
U hen the gatlent IS undergomg the
pretranspl nt regimen Poctor

and donor tg Ix1

m%ﬁe]best physnal shaw possible
for transplant



W hat'sinvolved

in removing themarrow ?
All donors receive spinal or
?eneral anestliesi ;. Generally,
our to eight tm% Incisions are
”fﬁ de in the hack, pelvic area.

e Marrow Is extracted
through those incisions. This
%ocess eneraIIv [asts about oil

inutes.” Less than 10 percent of

J the Inidy's marrow Is removed.
Within & few weeks the donor's
hodv has naturally replaced the
donated marrow

Typically, the donor enters the
hospital the day before or the

day of the donation. Donors
remain in the hopital for several
hours or even qvernight after the
marrow collection. Donors can
expect to feel some soreness in
Fh%lr lqwer hack fora few days
ollow Ing the donation.



Whatare the

risks to thedonor?
To dale, there has never been a
dopor fatality attributable to the
collection process. That doesn't
mean there aren't %ny risks,
though. Because the'donation
Procéss is painful, donors are
glven general or s;iunal

nesthesia. Complications can

result from anesthesia,_including

nause (irsor? throat. The
pn ibapility of a Serigus

ci implicatii nilecturing cantiiit
be accurately predicted hut it is
very ko
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Whatare the

chancesofactna iI)I

matching apatient?
Doctors estimate that your
chancesare hetween Lin 100 and
Lint>ne millip>niif matching with
another unrelated person. This
means that you may never be
called, even as a préliminary
match, Llowever. ifyouare”
Identjfied as a match, you are quite
possibly the only person who
matches the patient seekm%the
chance ofa lifetime through the
NVDI¥

[flam a match,

Uho coversmyexpenses?
All medical expenses relating to
the transplant are paid by the
gl)atlents medical insurarice.

ftnvever. some dtmors may find it
necessary t0 take unpaid time off
Irtmi wirk 1ir use perstinal
vacation time.

VA Ny



| ransplant?

M inow transplantsarc used to treat
wh<*se podies cease to
oduce normal blood cells. About
ree-uarters 4t

Favi? acancer of the blood, such as

How dopatients
receive the marrow ?
After the patient's own marrow
has been destrog/ed iimnigha
rigorous treatment of
chemt aheraepe/ arhd radiation,
Patlents receive the marrow
hrough a transfusion.
Once the ckmated main>w enters
the patient's circulatory szstem
through transfusion, it takes about
fwt tweeks kisee the first e\ Idenee
ofa"graft." This means that the
mai N> has begun 1 work,
<|_ducmg new; blotid cells. A
oticeanlé rise in t _ePatle,nts _
white blood count is the first sign
that agraft liksoccurred

Whatcomplications does
thepatientexperience?
j Notall Ratlents survive the rigors

ofthec emother_a%/ and radiation
treatment, inaddition, after the
transplant, there are other
complications which may result,
Including: ntm-en%,ratlment,_
rejection, gralf-versiis-host disease
the marrow tights the patient's
ody), infection ( the result of
desirftying the patient s entire
Immune system in preparation ot
transplant’)and rel_arqase (the original
disease reappears in the marrow).

27



While doctors do not full
understand the causes, of these
complications, one thing Is clear:
any complications to the patient
are not due toany fault of the
donor's marrow. Before transplant
the domir's blood is examined and
analyzed toensure that the
transplanted marrow is the best
availaple. o

Tor many patients, the gil” (ifa
stranger makes it possible for them
Il | refUrn &>a disease-free life. 'or
all patients, even thosewho
experience complications, there is
agrateful awareness that a ot mor
oftered them the chance of
liletime

Do thepatientcoid
donorknow each other?
For many medical and
sveht >logical reasons, the donor
nd patient communicate only
thrinigh the NIVI >Bsystem fof a
least the first 100 days, Il both the
patient and donor wish to meet at
a future time, NMP! coordinators
may assist In'the prer ess

A decision
that's rightfor von?,
De(:ldln(I; to z1rt|C| ate inthe
marrow transplant Brogram IS
wort_i&y of your most careful
onsh eration, Through this
brochure we have triéd to
Introduce you to marrow
transplatualit >nand answer some
of the most commonh asked
gttestl(>ns from ekt >xsabt nt the
onation process Because the
H A'tl\' pmg ttest 1550 %xpenst!ve.
enctutrages pit ispective
WUnt,eers it ?ni%areﬁﬁ?v elt e
becoming an NM B wilunteer
The tactsare now In vottr hands
and the vleciston is \tmrs
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April 18, 1991

Senator Arliss Sturgulewski
Senate

P.O. Box V

Juneau, Alaska 99811

Dear Senator Sturgulewski:

Enclosed 1is a copy of A Resolution Supporting Bone Marrow Donor
Program Legislation, which was passed unanimously by our
organization on April 12, 1991 at our annual convention.

The Alaska School Nurses Association, whose membership includes 100
school nurses throughout our state, thanks you for supporting SB

177 and SCR 17. Passage of this legislation willexpand
opportunities for Alaskans in bothurban and rural areas to join
this life-saving progranm. As morepotential donors enroll, mans*

individuals who need bone marrow transplants will gain new hope of
having full, productive lives.

Thank you for your concern and support.

Sineerely,

Karen Sedlacek, R.N., C.P.N.P.

President, Alaska School Nurses Association
4857 Knights Way

Anchorage, AK 99508



A RESOLUTION SUPPORTING BONE MARROW DONOR PROGRAM LEGISLATION
BE IT RESOLVED BY THE ALASKA SCHOOL NURSES ASSOCIATION:

WHEREAS many Alaskans and thousands of people throughout the
world suffer from leukemia and other blood-related diseases and
cannot survive without a bone marrow transplant; and

WHEREAS recent advances in bone marrow transplants now give
people dying of blood-related diseases hopeto be cured if adonor
can be found whose bone marrow matches their own; and

WHEREAS 70 percent of the individuals needing a bone marrow
transplant lack a qualified donor within their own families and
must find an unrelated donor whose bone marrow perfectly matches
their own to provide the life-saving marrow; and

WHEREAS the chance of finding a suitable unrelated bone marrow
donor 1is between one in 20,000 and one in 1,000,000, depending on
the patient ™ genetic make-up; and

WHEREAS there is a national bone marrow donor registry,
established in 1987, to assist people in finding a suitable donor
from a pool of 230,000 "typed" volunteers ready andwilling to
donate their [life-giving marrow; and

WHEREAS there 1is an urgent, nationwide need to increase the
pool to 1,000,000 available marrow donors of all ethnic backgrounds
to increase the chance of finding a suitable donor for the 10,000
people who are currently awaiting a bone marrow transplant
throughout the United States and who will die without a bone marrow
transplant; and

WHEREAS thousands of people have already died for lack of a
suitable marrow donor and this same grim prospect faces many other
patients and their families throughout Alaska; and

WHEREAS it is necessary to promote a greater awareness of the
need for healthy bone marrow donors and to encourage Alaskans to
step forward to be typed and enrolled into the National Bone Marrow
Donor Registry so that the pool of donors is as large and diverse
as possible; and

WHEREAS Senate Bill 177 and Senate ConcuiTent Resolution 17
and House Bill 211 and House Concurrent Resolution 16 will
designate April 14-20, 1991 as "Bone Marrow Donor Week"™ and will
provide funds for public education, recruitment and blood-testing
of 3000 Alaskan bone marrow donors;

BE IT RESOLVED that the Alaska School Nurses Association
strongly encourages passage of Bone Marrow Donor Program
legislation; and be it

FURTHER RESOLVED that copies of this resolution be sent to
Governor Wally Hickel; Commissioner of Health and Social Services
Ted Mala; all Senators and Representatives of the State of Alaska
Seventeenth Legislature; and to all School Nurses in the State of
Alaska.

