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Representative Carl Gatto
Sponsor Statement for HB 356

"An Act allowing minors to donate bone marrow. "

H o u se  B ill 3 5 6  a llo w s  a m in o r  w ith  d o c to ra l and  p are n ta l c o n se n t to  d o n a te  bone 
m arro w .

B o n e  m a rro w  c o n ta in s  s tem  c e lls , w h ich  c a p .b e  tra n sp la n te d  in to  a p e rso n  to  res to re  s tem  
c e lls  th a t w ere  d e s tro y e d  by  h igh  d o ses  o f  c h e m o th e ra p y  a n d /o r  rad ia tio n . T h e  N a tio n a l 
C a n c e r  In s titu te  re p o r ts  tha t b o n e  m arro w  tra n sp la n ts  a re  m ost c o m m o n ly  u se d  fo r 
tre a tin g  p e rs o n s  w ith  le u k e m ia  o r  ly m p h o m a , and  m ay  a lso  be u sed  to  treat c h ild h o o d  
b ra in  tu rn o rs  a n d  n e u ro b la s to m a .

E lig ib ili ty  to  rece iv e  a  bo ne  m a rro w  d o n a tio n  is b ased  on  the tissu e  c o m p a tib ility  w ith  
th a t o f  th e  d o n o r. T issu e  typ e  is in h e rited , thu s  p a tie n ts  are  m o st l ik e ly  to  m a tch  so m eo n e  
o f  th e ir  s a m e  rac e  a n d  e th n ic ity . A c c o rd in g  the A la sk a  B lo o d  B an k  o f  the  a v a ila b le  3 .5  
m illio n  v o lu n te e rs  on  th e  N a tio n a l R e g is trv  o n ly  1 .3%  c o u ld  be  p o ss ib le  m a tch es  to  a 
N a tiv e  A m e ric a n . W ith  the la rg e  N a tiv e  p o p u la tio n  in A lask a  it is e sse n tia l th a t the re  be 
an in c re a se  in th e  a v a ila b ility  o f  p o ssib le  m a tc h e s  fo r b o n e  m a rro w  tra n sp lan ts .

T h e  N a tio n a l B o n e  M a rro w  D o n o r P ro g ra m  (N M D P ) d o es  not a llo w  fo r  m in o rs  to 
p a r tic ip a te  in te s tin g  d e te rm in in g  c a p a b ili ty  fo r b o n e  m arro w  d o n a tio n . T h e  re a so n in g  
c ite d  by  th e  N M D P  h as b een  th a t m in o rs  a rc  no t c a p a b le  to  c o n sen t to  the  m ed ical 
p ro c e d u re s . T h e  rea so n in g  fo r  th is lim ita tio n  is u n c lea r. T h is  p ro c e d u re  w o u ld  o n ly  be 
d o n e  fo r  a  m in o r  w ith  the  p ro p e r  c o n sen t o f  the  p a re n t, g u a rd ia n , and  p h y sic ian .

C u rren t m e d ic a l p ro ce d u re s  h av e  c re a ted  th e  p o ss ib ili ty  fo r  less p a in fu l tran sp lan t 
p ro c e d u re s . D o n a tin g  m a rro w  ty p ic a lly  d o e s  not c re a te  s ig n if ic a n t p ro b le m s  fo r the d o n o r 
b ec a u se  o n ly  a sm all a m o u n t o f  m arrow  is n eed ed . T h e  bo d y  re p la c e s  the  lost m arro w  in 
o n ly  a few  w eek s.

A llo w in g  fo r d o n a tio n s  o f  b o n e  m arro w  by  m in o rs  c o u ld  s ig n if ic a n tly  im p ro v e  the o d d s 
o f  su rv iv a l fo r m a n y  A lask a n s . T h is  le g is la tio n  is im p e ra tiv e  if  A la sk a n s  are to  w in the  
figh t a g a in s t leu k em ia  o r  ly m p h o m a

Representative_Carl_Gatto@legis.state.ak.us
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FISCAL NOTE
Fiscal Note Number:
Bill Version:
( ) Publish Date:

Revision Dale/Time (Note it correction): Dept. Affected.

D E N T A L S E R V IC E S ^  AN^  RPU D epartm ental Support Services

STA T E O F  ALASKA
2006 L EG ISLA TIV E SESSION

Title

HB356-DHSS-FM S-02-27-06

Health & Social Serv ices

C om ponent C om m issioner's Office

GATTOSponsor

R e q u e s te r  _____________

Expenditures/Revenues
HOUSE (HES) Component No. 

(Thousands of Dollars)

317

OPERATING EXPENDITURES FY 2007 FY 2008 FY 2009 FY 2010 FY 2011 FY 2012

P ersonal Services 
Travel 
Contractual 
S upplies 
E quipm ent 
Land & Structures 
G ran ts & Claims 
M iscellaneous

TOTAL OPERATING 0.0 0.0 0.0 0.0 0.0 o.o

CAPITAL EXPENDITURES

CHANGE IN REVENUES (0)

FUND SOURCE (T housands of Dollars)
1002 Federal R eceipts
1003 G F Match
1004 G F
1037 GF/M ental Health
Othei (Specify T ype-do not abbreviate)
O ther(Specify T ype-do not abbreviate)

TOTAL 0.0 0.0 0.0 0.0 0.0

E s tim a te  o f any c u r r e n t y e a r  (FY2006) c o s t: _____________
M ark th is  box (X) if fu n d in g  fo r th is  bill is in c lu d ed  in th e  G o v e rn o r’s  FY 2007 b u d g e t p ro p o sa l: [
POSITIONS
Full-time
Part-tim e
T em porary

ANALYSIS: (Attach a separate page it necessary)

H o u se  Bill 356 has no fiscal impact on the D epartm ent o f  Health  and Social Services.

