


W O R K  D R A F T WORK DRAFT W O R K  D R A F T

7-LS0977SM
Lauterbach

2/4/92

C S  F O R  H O U S E  C O N C U R R E N T  R E S O L U T I O N  N O .  16 ( S T A T E  A F F A I R S )

I N  T H E  L E G I S L A T U R E  O F  T H E  S T A T E  O F  A L A S K A  

S E V E N T E E N T H  L E G I S L A T U R E  - S E C O N D  S E S S I O N

BY THE HOUSE STATE AFFAIRS COMMITTEE

Offered:
Referred:

Sponsors): REPRESENTATIVES BRUCKMAN, Gruenberg, B.Davis, Carney

A  R E S O L U T I O N

1 Designating April 19 - 25, 1992, as "Bone Marrow Donor Week"; and requesting the

2 governor to proclaim an annual "Bone Marrow Donor Week."

3  B E  I T  R E S O L V E D  B Y  T H E  L E G I S L A T U R E  O F  T H E  S T A T E  O F  A L A S K A :

4  W H E R E A S  m a n y  Alaskans and thousands of people throughout the world suffer from leukemia

5 and other blood-related diseases and cannot survive without a bone m a r r o w  transplant; and

6  W H E R E A S  recent advances in bone m arrow transplants n o w  give people dying of blood-related

7  diseases hope to be cured if a donor can be found whose bone m a r r o w  matches their own; and

8 W H E R E A S  70 percent of the individuals needing a bone m a r r o w  transplant lack a qualified

9 donor within their o w n  families and must find an unrelated donor whose bone m a r r o w  perfecdy matches

10 their o w n  to provide the life-saving marrow; and

11 W H E R E A S  the chances of finding a suitable unrelated bone m a r r o w  donor is between one in

12 20,000 and one in 1,000,000, depending on the patient’s genetic make-up; and

13 W H E R E A S  there is a national bone marrow donor registry, established in 1987, to assist people

14 in finding a suitable donor from a pool of 470,000 "typed" volunteers ready and willing to donate their

15 life-giving marrow; and

16 W H E R E A S  there is an urgent, nationwide need to increase the pool to 1,000,000 available
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1 marrow donors of ail ethnic backgrounds to increase the chance of finding a suitable donor for the
2 10,000 people who are currently awaidng a bone marrow transplant throughout the United States and
3 who will die without a bone marrow transplant; and
4 WHEREAS thousands of people have already died for lack of a suitable marrow donor and this
5 same grim prospect faces many other patients and their families throughout Alaska; and
6 WHEREAS the procedure for initial compatibility testing is considered completely safe and
7 virtually painless, requiring only two tablespoons of blood; and
8 WHEREAS Alaska currently has over 4,100 potential donors in the National Registry; and
9 WHEREAS in 1991, despite the staggering odds, Alaskan donors provided six bone marrow

10 matches, and three were provided for Alaskans requiring the marrow transplant through reciprocal
11 nationwide efforts through the National Bone Marrow Donor Program; and
12 WHEREAS the Blood Bank of Alaska has conducted successful bone marrow drives in
13 Anchorage, Juneau, Eagle River, Wasilla, Palmer, Fairbanks, McGrath, Kenai, Soldotna, and Hoonah
14 with drives scheduled for Kodiak and Dutch Harbor, and
15 WHEREAS, coupled with the aid of a special appropriation for type testing, numerous service
16 organizations throughout the state, spearheaded by the Eagle River Lions and Lionesses, have provided
17 countless hours in raising necessary funds and volunteering thousands of hours to conduct the drives
18 throughout Alaska and the ongoing efforts in Anchorage and Eagle River, and
19 WHEREAS in 1991 over 3,500 additional Alaskans were enrolled in the National Bone Marrow
7© Registry as a result of these efforts; and
2'x WHEREAS a special outreach also helped enroll 126 Alaska Natives who were seriously
22 underrepresented in the National Registry and, as a result, were unlikely to find a successful match; and
23 WHEREAS it is necessary to continue to promote a greater awareness of the need for healthy
24 bone marrow donors and to encourage more Alaskans to step forward to be typed and enrolled in the
25 National Bone Marrow Donor Registry so that the pool is as large and diverse as possible; and
26 WHEREAS with these initial efforts a minimum of one percent of Alaska’s total population will
27 be enrolled in the Bone Marrow Donor Program;
28 BE IT RESOLVED that the Alaska State Legislature designates the week of April 19 - 25, 1992,
29 as "Bone Marrow Donor Week"; and be it
30 FURTHER RESOLVED that the legislature respectfully requests the governor to proclaim a
31 "Bone Marrow Donor Week" during an appropriate time period each year, setting the dates to correspond
32 with a nationally recognized week if there is one; and be it
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1 FURTHER RESOLVED that the legislature encourages the commissioners of the state
2 departments, with the commissioner of health and social services taking the lead, to work in cooperation
3 with the Blood Bank of Alaska, Inc., to make continuing efforts to educate and inform state employees
4 and other Alaskans about the bone marrow donor program through newsletters, check stubs, and other
5 appropriate forms of communication.
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STATE AFFAIRS

REPRESENTATIVE BETTY BRUCKMAN

Sponsor Statement
HCR 16

'Designating April 14 - 20, 1992, as Bone Marrow
Donor Week"

I have in troduced  HCR 16 to inc rease  aw a re n e s s  and  to e d u c a te  the 
g en e ra l public regard ing  bone marrow t ran sp lan ts  a s  well in c re a se  
enro llment in th e  National Marrow Donor P rogram .

HCR 16 d e s ig n a te s  the  w eek  of April 14 - 20, 1992 a s  Bone Marrow 
Donor W eek .  The re so lu t io n  a s k s  th a t  e ffo r ts  b e  m ade , in 
conjunction with the  work being done by the Blood Bank of Alaska, to 
e duca te  and  inform A laskans abou t the bone marrow dono r program.