Passed April 12, 1991
Alaska School Nurses Association



Alaska ~tate legislature

SENATOR
ARLISS STURGULEWSKI

Senate
March 13, 1991

Adella Johnston
9901 Toakee Circle
Eagle River Alaska 99577

Dear Adella:

Thank you for your message in support of SB 177 relating to an
appropriation to the Department of Health and Social Services for payment
as a grant to Blood Bank of Alaska, Inc. This grant will assist the Blood
Bank in increasing the enrollment of Alaskans as bone marrow donors in

the national bone marrow donor registry.

This bill was heard yesterday in the Senate Health, Education and Social
Services Committee, which | chair. | am pleased to report that the bill
passed out of committee with my support and has moved on to the Senate
Finance Committee. | would encourage you to contact the members of that
committee and let them know of your support for SB 177. Senators
Kerttula and Pourchot are co-chairs of Senate Finance and members are
Senators Duncan, Adams, Hoffman, Shultz, and Uehling.

Again, thank you for contacting me regarding SB 177.

Kindest regards,

Arliss Sturgulewski
Alaska State Senator



PUBLIC CPINON MESSAGE
CEAR HNATCR STURAUBAK

T,I\IITAI’_\AE ADELLA JOHNSTON
ADDRESS: 9901 TOAKEE CIRCLE

CITY: EAGLE RIVER Z1P: 99577

PHONE: 696-3929
BILL NO: SB 177
SUBJECT: APFROP: BLOOD BANK OF ALASKA, INC.
MESSAGE: PLEASE SUPPORT AND PASS SB 177 BECAUSE EVERY YEAR 22 ALASKANS NEED A
BONE MARROW TRANSPLANT. THIS BILL WOULD PROVIDE FUNDS FOR THE BLOOD BANK OF
ALASKA TO TISSUE TYPE FOTENTIAL DONORS. _ WITHOUT THIS DONATION OF BONE MARRQOW,
RECIPIENTS WOULD ALMOST CERTAINLY DIE. THIS TISSUE TYPING IS NECESSARY
BECAUSE YOU ARE AT AN APPROXIMATE 1 IN 20,000 TO MATCH. /BN

POMIO: 03132991

DATE: 91/03/11

TIME: 13:29:91
LIONAME: ANCHORAGE LIO

COPIES: REPRESENTATIVES SENATORS

BAKER COLLINS
BARNES COTTEN
BROWN HALFORD
BRUCKMAN KERTTULA
CHOQUETTE MENARD
B.DAVIS PEARCE
DONLEY POURCHOT
ELLIS RODEY
FINKELSTEIN UEHLING
GRUENBERG

HANLEY

LEMAN

MARTIN

M.A.MILLER

PARNELL

R.FHILLTPS

ZAWACKI



MMfR 12 '91 09135 LEG.J"FFflRS - WASILLA p

RE: Senate Concurrect Resolution No. W ’/

Although I'm not able to attend this teleconference In person, | wanted
to express my support for Senate Resolution No. 17, designating Ail
14tfv20th as Bone Marrow Donor Week.

As a nurse working with children who had cancer, | saw the anguish
families go through in looking for a treatment to save their child’s life,
For some children and adults with certain types of cancer or blood
disorders, the only known sucoessful treatment is bone marrow
transplant.

| also know there are people willing to donate bone marrow if they
were a match, in order to help In someone's fight for survival, But we
need to raise the awareness level and numbero of pooplo willing to have
their blood typed for possible bone marrow donation. Increasing the
number of people in the National Bone Marrow Registry would help save
Alaskans, as well as others aoroas the nation.

Please show your support in this endeavor, by passage of Resolution No.
17, as well as funding measures to help in the blood typing costs.

Respectfully,
Margaret Volz, R N

. 03
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Seamcen e i) S £ Detle

Palmer, AK 89045

March IXf 1991 2%7%1?54%&0)(206
FROM: Kathleen walker, Director community Relations, valley Hospi-
tal, Palmer, Alaska
- / /
TO: Senators Sturgulewski, Fischer, Cotton, Hoffman and
Menard/

SUBJECT: Senate B ill Number 177 and Senate Concurrent Resolution
Number 17

1 am pleased to have the opportunity to present testimony for this
bill and resolution for a number of reasons”'

Valley Hospital understands the far reaching effect this program could
have in saving lives through bone marrow transfusions for certain
cancer patients.

We know there are already a number of Mat-Su Valley residents anxious
to become listed on the National Bone Marrow registry.

The Blood Bank of Alaska is to be commended for their immediate and
complete support in helping to get this program started in Alaska,
along with the Impetus provided by Eileen Albert, an Alaskan resident
in immediate need of a bone marrow transplant.

This is a relatively new program, just established in 3987, which
gives new hope to patients and their families, As new people enter
the program each day as possible donors, chances for the survival of
patients with certain types of cancer is increased, On a more person-
al note, | am the mother of a child who died of cancer in 1986, at the
age of 2 1/2. Although my son died of complications following surgery
for his cancer, a bona marrow transplant would have bean our next
step. No match had been located at that time. During the course of
our stay in Seattle at Children's Hospital, we came to know a number
of children who might be alive today if such a program had been in
place then. The development of this program is very dear to my heart.

Senate Bill 177, under consideration by your committee today, provides
for a grant in the amount of $222,000 to be used by the Blood Bank of
Alaska to™ help pay for the costs associated with increasing th6é en-
rollment in the Bone Marrow Donor registry. It is extremely important
that all eligible donors be given the chance to participate in this
program, whether or not they can afford to pay the test processing
fee. This bill would help make increased enrollment a reality.

COMREL.021



@ Valley Hospital has already mads a commitment to assist with the Bone
'Marrow Donor drive in the Mat-SuValley.

We strongly urge you to passSenate Bill 177 and to encourage the
enrollment of donors in this program with your unanimous support.

Kathleen A. Walker

Director, Community Relations
Valley Hospital Association, Inc.
Palmer, Alaska

COMREL.021



Cldiens of Alaska present at the cescimony given before che Senate

HESS Committee In Support of Senate Bill 177 and Senate Concurrent
Resoulcton 17. v

Harch 12, 1991

Legislative Information Office
3111 C Street
Anchorage, Alaska.