Prepared by: Sherry Hill. Special Assistant_____________________________  Phone 465-1618
Division Office of the Commissioner_________________________________ Date/Time 02/27/2006
Approved by: Karleen Jackson. Commissioner__________________________  Date 02/27/2006
Agency Department of Health and Social Sen, ices__________________

(R*wis«c 9/7/2005 OMB) Page 1 of 1
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Steps of Marrow and PBSC Donation

Intormation on this topic is available in Spanish

1. Jo in  the Registry. A nyone a g e  18 - 60 w ho m e e ts  th e  
h ea lth  g u id e lin e s  c a n  join. V o lu n tee rs  sh o u ld  b e  co m m itted  to 
help ing  an y  pa tien t. To join, you c o m p le te  a  sh o rt health  
q u e s tio n n a ire  a n d  sign  a  form  s ta tin g  th a t you u n d e rs ta n d  
w hat it m e a n s  to  b e  listed  on  th e  R eg istry . T h en , a  sm all b lood  
sa m p le  is ta k e n  to  find your t i s s u e  type . T h is  inform ation is 
a d d e d  to  th e  R egistry .

2. S tay com m itted  and  available. D o c to rs  s e a rc h  the  R eg istry  
to find a  d o n o r w h o se  t i s s u e  type  m a tc h e s  their p a tien t's . If 
you a re  c h o s e n , your d o n o r c e n te r  will c o n ta c t you. If you 
a g re e , m o re  te s tin g  will b e  sc h e d u le d .

3. A ttend an  inform ation se s s io n . You will m e e t with staff from  
your d o n o r c e n te r  to  le a rn  ab o u t th e  d o n a tio n  p ro c e s s , risks 
a n d  s id e  e ffec ts . You a re  free  to bring  a  friend  or family 
m em b er. You will a ls o  b e  told w hich s o u r c e  of b lood-form ing 
ce lls  is b e in g  r e q u e s te d  - e ith e r c o lle c te d  from  th e  m arrow  or 
from  th e  c ircu lating  b lood  (know n a s  a  P B S C  donation ). You 
will th en  d e c id e  w h e th e r  o r  not to  d o n a te .

4. R eceive a physical exam . If you a g re e  to  d o n a te , you will b e  
g iven  a  ph y sica l e x a m  to d isc o v e r if d o n a tin g  w ould p o s e  an y  
sp e c ia l risk s  to you o r th e  pa tien t.

5. M arrow donation  M arrow  
d o n a tio n  is a  su rg ica l 
prnc jd u re .  W hile you  rece iv e  
a n e s th e s ia ,  d o c to rs  u s e  
s p e c ia l, hollow  n e e d le s  to 
w ithd raw  liquid m arro w  from  
th e  b a c k  of your pelv ic  b o n e s . 
M any d o n o rs  re c e iv e  a  
tra n s fu s io n  of their ow n 
p rev io u s ly  d o n a te d  b lood .

5. PBSC D onation P B S C  
d o n a tio n  ta k e s  p la c e  a t a n  
a p h e re s is  c e n te r . T o  in c r e a s e  
th e  n u m b e r  of b lood-form ing  
ce lls  in th e  b lo o d s tream , 
d o n o rs  re ce iv e  daily  in jec tions 
of a  d rug  ca lled  filgrastim  for 
five d a y s  b e fo re  th e  co llection . 
Y our b lood  ir th en  rem o v e d  
th rough  a  s te rile  n e e d le  in o n e  
a rm  a n d  p a s s e d  th ro u g h  a 
m a c h in e  th a t s e p a r a te s  ou t th e  
b lood-form ing  ce lls . T h e  
rem ain ing  b lood  is re tu rn e d  to 
th e  donor.

1/13/2006 10:59 AM



6. S id e  effects  and 

recovery. You c a n  e x p e c t to  
fee l s o m e  s o r e n e s s  in your 
lo w er b a c k  for a  few  d a y s  o r 
lo n g e r . M ost d o n o rs  a r e  b a c k  
to  th e ir  n o rm al ro u tin e  in a  few  
d a y s . Y our m arrow  is 
c o m p le te ly  re p la c e d  w ithin four 
to six  w e e k s .

7. Follow -up. Y our N M DP 
d o n o r  c e n te r  co o rd in a to r  will 
follow  up  with you until you a re  
a b le  to  r e s u m e  n o rm al activity. 
Y ou will a ls o  re c e iv e  a n n u a l 
c a lls  for long -te rm  follow -up.

6. S ide effects  and 

recovery. You m ay  e x p e r ie n c e  
h e a d a c h e ,  o r b o n e  or m u sc le  
a c h e s  for s e v e ra l d a y s  b e fo re  
co llec tion . T h is is a  s id e  effec t 
of th e  filgrastim  in jec tions tha t 
you re c e iv e d  to  in c re a s e  th e  
n u m b e r  of b lood-form ing  ce lls  
in th e  b lo o d s tre a m . T h e s e  
e ffe c ts  d is a p p e a r  shortly  a fte r 
th e  co liec tion .

7. Fo llow -up . Y our NM DP d o n o r 
c e n te r  co o rd in a to r  will follow  up 
with you until you  a re  a b le  to 
r e s u m e  n o rm al activity. You will 
a ls o  re c e iv e  a n n u a l c a lls  for 
lo n g -te rm  follow -up.

After you donate marrow or peripheral (circulating) blood cells, your NMDP Donor Center coordinator will 
call you to follow up on your experience. Your coordinator will continue to call you regularly until you are 
able to resum e normal activity, and annually for long-term follow up.