The Bone Marrow Donor Program  of Alaska, th anks  to the  efforts of 
this Leg is la tu re , h a s  b e e n  ab le to su cce ss fu lly  m atch  six A laskan  
d o n o rs  with p a t ie n t s  suffering from c a n c e r  or o th e r  fatal b lood
d iso rders . The  s ta t is t ic s  for marrow compatibility ran g e  from one  in 
one hund red  to one  in o n e  million for C a u c a s ia n s  and  m a tc h e s  for 
A laskan  N a t iv e s  and  o th e r minority popu la t io n s  a re  un fo rtuna te ly  
much, m uch  rarer, d ue  in part to the lack of reg is te red  donors, a  
crisis th a t  is be ing rem ed ied  in part by th e  A laska  Blood Banks' 
d o no r  d r iv e s  in rural A laska. As a  d irec t re su lt  of th e  sp e c ia l
approp ria tion  p a s s e d  las t year, an additional 2200 po tentia l d ono rs
have b e en  typed  and enrolled in the National Marrow Donor Program  .
There is still much tha t n e ed s  to be done to e n su re  tha t compatib le 
d o no rs  a r e  found  for th e  e s t im a ted  1400 ac tive  s e a r c h e s  being 
conduc ted  nationally on any  given day.
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STATE AFFAIRS

REPRESENTATIVE BETTY BRUCKMAN

Sponsor Statement
CS HCR 16

'Designating April 14 - 20, 1992, as Bone Marrow
Donor Week"

I have introduced HCR 16 to increase awareness and to educate the 
genera! public regarding bone marrow transplants as well increase 
enrollment in the National Marrow Donor Program.

CS hCR 16 designates the week of April 14 - 20, 1992 as Bone 
Marrow Donor Week. The resolution asks that efforts be made, in 
conjunction with the work being done by the Blood Bank of Alaska, to 
educate and inform Alaskans about the bone marrow donor program. 
I would appreciate the committee's consideration of this CS, 
changing the date from April 12 - 18, 1992 to April 19 - 25, 1992, 
to conform with National Organ Procurement Week. Language has 
also been added to update the statistics as they relate to Alaskans 
enrolled in the National Marrow Registry.

The Bone Marrow Donor Program of Alaska, thanks to the efforts of 
this Legislature, has been able to successfully match six Alaskan 
donors with patients suffering from cancer or other fatal blood 
disorders. The statistics for marrow compatibility range from one in 
one hundred to one in one million for Caucasians and matches for 
Alaskan Natives and other minority populations are unfortunately 
much, much rarer, due in part to the lack of registered donors, a 
crisis that is being remedied in part by the Alaska Blood Banks' 
donor drives in rural Alaska. As a direct result of the special 
appropriation passed last year, an additional 2200 potential donors 
have been typed and enrolled in the National Marrow Donor Program. 
There is still much that needs to be done to ensure that compatible
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donors are found for the estimated 1400 active searches being 
conducted nationally on any given day.

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.



I • W w r iw  j« w  I u

Revision Deto: _____________________________
Title: DESIGNATING APRIL 1 2 - l a

BONE MARROW DONOR WEEK

S T A T E  O F  A L A S K A

1 9 9 2  LEGISLATIVE SESSf" V

No. 1

Department Affected: 
BRU: ______________

\ (H) Publish Date: 1/24/92
LEGISLATURE

r  B ill V e r s i o n :  C S » C R  1 6 ( H E S )

Component: „
Sponsor:
Requestor:

-BRI ICEMAN.
COM PONENT SERIAL N O .

EXPENDITURES/REVENUES: (T h o u sa n d s  o f  Dollars)

OPERATING FY 9 3 FY 9 4 FY 9 5 FY 9 6 FY 9 7 FY 9 8
PERSONAL SERVICES

TRAVEL
CONTRACTUAL
SUPPLIES
EQUIPMENT
LAND & STRUCTURES
GRANTS. CLAIMS •

MISCELLANEOUS

TOTAL OPERATING - 0 -

CAPITAL - 0 -

REVENUE 
FUND SO U RCE:

- 0 -

FUNDING: (T h o u sa n d s  o f  DoDars)

GENERAL FUND - 0 -
FEDERAL FUNDS - 0 -

OTHER
FUND SOURCE: - 0 -

TOTAL - 0 -  _ .

POSITIONS:

FULL-TIME - 3 -
PART-TIME - 0 -

TEMPORARY - 0 -

Estimate of current year impact:

Prepared By: _̂ L_
Division: HOUSE HEALTH^ EDUCATION & SOCIAL S E R V . n » t ft;

COMMITTEE 
Approved by Commissioner
Agency: _________________

DU trib im on (by p ta p a re r l: Lag. Fin.
Rev 1 0 /7 /91

Date: 1 / 2 1 / 9 2

Im pacted A o e n c y lie a l.
P a g e  o f

F IS C A L  NOTE



(7)
V I USE COMMITTEE REPOT ̂

Date Referred: March 13, 1991 FURTHER REFERRALS:

Date of Committee A ction :___________

State Affaiis

HCR 16The HEALTH, EDUCATION AND SOCIAL SERVICES Committee considered:

HOUSE CONCURRENT RESOLUTION NO. 16 BONE MARROW DONOR WEEK

Designating April 14 - 20, 1991, as "Bone Marrow Donor Week."