Dolores Weller

Volunteer Support for the Marrow Donor Program
Chair, Board of Directors

Blood Bank of Alaska, Inc.

Pegigy Burgin

Volunceer Support for the Marrow Donor Program
Mamber at Large, Board of Directors

Blood Bank of Alaska, Inc.

Rhonda Fehlen

Volunceer Supporc for che Marrow Donor Program
Member, Board of Directors

Blood Bank of Alaska, Inc.

Vicki Turner

Volunteer Supporc for Marrow Donor Program
Mamber, Board of Directors

Blood Bank of Alaska, Inc.

V. Caye Hurley

Relgistered Bone Marrow Donor

Volunteer Support Cor che Marrow Donor Program
Executive Director, Blood Bank of Alaska, Inc.

Frank E. Baker

Public Affairs

BP Exploration (Alaska) Inc.

Corporate sponsor for BP employee Marrow Donor Drive

>

Kathleen Walker

Diretor of Public Relations

Valley Hospital

Volunteer  Coordinator  For  the  Marrow  Donor
Matanuska-Susitna Valley

Kacheryn Cersosimo

Volunceer Support assisting in recruitment of donors for the Marrow
Donor Program

Doris Moody
Donor, Marrow Donor Program

(“Irst Alaskan donor from che Blood Sank of Alaska's Marrow Donor Program
to successfully match an unrelated patient)

Margaret Volte

Volunteer Coordinator for the Marrow Donor Program
School Nurse, Houston Alaska

(first unrelated Marrow Donor



April, 1990

100,000 and S till C lim bing!
Sme'l‘mrksgvl National Marrow Donor P
(NVEP) hes seen gowth.  The suooess is due 1o "de-

termined Mbs and Dads," corporate and political I%brs willing

to help blare a new and, dly, tes of thousands of
B e R ol

Led by NV[Ps oomrmlty recnwtrrent goqo LIFESAVERS
Foundation of Arerica, gjTeat strices have been mecke in dirbing
to the US. goal of Z20@X volunteer donars. The new NIVDP
\AorIdee %?I is one million volurteers walling to be the stranger

Iiving gift of life to a petient with leukemia or other
fataIbIaJddlsease

IVery NIVDP Donor Genters have also experienced inoreases in
Elg\t;gletandblooddantlusarﬂﬂnsambofomerﬂnmm

opened their podketiooks to spansar a volunteer's typing

Mﬁf]ill{hmwm to e dore. I\I\/M[gg :?ep?—FAmmettgst
stn% e with raisi necessary
ng Geatstndesm\,ebeennvdem%plnrnﬁty
r%mmmm ﬂmaleﬁef%gﬁ m%ﬁterts dill die whil
[ i ie while
they wait With ﬂ‘EII’ failies for mermnzyracle etch which cannat
be found without a larger volunteer NIVDP Registry.

ABOVE: Ln February, unrelated marrow recipi-
ents Rae Lynn and Christian were invited, along
with their mothers, to the White House to tape a
Public Service Announcement (PSA) about the
need for more marrow donors. Mrs. Bush was a
hit with the kids and the kids were a hit with the
press. Many donated their services to make the
special effort possible (see p. 4). The PSA and
accompanying fiver are now available throueh the
NMDP Office. *

RIGHT: Ln January, the NMDP Asian Donor
Recruitment Program held a successful "Casino
Night" to raise funds for typing tests. ‘The first
step is education..to break old traditions,” said
Jonathan Leong, the new President Of me .Asian
Froject.

LiMiemmmBwaeg— — mBB—— — W M — MM— B—r1—aw w — |
Coordinating Center 100 Soutn Robert Strest 4 St. Paul. Minnesota 55107 * 1-S00-65-1-12-17



Since last writing to you, great
strides have been made in every facet
of our Program. A train called
momentum, powered by a generous
human spirit, has rarely slowed in
the past four months.

As directors of this Program, it has
been a great challenge to ensure that
we respond to the many needs of
such a rapidly expanding Program.
While phone lines have been over-
loaded, brochures have had to be
rcpnnted, temporary help has been
needed bv donor centers and our
Board’s Executive Committee can’t
seem to go a day without a confer-
ence call, we've been phenomenally
successful:

e Approximately 25 miracle
matches are now made each month,
offering the chance of a cure to those

with leukemia or other blood disease.

Three years ago, without the NMDP,
only 25 unrelated matches were

made each year. | hope that one day
soon we will be finding that miracle

C hairm an's

P rivile ge

match for

*This month, we will top 100,000
volunteers on our US. Registry.

eInternational expansion and
dialogue continues. It has been
stunning to see the political and
cultural banners dissolve as we
discuss this wonderful Program and
the need for cooperation.

*While a desperate need for minor-
ity volunteers remains, we can be
proud of our progress in the last few
months. Certainly, we remain com-
mitted to aggressively continuing
these special recruitment efforts.

e After much negotiation and
discussion, we are nearing the end
for our journey in establishing
NMDP as a free-standing organiza-
tion. Many dedicated individuals,
including Dr. Claude Lenfant,
Director of the National, Heart,

The Blood Center of Southeastern Wisconsin (Milwaukee) reached a major
milestone in February when it provided its 100th unrelated marrow donor.
"W hile we are extremely proud to have reached this milestone, 100 doesn't
even begin to represent the number of people in our registry’ who would love
to help oLhers, should the opportunity arise,” said Gayle Bass, supervisor of

The Blood Center's Bone Marrow Donor Program.

with 100th donor, Nancy.
LLfeSearch, Page 2

She is pictured at right

Lung and Blood institute, have as-
sisted as we've blazed this path of

bringing NVDP to maturity.

«Our network of donor, transplant
and collection centers continues to ex-
pand.

*Efforts at public education have
become broader with the help of the
First Lady, many competent reporters
and others helping us shape respon-
sible yet concise information about
becoming a donor.

*We have initiated some exriting
new research projects and are in the
process of readying our cell line
repository for study by the Interna-
tional Histocompatibility Workshop.

I commend each and every partici-
pant in this Program for exhibiting
flexibility, perseverance and most of
ail, compassion. The path we have
blazed is one which should inspire us
all to believe that great challenges can
be met when the human spirit is in-
volved.

Marrow
Donor Program

Coordinating Center
100 S. Robert SL
SL Paul, MN 55107
1-800/526-7800

N ational

Board Chairman:

Adm. E. R. Zumwalt, Jr.
Vice Chairman;

Robert C Graves, DVM.
Secretary.

John A. Hansen, M.D.
Treasurer

Herbert A. Perkins, MD.
Executive Director:

Douglas A. Shaw
Editor

Elisabeth A Quam

collaborative effort of the American
ﬁ\”OCLﬁ'IOI'I of Blood Banka; American
Red Cross; and Council of Community
BloodCentere.
With funding from the National Heart
Lung, and Blood Institute

April, 1990



Connecticut, New York on Minnesota's Heels

M odel

On February 6, Minnesota had a C?~itol donor day. The
first two NMDP volunteers were Public Safety Commis-
sioner Paul Tschida and Sen. Dennis Frederic'w>or (in

the background)

What the State Model
Legislation Proposes:

1. The Commisioner of Health is
Instructed to assist in educating
state residents, with special
emphasis on minority populations
($15,000-20,000).