Last Updated: October 2005

Copynqm o 2005 National Marrow Donor Program All Rights Reserved
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M d .  f  i n d e n t s  C e l e b r a t e  M a r r o w  D o n o r  B i l l  m ™™"* a c k u a
f  4vcriis«men»

By Ylan Q. Mui 
Washington Post Staff Writer 
Thursday. April 7. 2005; Page B03

F or three  long years  -- a l ife tim e W  m ost  teenagers  -  the g ir ls  o f  S is te r to  S is te r  at O a k la n d  M ills  High 
S choo l  in C o lu m b ia  have  to i led  on a bill that w ou ld  lo w e r  the  age o f  co n sen t  for bone  m arro w  
dona tions .  C lu b  m em b ers  he lped  draft the original leg is la tion , lobbied po li t ic ians  and  tes tif ied  before the 
G enera l  A ssem bly .

At first, their  bill w as  deferred . Last year, it d ied  in c o m m itte e .  But yes terday  the H ouse  gave the bill 
final app ro v a l ,  fo l lo w in g  a g reen  light by  the S enate  last w eek .

"P e rsev eran ce  pays  off ,"  sa id  sen io r  M o n ica  H ollow ay . 17, w h o  w orked  on the bill from  the start. "It 
w o u ld 'v e  been rea l ly  d isco u rag in g  af te r  all this if  they just sa id ,  'No t h a n k s . ' "

T h e  bill w ou ld  a l lo w  m inors  to  g ive  b o n e  m arrow  to non-re la t ives  with  perm iss io n  from  the ir  physician  
and  if  there  is no substan tia l  m edica l  risk  to the donor. G ov . R obert  L. E hrlich  Jr. (R ) still m u s t  sign the 
leg is la tion , but D el. E lizabe th  B obo  (D -H o w a rd ) ,  w h o  sp o n so red  the bill an d  rep resen ts  the girls ' 
d istrict,  sa id  she  is co n f id en t  that they have c lea red  all the hurdles.

"The en th u s ia sm  an d  co m m itm e n t  o f  the girls is one th ing  that keeps m e going ."  she  said. "I th ink they 
have a really  g o o d  pub lic  po licy  idea here."

T h e  p ro jec t  began  th ree  years  ago  w hen  O ak lan d  M ills  E ng lish  teacher  and  c lub  sp o n so r  Joslyn  W olfe 
read  a n e w sp a p e r  ar t ic le  ab o u t  a 16-year-o ld  in W ash in g to n  s la te  w h o  w a n te d  to d o n a te  bone m arro w  to 
a s t ran g e r  with leu k em ia  w h o  shared  his co m p lex  e thnic  heritage: African A m er ican .  H ispan ic  and 
K orean .  T h e  ch an ce  o f  f ind ing  a b one  m arro w  m atch  for peop le  o f  m ixed  race  is s lim

But the teen ag er  soon  d isco v ered  that s late law p roh ib i ted  those  younger  than  18 from  giv ing  bone  
marrow' to  so m eo n e  w'ho w as  not a rela tive . T h a t ’s w hen  lie dec id ed  to launch  a c rusade  for the country 's  
first law' to  low er the age fur bone  m arro w  donors .

W a sh in g to n  state ad o p ted  the m easu re  in 2000, and  M issouri  has  passed  a s im ila r  bill. W olfe  dec ided  
that p u rsu in g  the effort  in M ary lan d  w o u ld  be an ideal p roject fo r  S ister to S ister,  w h ich  su p p o r ts  
ac h ie v em en t  am o n g  b lack  teenage  girls, a n d  the girls  im m ed ia te ly  w a rm ed  to  the task. Little d id  they 
expect  h o w  long — and  so m e tim e s  tho rny  -  the ro ad  w o u ld  be.

"W e w ere  told that,"  H o l lo w ay  said. "But I don 't  th ink it rea lly  hit hom e."

T ha t  is. until the g irls  w ere  fo rced  to sit th rough  end less  deba te s  and  hearings  on the issue. T h e i r  project 
m o rp h ed  from  a s im p le  serv ice  effort  to an in-depth  lesson in the w heeling  and  dea ling  o f  the G eneral 
A ssem bly .

In its first incarna tion ,  the hill so u g h t  to  lo w e r  age  o f  co n se n t  fo r  bone  m arro w  d o n a tio n s  to  16. T h e  girls 
p resen ted  the idea to H o w ard  C ou n ty 's  de lega tion  in the s u m m e r  o f  2003. It w as  too late to in troduce  the 
hill that year, hut B o b o  assured  the s tu d en ts  that they had the de lega tion 's  support .

t / l 3 / 2 0 0 6  if) a i  a m
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Yet w h e n  the bill wa^ p resen ted  d u r in g  last year's sess ion ,  it d ied  in com m ittee .  L aw m a k e rs  and som e 
health  ad v o c a te s  w orr ied  that 16-year-o lds  are too  y o u n g  to m ak e  such  a dec is ion . T h e  N ational M arrow  
D o n o r  P ro g ram , w h ich  l im its  d o n o rs  to those 18 to 6 0  years o ld , o p p o sed  the bill, c i t ing  the medical 
risks a s so c ia te d  w ith  donation .

T he  g ir ls  were d e te rm in e d  to  see the ir  bill through to  the end. W hen  it w as  re in troduced  this session, the 
H o u se  H ealth  a n d  G o v e rn m e n t  O p e ra t io n s  C o m m it tee  took out spec if ic  re ferences  to m in o rs  and instead 
req u ired  that all d o n o rs ,  reg ard less  o f  age, have a docto r 's  approval.  Parenta l consen t  for m ino rs  is 
im p lied ,  B obo said.