RECOMMENDATIONS: C om  m  / n t t  
be replaced w ith __________ “CiPC SOB>S77TL/7~£r

] have attached amendments(s)
] do pass 
] do not pass 
] no recommendations 
] individual recommendations 
] additional referral to th e ____

[ ] the same title 
.[ ] a new title

Committee

ADOPTS: letter of Intent

ATTACHES NEW FISCAL NOTE(s): (Dept)

[ ] fiscal im pact___________________________

APPROVES PREVIOUS: 

[ ] fiscal no te(s)______

[ ] zero fiscal note [ ] zero fiscal note(s)

(Dq> l/D tie)

SIGNING DO PASS DP OTHER RECOMMENDATIONS DNP NR AM

/

/iCc#G /

X
y

/

1 u

— l m B H i
'GNATURE

H ESS COMMITTEE REPO RT FORM



9/17/90

TEN C O M M O N  QUESTIONS A B O U T T H E  
N A T IO N A L  M A R R O W  D O N O R  P R O G R A M

1. What is the National Marrow Donor Program (N M DP )?

The National Marrow Donor Program (NMDP) ia a network of Transplant 
Centers (who care for patients), Donor Centers (who guard our volunteer 
donors' safety and confidentiality). Collection Centers (medical centers which 
meet our standards for marrow collection) and Recruitment Groups (which 
assist the NM DP in recruiting new volunteers for (he national registry; many 
NMDP Donor Centers also are aggressive recruitment arms of the NM DP).

The NMDP Coordinating Center is located in Sl  Paul, M N  and the computerized 
Registry is at the University of Minnesota. The Registry is the most 
sophisticated biometric program ever tun by the U of M  and is one of the most 
sophisticated in the world. N M D P  has a contractual relationship with the 
federal government, through the National Heart, Lung, and Blood Institute, to 
run a national registry.

NMDP has only been in existence since 1987 and has experienced rapid 
growth, especially in the last six months. This has been made possible because 
of the generosity of hundreds of thousands of Americans, willling to be the 
stranger who offers the living gift of life. NM DP now is facilitating about 25 
transplants a month. ' Admiral Zumwalt, NM DP Chairman of the Board has 
stated that the goal is 25 transplants a day.

We arc also a research organization, studyfng the efficacy of marrow 
transplants and related treatments. N M D P has created a "bank" of cell line 
samples which has the potential for offering exciting insights into blood 
diseases and genetic disorders.

NMDP is funded, in part, by Congress through ttie National Heart. Lung and 
Blood Institute (part of the Natioual Institutes of Health). The N M D P  also 
solicits charitable contributions for assistance In typing volunteers and other 
recruitment efforts.

2 . How many donors are on the Registry?

By the middle of September. 1990, over 200,000 people have volunteered and 
are included In the Registry. That number is doubled when you include 
volunteer donors from other countries, tnd it is expected to continue to grow 
nationally and internationally.

Volunteering to be a donor is not appropriate for everyone l!>ecauso of the 
commitment of time (about 40 hours in all. including counseling sessions, a 
complete physical and the approximately 24 hour hospital stay) and the need 
to use anesthesia when aspirating the marrow from the back of the pelvic 
bone. The discomfort felt after the donation has not been a major issue with

.CSS K̂iSiiW Bit

I

BACKUP ON BONE MARROW DONOR 
PROGRAM



NMDP Common Questions
Page 2

donors (for a  few days, there's a soreness described as similar to the feeling 
after falling on ice. on your dcrricre). However, because of the anesthesia 
factor. NMDP insists that all of  its volunteer donors are between 18 and 55 and 
in excellent health- Many of NMDP's volunteer donors have become strong 
advocates for the Program.

Marrow completely regenerates itself in about 15*30 days. That’s why this gift 
of a stranger is called the "living gift of life."

2 A . How many donors do you need to match all the patien ts  who 
request a m arrow t r a n s p l a n t ?

Wc don't know. Yet.

Depending on how common a patient's Human Leukocyte Antigens (HLA) are. 
the chances of finding a match may range from one in 100 to one in a million. 
The odds of finding a match are better within a patient's own racial group.

NMDP set a preliminary goal o f  100,000 donors for the United States and met 
that goal ahead of schedule. It became clear as we moved toward that goal that 
wc would need more donors to match certain types o f  patients, especially those 
from American minority populations. It also has become clear that unrelated 
marrow transplants are a global hope. Because of computer technology, it is 
possible to have a worldwide registry o f  volunteers. Marrow can — and has 
been •• exchanged between countries. NMDP has a goal of one million 
volunteer donors worldwide: 250.000 volunteers is NMDFs new U.S. goal. The 
U.S. goal includes expanding the ethnic diversity o f  this nation's registry to 
reflect the diversity of the country’s population. Because of the efforts of 
people all around the world. NMDP believes that its goal can be reached by 
1995.

While NMDFs goal continues to be to find a "miracle match" for everyone who
needs a marrow transplant, medical science may prove this to be impossible.
Even with a large pool of potential donors, patients who have a rare or unique
"HLA typing" may never find a match, no matter how large the pool of 
volunteer donors.

3 .  How many tra n sp la n ts  have  been done?

By the end of July, 1990, NMDP will have facilitated over 400 transplants, half 
of them for people under the age of 25. Of the patients receiving transplants. 
77% had some type of leukemia. Other transplant patients have had 
Myelodysplasia, Hodgkin's lymphoma, Non*Hodgkin's Lymphoma, Severe 
Aplastic Anemia (6.8%), Fanconi's Anemia, Osteopetrosis, Severe Combined 
Immunologic Deficiency, or other malignancies or non-malignant diseases.



Marrow transplants are being considered for patients with other types of 
cancer and other blood diseases. For example, research is being conducted to 
determine (he efficacy of using marrow transplants to treat patients with 
Sickle Cell Anemia. AIDS and other genetic blood disorders. It is too earlv to 
speculate about the potential success or failure of these rcscarch__cffofl5. 
NMDP officials continue to monitor these medical developments.