1 A marrow donor drive will be

conducted among state employees
with the state picking up the cost

of the first 200 tests as an example
to private employers (815,000).

3. Individuals who are the miracle
match for a patient are assured
time off from work.

4. Employers are allowed a
business deduction for employee

Recruitment and typing expenses, j

April, 1990

Legislation

Considered by

M any States

Connecticut Speaker of the House, Richard Balducci, became a NMDP
volunteer on March 15 during a special blood drive of the Hartford
ARC The Connecticut Legislature has held hearings on donor recruit-

ment. (Photo by Mark McGrath, courtesy of The Newtown Bee.)

State Effort Supplements N ational Crusade

From all over the country, state
officials have contacted the NMDP
office to ask how they can help in ihe
continuing crusade to offer hope and
help to the thousands of patients in
need of a stranger's gift.

While many of NMDP's challenges
must be confronted on a national and
international level, help at the state
level can provide needed education
and impetus to the private sector.
With the help of Minnesota Rep.
Charlie Weaver, model legislation
was developed and through the work
of the St Pau" ARC, related activities
were plannea and implemented.

Many i-dividuals assisted
Minnesota"; donor center in this ca-
padty, inclading Opperman Heins <&
Paquin which contributed some of
the funds ti. type state legislators.

Connecticut's Gov. O'Neill declared
March, as Bone Marrow Donor Regis-

tration Month and New York's State
Sen. Eugene Levy has organized a
similar week in New York on Mav
14-18.

Key components of tire Minnesota
week, which are being followed by
other states include:

*Marrow Donor Week/Month with
related media and donor recruitment
activities;

eHearings on versions of the Model
Legislation;

eCapital Education Day and donor
sign up for legislators and staff; and

*Private Sector Employee Recruit-
ment Drives.

To request a packet of information
regarding the model legislation, call
the NMDP. Ask for Liz Quam if you
have questions about progress in

various states.

Minnesota State Rep. Charles Weaver (1)
and Sen. Gene Mcrriam (r), witness as
Gov. Rudy Perpich declare? Marrow
Donor Week in Minnesota. Standing left
to right RoxAnn Strand. RN and David
Therkelscn (SL Paul ARO; Chris Bcmc
(corporate response participant, Beme
Scale Co.); David Stroncek, M.D. (St.
Paul ARO; George Kohler (LtifeRoach);
Betty Lynch (ARC Midwestern Hdqtrsl;
Robert Jursnick (SL Paul ARO; Randy
Weddle (ARC Midwestern Hdqtis); and
Liz Quam (NMDP).

LifeSearch, Page 3



B ulle tin

* NMDP is compiling a list of corpo-
rations who have responded to
requests for help. Please forward
names of companies, big and small, to
Linda Abress at i TMDP. Dow, Tan-
dem Computers, Union Pacific Re-
sources, General Mills and McDonnell
Douglas are some of the companies
who have already responded.

« Congressional interest in NMDP
continues. Have you written your
congressman to express your appre-
ciation for the Program? NMDP Vice
Chairman Robert Graves testified
before the Senate Labor and Human
Resources Committee in March. For a
copy of Iris testimony, send a self-ad-
dressed large envelope to the NMDP.

*Know someone who should be on
the newsletter mailing list? Please
send names in writing to the NMDP.

« CALL AGAIN! With NMDP's help,
LIFE-SAVERS has a new phone
system. Encourage individuals to call
1-800-950-1050 or 1-900-990-1414. The
900 number will cost the caller 55.00
which is applied to the enormous ma-
terials and postage bill LIFE-SAVERS
has each month.

Board

*International cooperation and
expansion continues. In January,
NMDP, England, France, Canada, The
Netherlands and Australia set up an
administrative group to review and
develop stardards for international

Special Thanks to: Xoma Corpora-
tion, Candace Peterson, Cal Covert,
Scott Long, Toni Cudney, Martha
Covert, Kelly Cusick, Fuller Produc-
tions, RitS Litho, Gordon Robinson
and Associates and Robert Pittenger
for helping NMDPs PSA become a
reality. Time, talent and service
were donated for the effort Special,
special thanks to Rae Lynn and

Christian and their families.

Staff Profile: Pat Coppo, Director of Program Services

Patricia Coppo is a familiar NMDP
face who's taken on added responsi-

bilities at the Coordinating Center. As

the new Director of Program Services,
Pat oversees NMDF research actm-

Lifebearch, Page 4

ties.

As the staff aide to the Research and
Publications; Histocompatibility;
Standards; and Donor and Patient
Safety Monitoring Committees, rat's
responsibilities are varied. While
assisting in the development and
implementation of research studies
and monitoring the collection of data,
Pat also must assist in assuring the
quality of NMDPs HLA typing and
donor registry and the monitoring of
the quality and completeness of the
the very important NMDP cell and
serum repaository.

'l love my job," said Pat T know
how important research is to marrow
transplantation therapy and to the
NMDP. I'm happy | can be a pan of
something so significant.”

Charlotte, NC has been a hot spot
for donor recruitment. Those in-
volved saw first hand the hope and
help available when local recipient
Donnie (1) and his local donor Ray
finally met Said Donor Coordinator
Kay Piercy of the event 'Today is
the result of over a year of highs and
lows — it's the pay-off — the reason
we all have for riding the emotional
roller coaster together and finally ar-
riving at our destination with joy in
our hearts."

Recent Scientific Articles of Note:
Ash, R.C., Casper, J.T. et-al., Success-
ful allogeneic transplantation of T-
Cell-Depleted hone marrow from
closely HLA-matched unrelated
donors, New England Jourrel of
Medicine 322:485-494, 1990,

+ Beatty, P.G., Atchcr, C., Hess, E,,
Meyer, D.M., Slichter, S.J., Recruiting
blood donors into a local bone
marrow donor registry. Trasfusion
29:778-782, 1989

* Gingrich, R.D., Ginder, G.D.,
Goeker, N.E., Howe, C.W., Wen, B.C.,
Hussey, D.H., Fyfe, M.A., Allogeneic
marrow grafting with partially mis-
matched, unrelated marrow donors.
Blood 5:1375-1381, 19S9.

« Thomas, E.D., Clift, R.A., Indica-
tions for marrow transplantation in
chronic myelogenous leukemia, Blad
73:861-864, 1989.

* Sullivan, K.M., Witherspoon. RP.,
Storb, R., Buckner, C.D., Sanders, J,
Thomas, E.D., Long-term results of
allogeneic bone marrow
transplantation, Transpont.Proc.
212926-292S, 1989,

* Beatty, P.G., Hansen, JA., Anaserr,
C., Sanders, J, Buckner, C.D., Storb,
R., Thomas. E.D., Marrow transplan-
tation from unrelated HLA-ma’ched
volunteer donors, Trarspont. Frx.
212993-2994. 1959,

ApnJ, 1990



Kicks-Off "Prototype” Recruitment Effort

Congressman

B ill

Young Asks fo

Congressman Young announced the Pinellas County drive at a press confer-

ence at All Children's Hospital in SL Petersburg FL on March 9.