T h e  e n d  result w as  not ex ac tly  w ha t  the girls had env is ioned . But it passed  the H o u se  and  the Senate  
un an im ous ly .

"I th ink  it m ak es  sense ,"  sa id  s e n io r  Jad e  V aughn , 18, w hose  fa ther is D J .  M ichae l L. V aughn  (D -Prince 
G eo rg e 's ) .  "If tha t 's  w ha t it w o u ld 'v e  taken  "or it to  pass ,  that 's  fine w ith  us."

T h e  g ir ls  said th e ir  th ree -yea r  jo u rn e y  has  taught them  a lot, f rom  w rit ing  and  research  skills  to ho w  to 
g ive tes tim ony . B ut i f  there 's  one  lesson  that they 've m astered , it is h o w  to be d ip lom atic .

"P eo p le 's  lives a re  saved  e i th e r  way,"  H o llo w ay  said. "So  it doesn 't  m a t te r  that m uch ."

©  2005  T h e  W ash in g to n  Post C o m p a n y

A dvertising  L inks W hat's this?

Save on All Y our C alls with V onage
W hen looking for local regional and long distance calling, u se  Vonage to m ake calls to all 
50 s ta tes  and C anada. Get voicemail, great international rales and more. Sign up today. 
www.vonage.com

M ortgage R a tes  Hit R ecord  Lows
$160,000 loan as  low a s  $633/month. Compare rates - refinance now. 
www.lowermybills.com

Find a Loan a t L endingT ree.com
1 simple form, up to 4 real loan offers in minutes. 
www.lendingtree.com

l / l 3/2006 10:41 AM
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M ushe r S u san  Bu tche r U ndergoes T rea tm en t For 
Leukem ia

Bone Marrow Donor Being Sought

Decem ber 08, 2005 
Thursday

Seattle , Wash. - Susan Butcher, fo u r-tim e  cham pion o f the  Id ita rod  Trail 
Sled Dog Race and once the m ost dom inan t a th le te  in her s p - . t ,  has been 
d iagnosed w ith  acute m yelogenous leukem ia (AML), a m a lignan t disease o f 
the blood and bone m arrow , and is undergoing chem otherapy tre a tm e n t at 
Fred Hutchison Cancer Research Center a t the U n ivers ity  o f W ashington, 
Seattle.

Butcher's husband, David 
Monson, said she was 
diagnosed late last week 
and began tre a tm e n t 
Decem ber 6. Butcher's 
protoco l calls fo r several 
m onths chem otherapy.
Then once the  leukem ia is 
in rem ission, she probably 
w ill undergo a bone 
m arrow  transp lan t if a 
su itab le  dono r can be 
found.

The Leukem ia and 
Lym phom a Society and the  
N ational Cancer In s titu te  
report th a t about 12,000 
people are diagnosed w ith  
AML every  year. About 50 
cases have been reported 
in Alaska.
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"W e'll be in Seattle  fo r at 
least six m onths," he said, 
"and m y jo b  is to  take care 
o f Susan. Susan's jo b  is to 
not w o rry  and focus on her 
healing. But w e've been 
overwhelm ed th a t people 
w ant to help any way they 
can."

The b iggest need righ t 
now, he said, is to  find a 
donor whose bone m arrow  
is com patib le  w ith  
Butcher's. The hospita l is 
recru iting  donors from  her 
im m edia te  fam ily  including 
Monson and the couple's 
two daughters, bu t 
s ta tis tica lly  it's un like ly  
any o f them  w ill provide a 
match, he said.

The Blood Bank o f Alaska 
is organizing a statew ide 
donor d rive  on Decem ber 30th to  tes t anyone who would like to  donate. The 
process is a sim ple blood test and samples are sent to the  Puget Sound 
Blood Center.

The m atching process takes up to tw o m onths, and those tested th rough the 
Blood Bank o f Alaska are entered into the national database fo r a possible 
match w ith  anyone in need o f a bone m arrow  transp lan t.

GCI, Butcher's long-tim e  sponsor, said it would donate funds to the Blood 
Bank o f Alaska to help defray testing  costs and provide fo r a g re a te r pool o f 
possible donors fo r Susan and all who are a fflic ted  w ith  AML. Up to 500 
people can be tested for free. A fte r tha t, the cost is $65 per person.

I f  someone wants to  be tested to  donate specifically to  Butcher, bone 
m arrow  com pa tib ility  testing  is availab le  through a p riva te  labo ra to ry  called 
TEPNEL LIFECODES. Upon request, the com pany w ill send a k it. The donor 
takes the k it to a p riva te  physician fo r blood typ ing , and the  blood sample is 
sent back to the com pany. Test results are usually known w ith in  a week, but 
donors do not become part o f the  national reg istry . The cost fo r the  private 
test is $115 fo r the k it plus the cost o f the physician's v is it a n d /o r lab fees.

The National Marrow Donor Proyram  says of the 5.5 m illion po ten tia l donors 
on the national reg is try , the chance o f a match is one in 20 ,000  to  one in 
50,000. C urrently , the NMDP facilita tes an average o f 200 transp lan ts  per 
m onth and more than 15,000 have donated m arrow  for pa tien ts  who are not
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a fam ily  m em ber. The program  says once a perfect m atch is found, the 
re jection  rate is less than 5 percent.

" I th in k  people understand there 's  a very sm all chance th e ir bone marrow 
w ill be a m a tch ," Monson said, "bu t someone is going to save Susan's life 
th rough  a bone m arrow  donation . I f  they go on the reg ister, they  have the 
poss ib ility  to save som eone else's life. This process is so im p o rtan t, and this 
call fo r help is fo r everybody who needs a bone m arrow  donor."