NMDP Common Questions
Page 3

4. W hat 's  the Success R ate?

The standard answer is not a concise one. Early data indicate that the success 
rate is between 30 and 80 percent, depending on the disease of the patient 
being treated, stage of disease and age and condition of the patient.

Initially, many patients who chose transplantation made that choice after all
other options had been exhausted. This resulted in less than physically ideal
circumstances for the patient, who may have been weakened by many rounds 
of chemotherapy or the disease itself.

The rigorous pre-transplant conditioning can be fatal, as marrow 
transplantation has become a more common treatment, patieats are being 
referred for transplant earlier. In general, early referral and a "quick 
match" assures a better outcome for the patient. Although the data is 
preliminary, it appears that unrelated donor transplants may have the same 
success rate as sibling transplants. With related donors, the chance of success
can be as high as 90%. depending on the patient's disease and stage of disease
at the time of transplant.

If the patient is alive and well three to five years after transplant, the 
probability of disease coming back is remote. There are patients currently 
alive and well nineteen years post transplant. Among patients receiving 
unrelated donor transplants, the longest living survivor is over seven years 
post transplant. NMDFs first transplant was done on December 15, 1987. It 
will be at least two to three years before NMDP can offer definitive numbers 
regarding success rate.

5 .  Does everyone who needs a transplant receive one and how 
much does it cost?

No, many patients are not referred for transplant, currently cannot find a 
matched donor or are too ill to undergo a transplant once a match is found. 
Other patients are not insured or underinsured and cannot afford or choose 
not to undertike the expensive and exhaustive process. Currently, NMDP is 
finding matches which result in transplant for 20% of the patients who search 
the NMDP Registry.

The average cost is approximately $150,000. From initial studies, marrow 
transplantation is more cost efficient than maintenance or "palliative" 
procedures which must be undertaken numerous times. Also a marrow



transplant can cure if successful. For a leukemia patient or an aplastic 
anemia patient, other treatment usually only temporarily treats the symptoms 
of (he disease.

Increasingly, health insurers are providing coverage/benefits for the cost of 
unrelated transplants as their experts review data on the successes achieved 
from this treatment. There is continuing concern over the hesitation by some 
payers to cover the donor search process and by some state governments to 
cover transplantation of any kind for medical assistance recipients.

Most of the cost of r transplant is the extended stay in isolation until it is 
determined there is sustained engrafunent of the new marrow, About 10% of 
the overall expense is the cost of actually searching for an unrelated donor. 
The search includes extended tissue typing (H LA  typing)/culturcs/donor 
counseling and a thorough physical exam, marrow collection and transport. 
NMDP continues to work with health care insurers to educate them about the 
procedure and why this portion of the cost should also be paid by the company.

NMDP Common Questions
Page 4

6. Does N M D P  encourage the efforts by individual families to 
iucresse the size of the registry?

With the help of Congress, the NM DP was established. The Program is hailed as 
a model for transplantation coordination and has progressed rapidly, 
exceeding all of our preliminary goals and expectations. Because of this 
success, many American families who held no hope for a loved one have now 
placed their Lope in finding a match for the special person in need.

To build a satisfactory donor pool, NM DP is in need of three basic elements;

A. M o re  A m e ric a n s  willing to offer the "living gift of life" by volunteering to 
become a pari of our Program. Currently, there is an especially critical 
need for minorities to volunteer.

B. The funds (private and/or public) to pay for the typing test. It costs 
approximately S65-S75 to do partial typing of new recruits. Of ail the 
challenges confronting NM DP, H LA test funding has been the toughest to 
surmount.

C  Time to allow other countries to establish their own registries. This
worldwide effort offers the best hope for patients seeking a matched donor. 
NM DP is vigorously encouraging development of registries in other 
countries.

While NMDP continues to seek private source funding to cover the significant 
HLA typing costs and to expand the registry internationally to allow for more 
diversity of the donor pool, the organization is also sensitive to the urgency 
felt by patients waiting today. Many families have launched local recruitment 
efforts when a matched donor was not immediately available through the 
registry.



NMDP Common Questions 
Page 5

NMDP encourages families (o contact the NMDP Coordinating Center where 
staff members are available to advise families about where to call for help and 
how best to proceed. NMDP officials also maintain a strong sense of concern 
for both patient and donor. This concern is integrated in the counsel given to 
families.

Because of the efforts of some families for their own loved one, the registry's 
volunteer pool continues to grow and other lives continue to be saved. This 
wonderful registry would not be possible if not for many "determined moms 
and dads."

Volunteers recruited in patient-specific drives sign consent forms which 
make them available to any patient searching for a matched donor.

7. How are searches done with other countries?

International developments are one of the most exciting efforts underway at 
NMDP. Currently, The Netherlands is, and Israel will soon be, a pan of NMDP's 
computer registry. Searches are "traded" (usually by facsimile) with the 
United Kingdom, Canada and France. NMDP anticipates that other European 
countries will become affiliated with the U.S. registry within the next six 
months. Japan and the Soviet Union are also considering creating a registry, 
and informal requests have come from many other nations offering 
opportunities for communications across political boundaries.

8 .  How long have you been doing  searches?

Since September, 1987. The first transplant was done in December, 1987. The 
100th transplant was done in February, 1989; the 200th in October, 1989; the 
300th in March. 1990.

9 . Why are you targeting minority commnnitles for donor 
recruitment?

In the same way that you inherit your skin color or your hair color, you 
inherit your tissue type. This tissue typing must match between patient and
donor to allow the best chance of success of the transplant.

For this reason, patients go first to their relatives when they are seeking a 
matched donor. About 25 percent of patients needing a transplant find a 
sibling match, the rest must turn their hope to NMDP.

Currently, 92 percent of the NMDP volunteer donors are Caucasian. It is of
critical importance that NMDP reach members o f  minority communities and
stress the urgent need for volunteer donors so the same hope can be offered to 
all Americans in need.