He's

flanked by Dr. Robert Good and Admiral Zumalt both of the NMDP Board.
The Congressman was an integral part of creating the national registry and

continues his advocacy for the Program in Washington, D. G,

and now in his

home district as welL At right is the Congressman with Jolene, one of tfie
local patients waiting for a miracle match.

Herbert A Perkins, M.D.

Accordln? to many observers, one of
the ?_re_at strengths of the NMDP is its
prestigious Board of Directors.

Herbert A. Perkins, M.D., Treasurer
and Co-Principal Investigator of the
NMDP, is a Board member who is
highly respected for his medical
knowledge and his vision for both the
NMDP and the American Association
of Blood Banks.

"Dr. Perkins is obviously well-
known in the fiUd of transfusion
medicine” said Charies Wallas, M.D,
another member of the Board, "he's
recognized as an individual who has
contributed to the field and is a great
asset to the NMDP. _

"He's highly regarded.,.. think the

April, 1990

" A K in d M an, A

Describes

world of Herb. He's a kind man and
a good scientist,”" Wallas added.

erkins, a cum laude Harvard
graduate and a summa cum laude
8raduate of the Tufts Unlver5|t%
chool of Medicine, is also the Execu-
tive, Medical and Scientific Director
of the Irwin Memorial Blood Center
(tM) in San Francisco. It is at IM that
the NMDP maintains its Cell Reposi-
tory, a hank of blood samples from all
NMDP donors and recipients.
Medical researchers from around the
world can make api)llcatlon to study
these pairs of samples.

The "very early days" was how
Perkins described his involvement
with unrelated marrow donor issues.
In the late 1970's, Perkins was already
participating in discussions about the
possibility of a large registry of vol-
unteers willing tn offer the Tiving gift
of life to a stranger.

"I've remained” involved because of
the importance of the services and

r

N M D P

Help at Home

Starting with a newsletter to all his
constituents in_Pinellas County (5t
Petersburg, FL), Con(_iressman oung
announced in March that he would
lead a drive to add more volunteers to
the NMDP Registry. "Our goal is to
add 5,000 Pinellas’ County volunteers
to the registry. Officials of the NMDP
plan to use our drive as a model
program to recruit donors throughout
our nation," said Young.

G ood Scientist"

Treasurer

opportunities offered by the NMDP. |
want to help keep [the NMDP]
moving," said Perkins. o

As treasurer of the the organization,
Perkins serves as chair of the NMDP
Finance Committee. He also heads
the Standards Committee which
addresses medical protocol for both
donors and recipients. "Donor
Protection” remains an important
mission of the NMDP, according to
Perkins,. _
_Along with his duties at IM, Perkins
Is a Research Associate at the Cancer
Research Institute and a Clinical
Professor of Medicine at the Univer-
sity of California School of Medicine,
San Franasco.

Perkins said his hopes for the NMDP
"remain high but we have to be ready
to take advantage of opportunities, t0
be lprepared to switch directions as we
build and maintain a system that is
(rjespons!ye to both recipients and

onors.
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Senator Sam Cotten

TO: Senator Arliss Sturgulewski, Chair
SENATE H.E.S.S. Committee

FROM: Senator Sam Cotten
DATE: January 24, 1992
RE: SCR 29 Designating April 19 -25, 1992 as "Bone

Marrow Donor Week"

As indicated by the title, this resolution would designate
April 19 - 25 as "Bone Marrow Donor Week™". I introduced SCR
29 in order to bring more attention to the efforts being made
to promote involvement in the bone marrow donor program.

Bone marrow transplants are used to successfully treat
leukemia and other blood-related diseases. This particular
week was selected at the request of the Blood Bank of Alaska
to coincide with "National Organ Procurement Week™.

Last year this committee passed a similar resolution. I am
pleased to note that the Blood Bank of Alaska, the Eagle River
Lions and Lionesses and numerous other groups were able to
take advantage of the legislatively designated week and
increased public awareness and involvement in the bone marrow
donor program.

During Bone Marrow Donor Week in 1991 there were a number of
events conducted throughout the state. One very successful
activity was a type-testing drive right here in the capitol
building which Rep. Betty Bruckman and her staff spearheaded.

Although the bone marrow donor program is an ongoing effort,
designating one week in April will help increase the level of
public awareness and facilitate promotional activities.



SCR 29 PACKET CONTENTS

SPONSOR STATEMENT

Article 4/25/92 Chugiak-Eagle River Star

Article 4/25/92 Chuqgiak-Eagle River Star

Letter of support for NBMDP, First Lady Barbara Bush
Article 10/8/90 Business Week

Blood Bank of Alaska Donor Information

National Bone Marrow Donor Program, General Information



907) 563-3110

BLOOD BANK OF ALASKA IN CONJUNCTION WITH
PUGET SOUND BLOOD CENTER
UNIVERSITY OF WASHINGTON SCHOOL OF MEDICINE

CONSENT TO JOIN A VOLUNTEER MARROW DONOR REGISTRY

Patrick G. Beattv, M.D.. Associate Professor of Medicine
(206) 292-1897

Franc A. Fallico, M.D., Blood Bank of Alaska Medical Director
(907) 563- 3110

INVESTIGATORS' STATEMENT

Purpose and Benefits

Leukemia and aplastic anemia are fatal diseases of the blood which can be treated with chemotherapy,
immunotherapy, and/or irradiation. Insome instances, bone marrow transplantation is the treatment of choice.
Marrow transplantation permits the use of much greater doses of chemotherapy or irradiation in leukemic
patients to destroy as many malignant cells as possible. Since these doses also destroy the patient’s ability to
make new cells, normal marrow must be provided from a healthy donor to rescue the patient. Most patients
who might benefit from such treatment do not have a matched sibling available as a donor. We are recruiting
a large number of volunteer unrelated hone marrow donors into a registry that would only be accessible to
authorized personnel for matching potential donors with transplant candidates. There is no direct benefit to

you as a result of joining the Bone Marrow Donor Registry.

To be considered lor the registry, a potential marrow donor must be between the ages of 21 and 55 and
in good health. Entry in the registry does not commit a potential donor to donation. It only gives registry
personnel permission to contact a potential donor for further discussion and additional blood tests if a closely
matched patient is identified. Even at that time, the potential donor's name will not be released to the
patient, the patient's family, or the patient’s physician without the written permission of the donor. Although
the potential donor has a legal right to withdraw at any point in the selection process, once the patient's prc-
iransplant chemotherapy and radiation treatments have been started, there exists a moral obligation to follow
through with the marrow donation. The doses of drugs and irradiation are lethal to the patient without
Marrow rescue.