Monson said updates on her progress will be posted on 
h tt p : / /w w w .susanb u tch e r.com which is curren tly  under construction. The 
site also w ill provide a place where people can find ou t how they can 
con tribu te  to the fam ily 's  needs. Wells Fargo has set up the  Susan Butcher 
Donation Account and donations can be made a t any Wells Fargo branch in 
the coun try .

"Susan w ill fig h t th is  as hard as any person can," Monson said. "She loves 
her fam ily  and she loves her life. That w ill be w hat keeps her m otiva ted 
th rough  the hard tim es ."

In fo rm a tio n :

In fo rm a tio n  about bone m arrow  donations can be found at 
/ / w w w .bonem arrow test.com  or 
/ / w w w .b loodbanko fa laska.org or 
//w w w . bonem arrow .o rg .

http_
h ttp

To contact TEPNEL LIFECODES, contact 1 .800.915.3695 .

To contact the Blood Bank o f Alaska, call 907 .376 .1195.

In fo rm a tio n  on the disease and trea tm en t options can be found 
a t h t tp : / /w w w .leukem ia -lym phom a.org  and 
h ttp ;//w w w . cancer.gov.
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By ANN POTEMPA 
Anchorage Daily News

( P u b lish e d : J a n u a ry  17, 2 0 0 6 )

Last m onth, a record 1,147 people th rou g ho u t Alaska had the ir blood draw n in hopes o f adding 
th e ir name to  the national bone m arrow  reg istry.

Many did it to  help Id ita rod  Trail Sled Dog Race cham pion Susan Butcher, who's figh ting  leukem ia 
and needs a m arrow  transp lan t. But reg istering  as a possible donor m eant they m igh t be m atched 
to m any o the r people needing transp lan ts  across the nation.

Since form ing in 1987, the National M arrow Donor Program has coordinated m ore than 20,000 
transp lan ts  o f bone m arrow  o r blood cells, m ost o f which w ent to  people w ith  leukem ia o r o the r 
types o f blood cancer.

W hat does jo in in g  the donor reg is try  mean? And if you do match som eone in need o f a transp lan t, 
how do you donate  your bone m arrow?

S ta ff a t the Blood Bank o f Alaska and Puget Sound Blood Center explained the donation process, 
which can s ta rt a lm ost as soon as you are logged in to  the reg is try  or m any years la ter.

That's  what happened to Sheri Hobson-H ill from  Big Lake. She reg istered w ith  the National Marrow 
D onor Program in 1988 during  a Lions Club drive. In  2003 — 15 years la te r — she got a le tte r 
saying she like ly  m atched a man she d id n 't know who needed new m arrow . She was still in terested 
in donating  so com pleted counseling about the procedure, received a iesson on w hat to expect and 
even tua lly  flew to Seattle  fo r surgery th a t removed bone m arrow  from  the back o f her pelvic 
bones.

Hobson-H ill said she fe lt she had som eth ing  to give someone else — even though she d idn 't know 
th a t person.

"I fee l m ost fo rtuna te  tha t I was able to g ive tha t g ift, and I would abso lu te ly  do it aga in ," she said.

T H E  D O N O R  R E G I S T R Y

Today, m ore than 5.5 m illion people are registered w ith  the National M arrow Donor Program, the 
w orld 's  largest reg is try  o f vo lun tee r donors, said Andrea Marsden, superv isor fo r the Puget Sound 
Blood Center's m arrow  donor program .

The Puget Sound program  recru its  donors from  W ashington and Alaska. So far, about 62,000 of 
the tw o states' residents have signed up, about 9,000 o f them  Alaskans.

Only people age 18 to 60 can jo in  the  National Marrow Donor Program , Marsden said. Donors 55 or
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younger are pre ferred. I f  tw o possible donors are available, transp lan t centers w ill pick the  younger 
donor. The donation  procedure becomes risk ier w ith  age, and the  recovery period m ay be longer.

Unless they say they want to be rem oved from  the reg is try  sooner, donors stay on un til they turn  
61, Marsden said.

To sign up as a donor, people m ust fill ou t paperwork th a t shows they m eet the age requirem ents 
and d on 't have health  cond itions tha t would prevent chem from  donating . They also have to  give a 
blood sample tn a t's  tested and typed.

"The testing is so sim ple ," said Keri Scaggs, a California wom an who repeated ly v is its  Alaska to 
sing and take photographs.

In  the  late 1990s, she entered the  national m arrow  reg is try  when her s is te r had recurring cancer 
and was looking fo r a m atch. Scaggs and her s iste r were no t com patib le , but Scaggs stayed on the 
lis t in hope o f helping others.

"A fte r w atching m y sis te r die, how  could I hold on to som eth ing  th a t could help someone else?" she 
asked.

F I N D I N G  T H E  M A R K E R S

In  2004, Scaggs heard tha t she m igh t be a match fo r ano the r wom an in need. She w ent in fo r 
m ore blood tests  bu t la ter learned the wom an had sought o th e r tre a tm e n t options and the 
donation  wasn’t  needed.

$
These blood tests  are collected to  m atch the donor and the recip ient. Everyone has a blood type 
such as A, B o r O but tha t's  not w ha t laboratories focus on when m atching m arrow . Instead, they 
look fo r the type  o f human leukocyte  antigen, also called HLA m arkers. These are sm all prote ins 
found on white blood cells, Marsden said. For a donor and rec ip ien t to be paired, the donor's  HLA 
m arkers need to  m atch the rec ip ien t's  to a certain degree.

HLA m arkers are genetica lly passed from  parents to children, so people in need o f bone m arrow  
donations are m ore likely to find m atches among fam ily  m em bers — especially sib lings — than 
nonre la tives.

"About 30 percent o f people find a m atch w ith in  the ir fa m ily ," Marsden said.