NMDP Common Questions
Page 6

10. How do I become a donor?

The NMDP has set up a network of NMDP donor centers (local blood bank
organizations). Coordinators at these centers counsel potential donors and 
work with NMDP when someone is identified as a potential match. Only the 
donor center knows the name of a donor, assuring protection and anonymity
of the donor. However, these donor centers are facing challenges and 
limitations of time, space and funding for typing. NMDP continues to assist
these centers in overcoming these limitations.

Those who are interested in volunteering may contact their local donor center
or call NMDP. In many communities, local drives are held, spearheaded by an 
individual family or one of NMDP's grassroots groups such as Heart of America, 
NMDFs Donor Center Without Walls. Always, there is concern about raising
the funds to pay for the HLA typing of those generous enough to volunteer as
donors. Personal and corporate contributions and some funding from blood 
centers have been used in these efforts.

If a newspaper, television or radio station chooses too inform their audience 
about where to call for more information, NMDP's public toll-free
number is 1-800/654-1247 For business-related calls to the NMDP, please
call 800/526-7809.
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D e a r  R e p r e s e n t a t i v e  B r u c k m a n :

A  m i r a c u l o u s  l i f e - s a v i n g  m o v e m e n t  i s  s w e e p i n g  a c r o s s  o u r  n a t i o n  

a s  m o r e  t h a n  3 0 , 0 0 0  v o l u n t e e r s  p e r  m o n t h  a r e  b e c o m i n g  a  p a r t  o f  

t h e  N a t i o n a l  M a r r o w  D o n o r  P r o g r a m .

I n  t h e  s i x  s h o r t  y e a r s  s i n c e  i t s  i n c e p t i o n ,  3 7 0 , 0 0 0  A m e r i c a n s  h a v e  

t a k e n  t h e  q u i c k  a n d  s i m p l e  b l o o d  t e s t  t o  j o i n  a r e g i s t r y  o f  
p o t e n t i a l  m a r r o w  d o n o r s  f o r  p a t i e n t s  s u f f e r i n g  f r o m  l e u k e m i a  o r  

a n y  o n e  o f  60 o t h e r w i s e  f a t a l  b l o o d  d i s o r d e r s .  T h r o u g h  t h i s  

n a t i o n a l  r e g i s t r y ,  40 m e n ,  w o m e n ,  a n d  c h i l d r e n  p e r  m o n t h ,  w h o  

o t h e r w i s e  h a d  n o  h o p e  f o r  l i f e ,  a r e  n o w  f i n d i n g  m a t c h e d  d o n o r s  

w h o  c a n  p r o v i d e  a s m a l l  a m o u n t  o f  m a r r o w  t h a t  o f f e r s  t h e m  t h e  

c h a n c e  o f  a l i f e t i m e .

A l t h o u g h  t h e  p r o g r a m  h a s  b e e n  a n  u n q u e s t i o n e d  s u c c e s s ,  t h e r e  i s  

s t i l l  m u c h  m o r e  t h a t  n e e d s  t o  b e  d o n e  i f  w e  a r e  t o  f i n d  m a t c h e d  

d o n o r s  f o r  t h e  e s t i m a t e d  2 4  p a t i e n t s  p e r  d a y  w h o  a r e  i n  n e e d  o f  a 

t r a n s p l a n t .  T h e  k e y s  t o  o u r  s u c c e s s  a r e  p e o p l e  w h o  a r e  w i l l i n g  t o  

v o l u n t e e r  t o  h e l p  u s  r e a c h  o u r  g o a l  o f  a  n a t i o n a l  r e g i s t r y  o f  1 

m i l l i o n  p o t e n t i a l  d o n o r s .  T h i s  i s  c r i t i c a l  b e c a u s e  w i t h  t h e  o d d s  

o f  f i n d i n g  a  m a t c h e d  d o n o r  a n y w h e r e  f r o m  o n e  i n  1 0 0  t o  o n e  i n  o n e  

m i l l i o n ,  t h e  c h a n c e s  o f  f i n d i n g  a  m a t c h  g r o w  a s  t h e  p o o l  o f  
p o t e n t i a l  d o n o r s  g r o w s .

T h e  U n i t e d  S t a t e s  C o n g r e s s ,  a n d  t h e  H o u s e  A p p r o p r i a t i o n s  C o m m i t t e e  

o n  w h i c h  I s e r v e ,  r e c o g n i z e d  t h e  t r e m e n d o u s  p o t e n t i a l  f o r  t h i s  

p r o g r a m  a s  w e  e s t a b l i s h e d  t h e  n a t i o n a l  r e g i s t r y  i n  1 9 8 7  a n d  h a v e  

a p p r o p r i a t e d  m o r e  t h a n  $ 8 5  m i l l i o n  s i n c e  t h e n  f o r  i t s  o p e r a t i o n s .  
I n  p a r t i c u l a r ,  w e  r e s p o n d e d  t o  t h e  p l e a s  o f  f a m i l i e s  a n d  

r e c r u i t m e n t  o r g a n i z a t i o n s  a r o u n d  t h e  c o u n t r y  b y  p r o v i d i n g  f e d e r a l  

f u n d i n g  t o  d e f r a y  t h e  $ 7 5  l a b  c o s t s  f o r  t h e  b l o o d  t e s t  o f  e a c h  

v o l u n t e e r .  O u r  C o m m i t t e e  a p p r o p r i a t e d  a l m o s t  $ 4 0  m i l l i o n  f o r  t h i s  

p u r p o s e  d u r i n g  a s i x  m o n t h  p e r i o d  l a s t  s u m m e r  a n d  f a l l .  A  m a j o r  

p o r t i o n  o f  t h e s e  f u n d s  a r e  b e i n g  u s e d  t o  t a r g e t  m i n o r i t y  

p o p u l a t i o n s  w h i c h  a r e  s e r i o u s l y  u n d e r - r e p r e s e n t e d  i n  t h e  r e g i s t r y .  