Volunteers for the bone marrow donor registry will be asked for their name, address, telephone number,
birth date and, at their option, social security number (social security numbers will be used only for
identification purposes). If blood has not already been drawn in the course of a routine blood donation, 4
teaspoons of blood will be drawn for tissue typing. Volunteers will be contacted approximately every two years
to confirm continuing interest and update the address list. Registry data shall be kept locally. It is possible
that a marrow donation may be shipped to recipients elsewhere in the United States.

MEMBER OF A SOCIATION OF 81000 3ANKS
MEMBER OF C COMMUNITY 81000 CENTERS



0 dcc people have dooazed, can they donate again? . . . L
Because the boay replaces the (fonated bone marrow, it ts medically possible to dongte more than once. Although it is

unlikely that someone would be called agaip, it's possible that a formermarrow donor will later be found to match another
patient. However, it is unlikely that we Wil ask a donor to give more than once to the same patient.

What arc the risks for the donor? . L . .
It IS possible to have a had reaction to anesthesia, including sudden fall in blood pressure, abnormal heart beats and very

rarely, de%th. However, to date, over 2000 bone marrow transplants have been performed is Seattle without r donor fatality.
There have been rare instances of temporary complications such as fevers or greater than expected b'eeding from aspiration

SItes.

INFORMATION ABOUT MARROW TRANSPLANTATION

Wh ds b t lants? . . . . . . . .
"Bone rsnaﬁr%?/vmt?arﬁscbwfan@qz?e Used to treat patients with aE)Iastlc anemia (a disease inwhich the body stops producmﬁ

hlocd cells) and some types of leukemia (a cancer of the blood). . In both of these diseases, replacing the bone marrow wit
new, healthy marrow has markedly increased the chances of clring the patient's disease.

How is the patient pregared_for the transplant? o _
For the patient, preparation begins well inadvance of the transplant. The patient's diseased bone marrow is destroyed

throu%h the use of a combination Of radiation and chemotherapy treatments. | _
AT this point, there is no turning back for the patient. The marrow-destroying treatments are fatal in themselves, unless

healthy marrow Is immediately tranSplanted.

HOWdQ patients_receive ibe marrow? . | ) L. . .
. Patients receive the marrow much as If it were a blood transfusion. The marrow, a licuid resembling whole blood, is
iransfuscd intravenously into the patient's bloodstream. The transplanted marrow naturally ?rafts Itselfwithin the patient’'s

bones, replacing the previously diseased marrow. During the transplant procedure the patient experiences virtually no pain.

What_arc the first signs that the t lant isd su ? L. .
~ Once the donated marrow enters the patients hioodstream through transfusion, it takes about two weeks to see the first
evidence of a graft, indicating that the new marrow has started to.grow in the Patlent A noticeable rise in the patient's white
ood cell count IS the first sign that the graft has occurred. The white blood cell count wil continue to' increase, and
eventually ihere will be evidence of marrow production of platelets and red cells as well as white cells.

What compikntioas does the patient experience?

In addition to side effects caused by chemotherapy and radiation treatments used to prepare the patient for transplant
Enausea, vomiting, hair loss, diarrhea, and appeme stippression), there are several compllcatlons that may result from the
ransplant tself. ~ These Include rejection (no graft occurs): graft-versus-hos disease (the new marrow tries to reject tnc
patient's body and causes infection and inflammétion): nfection (the result of destroying the patient’s enure mmune system
In preparation for transplantation); and relapse ( thé original disease reappears in the bone marrow).

Can such axupficauoos be treated successfully? . ,
Mast of these complications have been tréated successfull¥ Response to treatment is directly related to the severity of

me problem. In ihe most severe cases :hc patient’s chances Tor survival are poor.

May the donor meet the patient who receives his OF her DO0E marrow? _

" Ifboth parties are agreeable, donors may meet their bone maraow reaPlent at suich time after transplant that cnq_raftmem
Is ensured and there are no_medical problems. However, donors are. told about ihe recipient's condition at the Time they
agree to donate and may, with the patient's consent, continue to receive progress reports during the patient's he utal stay

and beyond, if they wish.
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BLOOD BANK OF ALASKA INCONJUNCTION WITH
PUGET SOUND BLOOD CENTER
UNIVERSITY OF WASHINGTON SCHOOL OF MEDICINE

CONSENT TO JOINA VOLUNTEER MARROW DONOR REGISTRY

Patrick G. Beattv, M.D., Associate Professor of Medicine
(206) 292-1897

Franc A. Fallico, M.D., Blood Bank of Alaska Medical Director
(907) 563-3110

INVESTIGATORS* STATEMENT

Purpose and Benefits

Leukemh and aplastic anemia are fatal diseases of the blood which can be treated with chemotherapy,
immunotherapy, and/or irradiation. In some instances, bone marrow transplantation is the treatment of choice.
Marrow transplantation permits the use of much greater doses of chemotherapy or irradiation in leukemic
patients to destroy as many malignant cells as possible. Since these doses also destroy the patient’s ability to
make new cells, normal marrow must be provided from a healthy donor to rescue the patient. Most patients
who might benefit from such treatment do not have a matched sibling available asa donor. We are recruiting
a large number of volunteer unrelated bone marrow donors into a registry that would only be accessible to
authorized personnel for matching potential donors with transplant candidates. There is no direct benefit to

you as a result of joining the Bone Marrow Donor Registry.

Procedures

To be considered for the registry, a potential marrow donor must be between the ages of 21 and 55 and
in good health. Entry in the registry does not commit a potential donor to donation. It only gives registry
personnel permission to contact a potential donor for further discussion and additional blood tests if a closely
matched patient is identified. Even at that time, the potential donor's name will not be released to the
patient, the patient's family, or the patient's physician without the written permission of the donor. Although
the potential donor has a legal right to withdraw at any point in the selection process, once the patient's pre-
transplant chemotherapy and radiation treatments have been started, there exists a moral obligat'on to follow
through with the marrow donation. The doses of drugs and irradiation are lethal to the patient without
Marrow rescue.

Volunteers for the bone marrow donor registry will be asked for their name, address, telephone number,
birth date and, at their option, social security number (social security numbers will be used only for
identification purposes). If blood has not already heen drawn in the course of a routine blocd donation, 4
teaspoons of blood will be drawn for tissue typing. Volunteers will be contacted approximately every two years
to confirm continuing interest and update the address list. Registry data shall be kept locally. It is possible
that @ marrow donation may be shipped to recipients elsewhere in the United States.
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Risks, Stress or Discomfort

At such time as you may be found to be a suitable match for a specific patient, the risks of the hone
marrow aspiratior procedure will be discussed in detail. In brief, these include the risks of general or local
anesthesia and the anticipated pain, soreness and bruising from the needle punctures through the skin into
ihe hip. The insertion of a needle to draw blood may cause temporary discomfort and a bruise may form at
ihe site where the needle enters the vein. Details may be found in the accompanying information” package.
An additional consent form describing the aspiration procedure will be provided for Signature at that time.

Other Information

There will be no costs to You for HLA typing or for entering your name in the marrow registry. .Any
eXPenses would be covered by the patient recelvm(_1 the marrow. You are free to refuse to participate and to
withdraw from the study at any time without penalty or loss of benefits to which you are otherwise entitled.
Your identity will be kept confidential with only authorized local registry personnel having access to your
identifying data. Your registry data will be maintained on file until you reach age 55.