But th a t means the m a jo rity  don 't, and they 're  forced to find a m atch through the national reg istry 
o f unre la ted donors. Butcher has not found a match in her fam ily  so has turned to the national 
reg is try , said her husband, David Monson.

It 's  easier fo r people o f some races than o thers to find m atches. A person needing a bone m arrow  
donation  is more like ly  to m atch a donor o f the same race than a donor o f a d iffe ren t race,
Marsden said.

For exam ple, abou t th ree -fou rths  o f the people registered w ith  the National Marruw Donor Program 
are w h ite . That m akes it easier for Caucasian people to find m atches, because there  are m ore 
potentia l white donors than donors o f o the r races. Only 8 percent o f the registered donors are 
black. Only about 1 percent are Native Am erican and Alaska Native, said Mysti Skelton, the Blood 
Bank o f Alaska's bone m arrow  coord inator.

I f  a m atch is made, the donor and recip ient will not learn m any deta ils about each o the r to protect
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con fiden tia lity , Marsden sa id . I f  both parties agree, they can m eet one year a fte r the donation.

T H R O U G H  T H E  H I P

D uring her late 40s, Hobson-H ill heard she m atched someone. Before donating  her m arrow , she 
had ano the r round o f blood tes ts  to confirm  the  m atch and was paired w ith  a coord ina to r who 
m ade sure all her questions w ere answered. She learned w hat the donation procedure enta iled and 
w ha t side e ffects she could expect.

"I had no questions about w ha t was going to happen," she said.

Hobson-H ill said she was repea ted ly  asked if she s till w anted to go th rough w ith  the donation.

"A t any tim e, you can stop the  process," she said. " I t 's  up to  you."

In  May 2003, Hobson-H ill flew  to  Seattle  to donate bone m arrow . All o f her costs, including trave l, 
hote l, food and medical fees, were covered. Marsden said those costs are typ ica lly  covered by the 
National M arrow Donor Program , the Puget Sound Blood Center and the recip ient's health 
insurance.

The purpose o f the process is to pull blood stem  cells from  the donor and give them  to  the 
recip ient. Blood stem  cells n o rm a lly  live in the bone m arrow , and they can create o the r types o f 
blood cells, including red blood cells, w h ite  blood cells and p la te le ts, Marsden said.

The recip ient prepares for the  donation  by receiving chem otherapy, rad iation  o r both to destroy the 
diseased m arrow . Then the cells co llected from  the hea lthy donor are given tc  the  recip ient through 
the b loodstream . The cells tra ve l to  the m arrow  and m u ltip ly , according to  the National Marrow 
Donor Program.

When Hobson-H ill flew  to S ea ttle  to  donate her m arrow , she checked into the hospita l in the 
m orn ing. She was given genera l anesthesia, and the docto r inserted a large, hollow  needle in to  the 
pelvic bones in H obson-H ill's back and rem oved m arrow .

The am oun t rem oved depends on how much is needed by the recip ient, Marsden said. The m arrow  
is packaged and then flown o r d riven  to the rec ip ient in need. The donor's body replaces all m arrow  
rem oved in four to  six weeks, according to  the National Marrow D onor Program.

The entire  procedure typ ica lly  lasts an hour or tw o, and the donor is sent home o r to a hote l tha t 
a fte rnoon. Most donors w ill have pain and d iscom fort fo r a few days to  a week, but they are 
walk ing  righ t a fte r the procedure, Marsden said. They're  also given pain m edication should they 
need it. More serious com plica tions are rare, a lthough Marsden said one donor w ent through 
massage therapy to  a llevia te  nerve pain in her leg a fte r the procedure.

Hobson-H ill said she fe lt pain and stiffness and was s low -m oving, bu t all o f tha t waned during the 
week a fte r her donation.

S T R A I G H T  F R O M  B L O O D

A d iffe re n t procedure, called periphera l blood stem  cell collection, can be used during bone m arrow  
transp lan ts . Marsden explained the process:

The donor is g iven a drug fo r five  days to encourage the  bone m arrow  to send the stem cells in to
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the b loodstream . A fte r receiving the drug, the donor is connected to a m achine, w ith  a needle 
inserted in each arm. The firs t needle pulls blood out and circu lates it through the m achine, which 
rem oves the stem  cells. The rest o f the blood is re turned to the donor through the  o the r noodle.

This procedure can take fou r to 12 hours, Marsden said, and the donor m ust s it the whole tim e  
while  the m achine removes the blood stem  cells. There's no anesthetic, the on ly pain being from  
the in itia l poke o f the needles. Side effects may include head, bone or muscle aches during  the 
days leading up the procedure when the donor is receiving the drug, according to  the national 
donor program .

Doctors, not donors, decide which procedure w ill be used to  rem ove the stem  cells. Regardless of 
the procedure, Alaska donors w ill have to v is it a Seattle  hospital, Marsden said.

H O W  T O  R E G I S T E R

Skelton o f the Blood Bank o f Alaska said her organization plans to have ano the r bone m arrow  
donor drive Feb. 11 in fro n t o f the Egan Center in Anchorage. Times have not been set ye t, bu t 
people who are in terested can call Skelton a t 376-1195.

People who don’t want to w a it fo r a donor d rive  can call the Puget Sound Blood Center to receive 
the necessary paperw ork fo r donation. I f  they  qualify, the center can mail tubes so blood can be 
draw n at Alaska clinics and sent back to Seattle , Marsden said.

This m ay come w ith  a cost, however. Depending on w hether there 's  funding to cover a donor drive, 
a person w anting to reg ister may have to pay up to $65 for the labora tory costs to com plete  the  
test, Marsden said. All w h ite  people who w an t to sign up during the Feb. 11 drive in Anchorage will 
have to pay $65, Skelton said.