B e c a u s e  y o u r  m a r r o w  t y p e  i s  b a s e d  u p o n  y o u r  g e n e t i c  b a c k g r o u n d ,

©



w h i c h  y o u  i n h e r i t  f r o m  y o u r  p a r e n t s  j u s t  l i k e  y o u r  e y e ,  h a i r ,  a n d  

s k i n  c o l o r ,  it is m o r e  t h a n  l i k e l y  t h a t  a m a t c h e d  m a r r o w  d o n o r  

w i l l  b e  s o m e o n e  w i t h  t h e  s a m e  g e n e t i c  o r  e t h n i c  b a c k g r o u n d .

W h i l e  t h e  f e d e r a l  g o v e r n m e n t  h a s  p l a y e d  a m a j o r  r o l e  in t h e  

e s t a b l i s h m e n t  a n d  f u n d i n g  o f  t h e  N a t i o n a l  M a r r o w  D o n o r  P r o g r a m ,  

t h e r e  is s t i l l  m u c h  t h a t  c a n  a n d  m u s t  b e  d o n e  a t  t h e  s t a t e  a n d  

l o c a l  l e v e l  t o  i n c r e a s e  a w a r e n e s s  a b o u t  t h e  n a t i o n a l  r e g i s t r y ,  t o  

e n c o u r a g e  m o r e  A m e r i c a n s  t o  v o l u n t e e r ,  t o  e n h a n c e  m i n o r i t y  

r e c r u i t m e n t ,  a n d  t o  e n s u r e  t h a t  w h e n  m a t c h e d  d o n o r s  a r e  f o u n d  f o r  

p a t i e n t s ,  a t r a n s p l a n t  i s  n o t  p r e v e n t e d  f r o m  t a k i n g  p l a c e  b e c a u s e  

t h e  d o n o r  is u n a b l e  t o  t a k e  t i m e  o f f  f r o m  w o r k .  A  n u m b e r  o f  

s t a t e s  h a v e  p a s s e d  l e g i s l a t i o n  w h i c h  w i l l  b e  v e r y  h e l p f u l  i n  

s u p p l e m e n t i n g  t h e  w o r k  o f  t h e  n a t i o n a l  p r o g r a m .  M i n n e s o t a  a n d  

O r e g o n ,  i n  p a r t i c u l a r ,  h a v e  e n a c t e d  c o m p r e h e n s i v e  b i l l s  t h a t  

e s t a b l i s h  s t ? t e - w i d e  p r o g r a m s  t o  e d u c a t e  r e s i d e n t s  a b o u t  t h e  

p r o g r a m ,  t h a t  a u t h o r i z e  d o n o r  r e c r u i t m e n t  d r i v e s  f o r  s t a t e  

e m p l o y e e s ,  a n d  t h a t  r e q u i r e  b u s i n e s s e s  t o  g u a r a n t e e  e m p l o y e e s  u p  

t o  4 0 h o u r s  o f  p a i d  l e a v e  f o r  t h e  p u r p o s e  o f  d o n a t i n g  m a r r o w .  T h e  

O r e g o n  b i l l  a l s o  a u t h o r i z e s  a  t a x  c r e d i t  o f  2 5  p e r c e n t  t o  

c o m p e n s a t e  b u s i n e s s e s  f o r  t h e  c o s t  r e l a t e d  t o  a n  e m p l o y e e ' s  t i m e  

o f f  n e c e s s a r y  t o  d o n a t e  m a r r o w .  E n c l o s e d  i s  a  s u m m a r y  o f  t h e  

M i n n e s o t a  a n d  O r e g o n  l e g i s l a t i o n ,  a s  w e l l  a s  t h e  a c t i o n s  t a k e n  b y  

12 o t h e r  s t a t e  l e g i s l a t u r e s ,  w h i c h  I w o u l d  e n c o u r a g e  y o u  t o  s t u d y  

a n d  c o n s i d e r  s p o n s o r i n g  i n  y o u r  o w n  s t a t e . '

I n  a  r e l a t e d  m a t t e r ,  y o u  m a y  b e  i n t e r e s t e d  t o  k n o w  t h a t  d u r i n g  t h e  

N a t i o n a l  C o n f e r e n c e  o f  S t a t e  L e g i s l a t u r e s  A n n u a l  M e e t i n g  A u g u s t  

1 1 - 1 6  i n  O r l a n d o ,  F l o r i d a ,  t h e  N a t i o n a l  M a r r o w  D o n o r  P r o g r a m  w i l l  

s p o n s o r  a b o o t h  t o  p r o v i d e  y o u  w i t h  m o r e  i n f o r m a t i o n  a b o u t  t h e  

p r o g r a m .  A  s u m m a r y  o f  a c t i v i t y  b y  v a r i o u s  s t a t e  l e g i s l a t u r e s  a n d  

c o p i e s  o f  t h e  M i n n e s o t a  a n d  O r e g o n  l a w s  w i l l  b e  a v a i l a b l e  f o r  y o u  

t o  p i c k  u p  a s  w e l l  a s  a  p a c k e t  p r o v i d i n g  g r e a t e r  d e t a i l  a b o u t  t h e  

p r o g r a m .  Y o u  a l s o  w i l l  h a v e  t h e  o p p o r t u n i t y  t o  v o l u n t e e r  f o r  t h e  

n a t i o n a l  r e g i s t r y  b y  t a k i n g  t h e  q u i c k  a n d  s i m p l e  b l o o d  t e s t  r i g h t  

t h e r e  a t  t h e  b ooth.