INVESTIGATOR'S SIGNATURE
DATE

SUBJECTS STATEMENT

You may perform HLA typing on a research blood sample drawn from me. [ agree to allow my name
HLA typing information, and results of an?/ virology testing to be placed into a local registry at the Blood
Bank of Alaska and also at Puget Sound Blood Center. | understand that my HLA type, but’ not my name,
will also be entered into a national registry. | will not be charged for havm(i my blood HLA typed or for
having my HLA type entered into the registries. | may be contacted by the local registry personnel about
further blood drawing and tissue typing if a patient who may benefit from my bone marrow is identified. This
registry consent does not Rl_ace me under any obligation to"proceed with the donation process. | voluntarily
consent to participate in this study. | acknowledge receipt of a signed copy of this consent form. | have had
an opportunity to ask questions. "I understand that future questions | may have about the research or about
subject’s tights will be answered by a Blood Bank of Alaska representative.

SUBJECTS SIGNATURE  (For informational purposes only: keep this for vour records.)
DATE

cc: Subject



Occg people have douaicd, can they donate again? _ .
Bgca 5e the body repFaces the (}gnated bone marrow, it is medically possible to donate more than once. Although it is

unlikely that someone would be cal'ed again, it's possible that a former“marrow donor will later be found to match another
patient. However, it is unlikely that we Will ask a donor to give more than once to the same patient.

What are the risks for te donor? ) L. . .
It Is possible to nave a had reaction to anesthesia, including sudden fall in blood pressure, aonormal heart beats and very

rarely, de%th. However, to date, over 2000 bone marrow transplants have been performed is Seattle without a donor fatality.
There have been rare instances of temporary co.T.plicanonssu' 1as fevers or greater than expected bleeding from aspiration

SIes.

INFORMATION ABOUT MARROW TRANSPLANTATION

\Wha_needs booe marrow transplants? . . e .
Bone marrow tiansplants aPe Used to treat patients with aﬁ)lastlc anemia (a disease in which the body stops producmﬁ

blood cellst and some types of leukemia (a cancer of the blood). . In both of these diseases, replacing the bone marrow wit
new, healthy marrow has markedly increased the chances of clring the patient's disease.

How is the patient prepared for the, transplant? . _
For the patient, preparation begins well in advance of the transplant. The patient's diseased bone marrow is destroyed

throu%;h the use of a combination of radiation and chemotherapy treatments. _
AL this #omt, there is,no turning back for the patient. The miarrow-clestroying treatments are fatal in themsewes, unless

healthy marrow 1S immediately transplanted.

Ilow_dq patients receive the marrow?

. Patients receive the marrow much as if it were a blood transfusion. The marrow, a liquid resembling whole blood, is
imnsfuscd intravenously into the, patient's bloodstream. The transplanted n rrow naturally ?rafts Itselfwiihin the patient’s
bones, replacing the préviously diseased marrow. During the transplant procedure the patient experiences virtually no pain.

What arc the first signs that the transplant is a suceess? . :
Once ttfqe csonat_e marrow enters t%e patients B?oodstream through transfusion, it takes about twoweeks to see the first

evidence of a graft, indicating that the new marrow has started to grow in the Patlent A noticeable rise in the patient’s white
ood cell couint is the first sign that the graft has occurred. The white bload cell count will continue to' increase, and
eventually there will be evidence of marrow production of platelets and ted cells as well as white cells

What comphcatioos cloes the patient experience? » _
In addition to side effects caused by chemotherapy and radiation treatments used to prepare the patient for transplant

nausea, vomiting, hair 10ss, diarrhea, and ?Ppetlte suil)pressmn there are several compllcauons that ma[y, result from the
ransplant itself. “These nclude rejection (o graft occurs): gréft-versus-host disease (the new marrow tries to reject the

patient's body and causes infection and inflamniation); infection (the result of destro¥|n the patient’s enure immune system
In preparation for transplantation); and relapse ( the original disease reappears in the one marrow).

Can such cotnpticatkxa be treated successfully? o _
Most of these complications have been tréated successfull¥. Response to treatment is directly related to the severity of

the problem, In the most severe cases the patient’s chances for survival arc poor.

May the donor meet the patient who receives his or her booe marrow?. ,
|fhoth parties are agreeable, gonors may meet their bone marrow reuPlent at such time after transplant that cnq_raftment

Is ensured and there arg no_ medical problems. However, donors are, told about the recipient's condition at the Time they
agree to donate and may, with me patient's consent, continue to receive progress reports during the patient's hospital stay

and beyond, if they wish.
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BLOOD BANK OF ALASKA
AND
PUGET SOUND BLOOD CENTER BONE MARROW DONOR PROGRAM

Previously, patients in need ofa bone marrow transplant could be helped only if there was a tissue-matched donor within
the family. Now, those without a matched related donor can be treated for such diseases as leukemia and aplastic anemia
by receiving bone marrow from a healthy, unrelated donor,

However, In order to locate suitable unrelated donors for patients who need marrow transplants, there must be a pool
of HLA-typed volunteers (HLA stands for human leukocyte antigen). The decision to become one of these volunteers
requires Serious consiceration.  This information Package 15 designed to provide you with answers to commonly-asked
questions about the marrow donation process and the transplant procedure. We hope this information will enable you to
make a knowledgeable decision about joining a volunteer bone marrow donor registry.

BONE MARROW DONOR INFORMATION

Who qualifies as a booe marrow dooor?

Unrelated volunteer donors. must be between 21 and 55 years of age and must pass a comprehensive. physical exam
Furthermore, their HLA type (tissue type) must match that of a patient who needs a bone marrow transplant.

What isan HLA type and bow is itused?, . . .
The HLA type classifies people according to marke.-antigens on the surface of their white blood cells. The marrow of

the donor whose HLA type matches that of the patient is much more likely to “take" than one that does not match,

What are the odds that an unrelated doner*s HL A will match that of a potential transplant candidate?
The odds arc between 1in 10,000 and { in 100,8635 that any two unrelated individuals will have matching HLA types.
Thus, It is critical to maintain a donmr file with as many members as possible to increase the chances of finding a matched

donor for every patient.

H d located? ) .
y tﬁouﬁﬂorﬁysmm prefer family members because they oftcr the greatest chance of a successful iransplant, only about

40 percent of those who need a transplant have, a compatible related donor. For the 60 percent who don't, we mustrecruit
donrs from the general population. Nationwick, a central registry of over 200,000 people has been started to meet the
country’s requirerient for unrelated bone marrow donors. A Worldwide goal of one million donors has been targeted.

What Iaborat%m arc used to match dooor and patient? . .
Everyone wno agrees to enter the registry has a blood sample drawn to getermine a preliminary HLA type. Later on,

if this preliminary typing indicates that a donor may match a transplant candidate, another blood sample wil"be drawn for
additional testing to confirm a perfect match.