M inorities, however, do not have to pay because the governm ent is try ing  to recru it m ore o f them  
to the  reg istry, Marsden said.

Those wanting m ore in fo im a tio n  should call the Puget Sound Blood Center at 1 -800 -366-2831 .

Daily fJews reporte r Ann Potempa cun be reached at 257-4581 or apotem pa@ adn.com . 
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1 S E C T IO N  I . B E  IT  E N A C T E D  B Y  T H E  G E N E R A L  A S S E M B L Y  O F
2 M A R Y L A N D ,  That the Laws o f Maryland read as follows:

3 Article ■ Health • General

4 19-310.

5 (a) (1) In this (sectionj S U B S E C T IO N , "designated requestor" means a

6 hospital employee who has completed a course offered by an organ, tissue, or eye
7 recovery agency on how to approach potential donor families and request organ or

8 tissue donation.

3 l(b)l (2) [(1)J (I) On or before the occurrence o f each death in a hospital, the

10 hospital shall contact an appropriate organ, tissue, or eye recover/ agency in order to
11 determine the patient’s suitability for organ, tissue, or eye donation.

12 [(?.)] (II) The contact and its disposition shall be noted in the patient's

13 medical record.

14 l(c)| (3) 1(1 )J (I) The appropriate organ, tissue, or eye recovery agency, in

15 consultation with the patient's attending physician or the physician’s designee, shall
16 determine the patient's suitability for organ, tissue, or eye donation.

17 ((2)) (11) I f  the organ, tissue, or eye recover) agency, in consultation with

18 the patient's attending physician or the phyticiun's designee, determines that
19 donation is not appropriate based on established medical criteria, this determination

20 shall be noted by hospital personnel in the patient's medical record and no further

21 action is necessary.

22 [(3)] (. 1) I f  the organ, tissue, or eye recovery agency, in consultation with
23 the patient's attending physician or the physician's designee, determines that the
24 patient i* a suitable candidate for org ir . tissue, or eye donation, a representative o f
25 the appropriate organ, tissue, or eye recovery agency or a designated requestor shall
26 initiate a request under (subsection (d) o f this section] P A R A G R A P H  (4) O F  TH IS

27 S U B S E C T IO N , i f  applicable.

28 [(d)] (4) |(1)I (1) Except as provided in [subsection ( j)  of this section]
29 P A R A G R A P H  (10) O F T H IS  S U B S E C T IO N , when an individual dies in a hospital in

30 accordance with § 5-202 o f this article, a representative o f the appropriate organ,

31 tissue, or eye recovery agency or a designated requestor shall request, with
32 sensitivity, in the order o f stated priority, that the individual’s representative consent
33 to the donation o f all or tiny o f the decedent's organs or tissues as an anatomical

34 donation if suitable.

35 [(2)] (1J) Fo: the put] ascs oi [paragraph ( I)  o f this subsection)

36 S U B P A R A G R A P H  (I) O F  TH IS  P A R A G R A P H , the representative o f the deceused
37 individual is 1 o f the following individuals listed in the following order o f priority.

38 [(i)] J, A  spouse, but, if not ali-,c or not competent, then;



1 f(ii)] 2. A son or "laughter who is at least 18 years old, but, if not
2 alive, competent, or immediately available, then;

3 l(iii)] 3. A parent, but, if not aJive, competent, or immediately
4 available, then;

5 [(iv)] 4, A brother or sister who is at least 18 years old, but, if not
6 alive or not competent, then;

7 [(>)] 5. A guardian:

8 [(vi)] 6. A friend or other relative of the decedent, if the individual:

9 [l.J A. Is a competent individual; and

10 [2.] B. Presents an affidavit to the attending physician
11 stating:

12 I A. | 1. Thai th e ). idual is a relative or close friend of the
13 decedent; and

14 [B.J 11. Specific facts and circumstances demonstrating Chat
15 the individual maintained regular contact with th< decedent sufficient to be fnmili' r
16 with the decedent's activities, health, and personal beliefs; or

17 l(vii)J 7. Any other person authorized or required to dispose of the
18 body.

19 [(3)] (III) l(i)J 1. This (subsection] PARAGRAPH docs not apply ir the
20 decedent has given contrary directions.

21 [(ii)] 2. The fail ire o f the decedent to make a gift is not a contrary
22 direction for purposes of this Isubsection) PARAGRAPH.

23 [(4)] (IV) Contrary directions given by the dcceder’. under this
24 (subsection) PARAGRAPH shall be recorded in the decedent's medical record.

25 1(5)] (V) The representative of the appropriate organ, tissue, or eye
26 recover) agency or the designated requestor and the representative o f the deceased
27 patient are entitled to protection from civil and criminal liability as provided in §
28 4-508(b) o f the Estates and Trusts Article.

29 [(c)] (5) In all discussions concerning donations of organs and tissues, the
30 representative o f the appropriate organ, tissue, or eye recovery agency or the
31 designated requestor shall show reasonable discretion and sensitivity;

32 ((1)] (I) To the circumstances of the family of the decedent;

33 1(2.)J (II) To the religious beliefs o f the decedent; and

3 UNOFFICIAL COPY OF HOUSE BILL 565
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1 1(3)] (Hi) To the nonsuitability for organ or tissue donation o f the
2 decedent.

3 [(0] (6) 1(1)] (i) When a representative o f the appro, riatc organ, tissue.
4 eye recovery agency or a designated requestor makes a request under [subsection
5 (dX l) o f this section] PARAGRAPH (4)(I) OF THIS SUBSECTION, the representative or
6 designated requestor shall document tbc request and its disposition by having the
7 appropriate individual described in [subsection (dX2) o f this section] PARAGRAPH
8 (4)(U) OF THIS SUBSECTION sign a consent form or give a witnessed telegraphic.
9 witnessed telephonic, or recorded consent to the donation.