T h e  N a t i o n a l  M a r r o w  D o n o r  P r o g r a m  i s  a n a t i o n a l  a n d  i n t e r n a t i o n a l  

t r e a s u r e  t h a t  i s  s a v i n g  l i v e s  t h r o u g h o u t  t h e  w o r l d .  B e i n g  

i n v o l v e d  w i t h  t h i s  m o d e r n  m e d i c a l  m i r a c l e  h a s  b e e n  o n e  o f  t h e  m o s t  

r e w a r d i n g  e x p e r i e n c e s  o f  m y  w h o l e  l i f e  a n d  I l o o k  f o r w a r d i n g  t o  

w o r k i n g  w i t h  y o u  t o  f u r t h e r  e x p a n d  o u r  e f f o r t s  t o  s a v e  l i v e s .

P l e a s e  d o  n o t  h e s i t a t e  t o  c o n t a c t  m e  i f  y o u  w o u l d  l i k e  c o p i e s  o f  

s p e c i f i c  s t a t e  l e g i s l a t i o n  o r  i f  y o u  w o u l d  l i k e  m o r e  d e t a i l e d  

i n f o r m a t i o n  a b o u t  t h e  p r o g r a m  o r  s p o n s o r i n g  d o n o r  r e c r u i t m e n t  

p r o g r a m s  i n  y o u r  d i s t r i c t .  T h a n k  y o u  f o r  y o u r  i n t e r e s t ,  a n d  w i t h  

b e s t  w i s h e s  a n d  p e r s o n a l  r e g a r d s ,  I a m

Vft»y4wtiily y o u r s ,

V .  W. B i y r  Y o u j ^  

M e m b e r  o f  Cor / g r e s s
C W Y : h g

E n c l o s u r e



T H E  W H I T E  H O U S E

D e a r  F r i e n d s ,

I t  i s  a  p l e a s u r e  t o  s e n d  t h i s  m e s s a g e  o f  

g r a t i t u d e  a n d  e n c o u r a g e m e n t  t o  a l l  t h o s e  w h o  

a r e  r e s p o n d i n g  t o  t h e  n e e d  f o r  m o r e  v o l u n t e e r  

b o n e  m a r r o w  d o n o r s  t h r o u g h o u t  o u r  c o u n t r y .

T o d a y ,  b e c a u s e  o f  t h e  g e n e r o u s  s p i r i t  

o f  h u n d r e d s  o f  t h o u s a n d s  o f  A m e r i c a n s ,  m a n y  

p a t i e n t s  w i t h  f a t a l  b l o o d  d i s e a s e s  h a v e  r e c e i v e d  

t h e  c h a n c e  o f  a  l i f e t i m e .  T h i s  s p i r i t  h a s  n o w  

t r a v e l e d  t o  m a n y  o t h e r  c o u n t r i e s  a s  w e l l ,  t h u s  

p r o v i d i n g  a  l a r g e r  p o o l  o f  v o l u n t e e r  d o n o r s  a n d  

a  s e n s e  t h a t  t h i s  w o r l d  i s  a  l i t t l e  b i t  b e t t e r  

b e c a u s e  s t r a n g e r s  a r e  g i v i n g  t h e  l i v i n g  g i f t  

o f  m a r r o w .  B u t  s o  m a n y  m o r e  p e o p l e  a r e  s t i l l  o n  

w a i t i n g  l i s t s ,  h o p i n g  a n d  p r a y i n g  t h a t  s o m e o n e  

w i l l  d o n a t e  m a r r o w  t h a t  m a t c h e s  t h e i r  o w n .

T h e  N a t i o n a l  M a r r o w  D o n o r  P r o g r a m  i s  m a k i n g  i t  

p o s s i b l e  t o  b u i l d  t h i s  w o r l d w i d e  n e t w o r k  o f  h o p e  

a n d  h e l p .

I  s a l u t e  e v e r y o n e  w h o  i s  p a r t i c i p a t i n g  i n  

d o n o r  r e c r u i t m e n t  e f f o r t s .  M a y  y o u r  c o m m i t m e n t  

b r i n g  e a c h  o f  y o u  a  s e n s e  o f  s a t i s f a c t i o n  t h a t  

y o u  a r e  p a r t  o f  a  g l o b a l  l i f e s a v i n g  e f f o r t .

W a r m l y ,
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By Albert 0*01
EDDIIE M U R PH Y: C om ic 
isn 't oogaglng about his 
possible engagem ent 2D.

M O V IE S  
F O R  T H E  
D E C A D E S
'R EB EL W ITHOUT A 
C AU S E/ T H E  
G RADUATE; 'SATURDAY 
N IGHT FEVER,' T H E  BiG 
C H ILL’ AND 'GRAND 
CANYON' REFLECT 
THEIR ERAS. 5D.
C L A S S I F I E D  A D S

B U SIN ESS.......................6D
M ARKETPLACE 6 0

A  d r i v e  f o r  b l a c k  m a r r o w  d o n o r s
By K a ly  K e lly .
USA TODAY

B rito n y  M otlow , 3 ^ ,  asks 
the same question o f alm ost ev­
eryone she m eets * A re  you go­
ing to  help m y daddy?"

w ith o u t the help o f a strang­
er, he r daddy, A1 M otlow , 31, 
w ill die. The M itch e llv llle , M d , 
contractor has ch ron ic m yelo­
cy tic  leukem ia. H is on ly hope 
is  a bone m arrow  transp lan t 

M otlow , who b  black, knows

Minority matches needed
his chances are s lim : Relatives 
have been tested and ru led  o u t 
And since 1868, on ly  l i  blacks 
have found m atches through 
the N ational M arrow  D onor 
Program ; 1,026 w hites have. 
The reason: The program  has 
alm ost 470,000 volunteer do­
nors, but only 17,400 are black.