How do mairhrri donors team marc about what"s involved in donating bone marrow?

Once the laboratory tests have confirmed that the donor is matched with a patient, the volunteer must decide whether
0 make the commitment iu donate. Arrangements will he made for him or her to meet with a Blood Bank of Alaska or

uget Sound Blood Center physician to discuss the donation process. . _

After discussing the donation procedure, the potential donor is asked if he or she will sign the hospital consent forms
nuthorizme the doriation of bone marrow.. At this poirt, the indivicual makes the final decision about donating before the
patient is started on rﬁ)re-t ansglant conditioning therapy. This is the_point of "no retum." The seventy of the treatment
means that, the patient will die without a bone " marrow transplant.. Two weeks before the_scheduled transplant date, the
patient begins chemotherapy and radiauon treatments designed to kill the diseased marrow. These treatments also allow the

donated marrow to implant in the patient's marrow cavities and grow.

Can a matched dooar say do? _
Decidling to participate na bone marrow transplant is a scnous matter for all concerned. There may be many reasons

for a potential donor who ts perfectly matched with a transplant candidate to say "no." These reaSons incltice such
conad_crauonsagpoor_health,_tlme Invalved, or concern about the risks. Even for relatcd-conor transplants, family members
sometimes decide against giving teir marrow.  Furthermore, whether potential donors acrce to participate of not. their

MBER Of AMERICAN ASSOCIATION Of BLOOD _ BANKS
(*itgcn -r — m*ree ¢ r FNveQ$



identities remain confidential. Although the potential donor has a legal right to withdraw at an¥ point in the selection process,
once the Patlent’s pre-transplant chemotherapy and radiation treatrnentS h'we been started, there exists 3 moral obligation
to follow through with the marrow donation. The doses of drugs and irradiation are lethal to the patient without the niarrow

[ESCUe.

How_isa donor®s ?eallﬂ evaluated? . . | . . .. .
Once consent for the marrow donation |sv\%ven, donors unde(r]go a comglete p&slcal examination by a P ician wha is
0 IS not em by the Blood a

knowledgeable about marrow donation but ployed by the | enter or by the Transplant Unit. The
physician represents the donnr and determines that the donor's health will permit a safe transplant for both donor and

recipient.

IS the doooy required 10 follow any special procedures before giyir%ma_rrow? .
There is 110 need to, make anY changes in diet, work, or social habits_before the bone marrow donation, although we

usually recommend that iron tablets be taken for a few weeks before donation to expedite replacing the blood present In the
marrow. {ron taglets can cayse stomach irritation which r soIveE if the mediicine is stog)pfd. Also, durl_ng the week before
rocedure a aonor should not take any Unnecessaty risks such as riding motorcycles, fiying a small aircraft, etc. since his

! ep CEd .
health is vital for the patient.

What § the first step in becoming a volunteer marrow dooor?

The first step 1 to agree to participate Ina marrow transplant registry by completing the Bone Marrow Donor Data form
enclosed. \Nhen we receive 3{our completed form, we will contact ou to set up an dppointment to come In to the Blood

Bank of Alaska. Also, we will need to draw a blood sample for HLA typing.

If 1 register as a volunteer marrow dooor, what are my chances of actually being used as a dooor? |

There arc common and uncommon HLA types. i yours sa common _{Ype, the chences that yon will match a transplant
candidate arc much greater than if your ?/pe Is rare. It'S possible that you will never be called. But if you arc, you will always
have ihe opuon of deciding noi 10°donate.

LFIM found lo be a mrtchcd dooor and, agree to proceed, wbo coven my expenses?

Expenses incurred for medical examinations and hospital stay are peid by the transplant. patient's medical insurance.
Travel expensc3 and other non-medical costs arc also the patiem's responsibility. ”Life and disability insurance policies cove,nng
the procedure are provided by the. patient to the donor at no charge. Thé patient shall be, résponsible for any require
followup care of the donor 1 complications occur. Compensation for™loss of work is handled, if necessary, on a case-by-casc

basis with ihe donor's employer.

What"s involved in removin? the donor 3 marrow?

Bone marrow for transplantation is remqved from the hip bones during an aspiration procedure.. All donors receive some
lorm of ancsthcsia-either a general anesthetic, which puts you to sleep during the procedure, or a spinal anesthesia to deaclen
feeling in ihe area of ihe bodly where the punctures arc made ineach hip._ Twenty to thirty extractions of marrow arc made
E%rou h teach of these punctdres to draw the marrow out of the bones.” Typically, the dofation procedure lasts from 45 to

Minutes.

. Between 3 to 5 percent of the total bone marrow is removed, an amount not Iar%e enough to cause anemia. The donor
will also usually receive a pint of their own blood taken and stored one to three weeks beforé the donor's marrow donation,
\WMihin several"weeks, the marrow will be replaced by normal processes. Except for some soreness in the hips that may lasi

for a few daw, donors generally experience no other problems.

Wbcre will the dooaiioa take place?

Because a hl?hly trained physician specializing in marrow aspiration must perform the aspiration, donors from Alaska will
be flown to Seattle, where the aspiration will také place. All costs associated with the travel and hospitalization of the donor

will be covered by the patient's Insurance.

When and for bow long is the. dooor hosEitalize_d? . .
Typically, the marrow donor enters the hospital the day of the donation. Because of the effects of the anesthesia. and

ggcau)s/g theydonor’s hips may be painful from the aspiration of marrow, donors usually remain in the hospital for one to two
5.

After the donation, how long docs it lake to get bock to normal? . .
The lime required for a complete recovery vanes but most donors resume their usual activities in a few davs. Others

may take up to @ week but rarely longer.




BLOOD BANK OF ALASKA. INC.

4000 LAUREL STREET « ANCHORAGE. ALASKA 99508 (907) 563-3110

BONE MARROW DONOR DATA FORM

PLEASE RETURN TO THE BLOOD BANK OF ALASKA. INC.

Date:

Please provide the following information as you wish it to appear |In your BoneMarrow
Donor Program permanent file. Notify the Blood Bank of Alaska, Inc. of any name,
address, or telephone changes. [This information does not appear in the BoneMarrow

National Registry. Only vyour HLA typing data and an identifying code will appear
in the Registry.]

Name (print): L

Permanent Address:__

City State: Zip:
Social Security No.: Date of Birth:
Home Phone: ( ) Work Phone: ( )

Person(s) to contact 1if we cannot reach you at the above addressor phone number(s).
Please list as many names as possible.

Name: Phone:__ ( )
Name: Phone:__ ( )
Name: Phone: _ ( )
Name: Phone:__ ( )
Have you ever donated blood at the Blood Bank of Alaska? Yes No
Approximate date of last donation /
Month Year
Optional Information: Certain HLA types are more common 1in various ethnic

groups. Indicate which ethnic group you are a member of in order to assist in matching

donors witn patients.

1. Caucasian 5. Native American
2. Black 6. Hispanic

3. Oriental 7. Other

4. Alaska Native 8. Decline to Answer

B.B.A. USE ONLY:
Date and time HLA Specimen drawn:
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