10 [(2)] (II) Hospital personnel shall note the request and its disposition in
11 the - 't 's  medical record or death certificate.

12 A hospital may not bill the estam of the decedent, a surviving spouse
13 . the C- .. i/ . . of the decedent, or an insurer of the decedent for the costs
14 i. social; v-in. h< ' t . ' val of all or any of the decedent’s organs or tissues for the
15 puji to -  ,o»i:cal donation.

16 [(h)] (8) After consultation with the Maryland Hospital Association, Inc., the
17 Medical and Chirurgical Faculty o f the State of Maryland, the Transplant Resource
18 Center o f Maryland, Inc., the Washington Regional Transplant Consortium, the
19 Medical Eye Bunk of Maryland, the Lions of District 22-C Eye Bank and Research
20 Foundation, Incorporated, the Health Facilities Association of Maryland, and Tissue
21 Banks International, the Secretary shall publish guidelines designed to implement
22 this [section] SUBSECTION, including guidelines:

23 [(1)] (I) Requiring that, at or near the rime of each individual death in a
24 hospital, the hospital contact by telephone an approprisue organ, tissue, or eye
25 recovery agency to determine the suitability of the individual for organ, tissue, and
26 eye donation;

27 |(2)] (II) Requiring that each hospital designate a person to make the
28 contact; and

29 1(3)] (HI) Identifying the information that the person designated by the
30 hospital shall have available before making the contact.

31 1(1)] (9) The provisions o f this [section] SUBSECTION shall in no way
32 interfere with the duties of the offic- o f the Chief Medical Examiner. In sudden deaths
33 under the jurisdiction of the o f f r  - o f the Chief Medical Examiner us provided in §
34 5-309 of this article, notification will be made to the office of the Chief Medical
35 Examiner prior to organ removal.

36 [(j)J (10) The consent o f the decedent’s representative is not necessary und the
37 provisions of [subsection (d) of this section] PARAGRAPH (4) OF THIS SUBSECTION do
38 not apply if:

39 [(!)] (J) The decedent’s drivers license or identification card contains a
40 notation that the decedent is an organ donor; or
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1 |(2)J (II) The decedent has consented lo the gift of all or any pan of ihc
2 decedent's body in accordance with the provisions of:

4

3 ((i)J 1 §5-604.1 o f this article; or

[(ii)j 2. Title 4. Subtitle 5 o f the Estates and Trusts Articlr.

5 L<k>] (11) A person who acts in good faith to recover organs or tissues in
6 accordance with a notation on the decedent s driver's license or identification card
7 that the decedent is an organ donor, a gift made in accordance with. § *>604.1 o f this
8 article or Title 4, Subtitle 5 o f the Estates and Trusts Article, or a g,.i rrade in
9 accordance with the anatomical gift laws of another slate or country is immune from
10 criminal prosecution and liability for damages in any cause o f tc .i r -  Ja tcd  to the
11 recovery and donation of the decedent's organs or tissues.

12 1(1)) (12) The Department shall conduct annual death record reviews at each
13 hospital to determine the hospital's compliance with the provisions o f this [section]
14 SUBSECTION. The Department may delegate its duty to conduct annual death record
15 reviews to the appropriate organ, tissue, or eye recovery agency serving Ihe region in
16 which a particular hospital is located.

17 (B) (1) SUBJECT TO PARAGRAPH (2) OF THIS SUBSECTION AND
18 NOTWITHSTANDING ANY OTHER PROVISION OF LAW. A HOSPITAL OFFERING BONE
19 MARROW TRANSPLANT SERVICES SHALL ALLOW AN LNDI7IDUAL TO DONATE BONE
20 MARROW TO ANY INDIVIDUAL.

21 (2) AN INDIVIDUAL MAY DONATE BONE MARROW TO ANOTHER
22 INDIVIDUAL IF A LICENSED PHYSICIAN DETERMINES, BASED ON THE PHYSICIAN'S
23 MEDICAL JUDGMENT, THAT THE DONATION OF THE BONE MARROW IS IN THE BEST
24 INTF-RHSTS OF THE DQNO B ANELPQNfifi DONEE AND THERE IS NO SUBSTANTIAL
25 R IS r  OF MEDICAL INJURY TO THE DONOR.

26 SECTION 2. AND BE IT FURTHER ENACTED. That this Act shall lake errect
27 October 1,2005.

TOTAL P .006
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B rie f Description: Allowing m inors to donate bone marrow.

Sponsors: Senators  Fraser, D cccic .  Thibaudcau, Prentice, T. Sheldon. Kohl-Welles, Fairley. 
M cA uliffe  and Oke.
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Background: The National M arrow  Dono. Program  does not permit testing people under 
the age o f  18 to determ ine com patib ility  for bone m arrow  donation. The reason cited has 
been that m inors arc not com peten t to provide informed consent to the medical procedures. 
The age and maturity o f  the m inor have not been sufficient exceptions to the policy, despite 
the fact that teenage m inors can consent to certain kinds o f  medical care.

Attention was focused on this policy by the m edia w hen North Thurston High School 
sophom ore Alden T ucker w as refused testing to see if  he was a bone m arrow  match for his 
friend M ichael Penon. T hrough private efforts, testing was finally performed, but he was 
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indicates that most minorities w ho search the Registry, with its current donor pool, are less 
likely to find a m arrow  match than Caucasians. S om e estimate nearly a 40  percent 
difference.

Summary: A person 's  status as a m inor cannot disqualify  him or her from bone marrow 
donation.
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