Bone m arrow  characteris­
tics are Inherited; a pa tient has

a m uch be lte r chance o f find­
ing  a m atch In someone o f the 
same ethnic background.

To he lp  M otlow  and a t least 
2,000 o ther blacks who need 
tra n s p la n ts , o ffic ia ls  have  
com e up w ith  an am bitious 
new cam paign to  Increase the 
num ber o f b lack potentia l do­
nors by 30,000 In the next

W ith $6 m illio n
he next year, 
appropriated

by Congress, the program  b  of­
fe rin g  free  tissue tests to  poten­
tia l b lack, Aslan, H ispanic and 
n a tive  /jn e ric a n  donors a t 
117 U.S. donor centers. The 
cost fo r w hites b  $50 to  $63.

The program  has been en­
dorsed by ce lebrities Including 
Jesse Jackson and boxer Tom ­
m y Kearns; churches and oth­
ers have lieen asked to  re c ru it 

"Those who volunteer w ill 
have the special jo y  o f know ing 
they have given the g ift o f life  
to  others in  need," says Health 
and Hum an Services Secretory 
Louis Sullivan. A t 58, Sullivan b  
too old to register.

The dooor program 's L iz 
Quam says having such high- 
p ro file  supporters w ill dram at­
ic a lly  and qu ick ly  boost the 
num ber o f b lack participants. 

A1 Mot! ow hopes she’s r ig h t

R e g i s t r a t i o n ,  

r e q u i r e m e n t s 1

i • . * ' %r * -
To reg iste r to  be a .m a r^  

row  dooor, vo lunteers m n str
► Be between 18 aoS ( 

and In  good health . •
► Have 2 tablespoons o f 

th e ir blood draw n a t an ap­
proved donor center.

► F ill out a  three-page 
co n fid e n tia l questionna ire , 
and sign a ooosent fo rm .

I f  a m a tc h  Is  roads ,'; 
(w hich b  ra re ) and a tra n s it 
p lan t b  perfo rm ed, the  d o -

1 qua rt o f m a im r, .w tdC b^ 
replenishes its e lf ta  'A. f tT S  
weeks. Dooora pay, 
and ans usually wea 
to  w ork w ith in  tw o  

F o r Ir ifta to a tla & c a fr1 
N a tio n a l M * n W .D o n  
P rogram : 8006344547,

• ' i. ••••;£•*&?!

Solitude unhealthy



usiness
Health

A CHANCE TO SAVE THE LIFE OF A STRANGER
A  year ago, Danny Sto­

rey, an A ir  Force 
equipm ent specia list 

in  Milwaukee, agreed to do­
nate bone marrow to a leuke­
m ia victim  he had never m et 
The transplant was success­
fu l. Says an ecstatic Storey: 
"Y ou 're  not giving up any­
th in g  from  yourself, bu t you 
have saved somebody’s life ."

Storey is one o f 200,000 
people who’ve jo ined the 
three-year-old National M ar­
row  Donor Program (NMDPv 
w hich matches victims o f fa ­
ta l blood diseases w ith unre­
lated donors. The odds o f 
find ing  a match is remote—  
ju s t 20,000 to  1, which is why 
o n ly  430 such transp lan ts 
have been made so fa r. S till, 
those odds improve as more 
donors sign up. Corporations 
are jo in ing the e ffo rt In  July, 
General M ills and Searle an­

nounced employee program s: 
The companies w ill pay the 
$75 cost o f "ty p in g .”

Anyone from  18 to  55 and 
in good health can undergo 
this firs t step. A n NMDP-affili- 
ated blood bank o r hospital 
vnll type ycu r blood fo r basic 
human leukocyte  an tigens. 
The inform ation is stored un­
til you’re given a p re lim inary 
match w ith  a re c ip ie n t w hich 
could take years. There's a 
less than 20% chance you’ll be 
called a t alL
m any TUTS. I f  you are, you 
undergo additional com patib il­
ity  tests, a com plete physical 
exam, and psychological coun­
seling. “ You know  you’re  g iv­
ing a specific person the on ly 
chance a t life  he has," says 
Tony Steele, coord inator o f 
the N IO P a t B elle  BonfQs Me­
morial Blood C enter in  Den­
ver. So fa r, over 50% o f the 
recipients have survived.

I f  you feel you can’t  take it, 
this would be the tim e to  back 
o u t That's because the next 
irrevocable step is  fo r the re­
cipient to undergo rigorous 
chemotherapy aimed a t de­
stroying bone m arrow  so i t  
can be replaced w ith  yours.

D onatiug m a rro w  is  n o t

simple. You are placed under 
general anesthesia w hile  the 
m arrow  is e x tra c te d  fro m  
your pelvic bones. Expect an 
overnight hospital stay and to 
ache fo r about 10 days.

The marrow, meanwhile, is 
rushed to  the recip ien t fo r

who died actua lly listed his 
donor among his survivors.

Because o f the emotional 
im pact, the NMDP (800 654- 
1247) in itia lly  lim ited people to 
one donation, bu t it's  recon­
sidering. T hat's because o f 
donors such as M aria Gaitan-

BOW MMIOW UCWflMT MY SMSOM AMD BOMOB MMMY STOUT

transplant w ith in  24 hours. 
Y ou 'll know only the patient's 
firs t name and age, b u t you’ll 
be kept inform ed about his o r 
her status. Once the proce­
dure is completed, however, 
the tw o o f you can exchange 
names and even m eet The 
fam ily  o f one leukemia victim

Endres, a p roperty manager 
in  McLean, Va. She gave mar­
row  to  a 33-yearold West 
Coast leukem ia victim  iii  Au­
g u s t The outcome is s till in 
doub t b u t she found the ex­
perience so rew arding tha t 
" I ’d give again in  a heart­
b e a t”  Sandro Atchison
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