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FISCAL NOTE )
*Version: STt/ A?

STATE OF ALASKA (a; Publish Date: 3/&>/1*1%/
1991 LEGISLATIVE SESSION
Revision Date: Department Aficuteu. ruuiit oatecv
Title: An Act relating to anatomical. BRU: Alaska State Troopers
gifts. Component: Detachments-
Sponsor: Senator Fahrenkamp
Requestor: Senate HESS _COMPONENT SERIAL NO.
EXPENDITURES/REVENUES: (Thousands of Dollars) anflatlon not Included)

OPERATING FY 92 FY 93 FY 94 FY 95 FY 96 FY 97
PERSONAL SERVICES
TRAVEL
CONTRACTUAL ]
SUPPLIES i :CinsgaClAi(?anThis Changes in CS56//2- (/iES)
LAND & STRUCTURES date 1cl,omte Aide (initial) ] o
GRANTS. CLAIMS date ComteAide (initial)
MISCELLANEOUS
TOTAL OPERATING . 0 -0 -0 -0 0 -0
CAPITAL -0- -0- -0- -0- -0- -0-
REVENUE -0- -0- -0- -0- -0- -0-
FUNDING: (Thousands of Dollars)
GENERAL FUND
FEDERAL FUNDS
OTHER/PROG RCPT 1
TOTAL -0- -0- -0- -0- - =l
POSITIONS:
FULL-TIME *-0 0 0 0 0 0
PART-TIME 0 0 0 0 0 0
TEMPORARY 0 0 0 0 0 0
Estimate of current year Impact None

ANALYSIS: (Attach a separate page If necessary)

No fiscal Impact on Alaska State Troopers.

Prepared by: Gavie A. HoretsM ~ Phone: 465-4322
Division: — Commissioner®s .Q.f_Ju~ - Date: 3/5/91

Approved by Commissioner

: . Rifh %Zj Burton
Agency: _ Bg.par.tment 0 PUb“C,Safety Date:__ Ijig

Distribution (by preparer): Legislative Finance, legislative Sponsor. Requestor, OH8, & Impacted Agency(ies).
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REQUEST: RAHE
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Revision Due: Agency AffecuHealth & Social Serivces
Title: Anatomical Gifts dru: State Health Serivces
Sponsor: Fahrenkamp Qopoents: Public Health Administration
Requester Senate HESS
OPERATING FY 91 FY 92 FY 93 FY 94 FY 95 FY 96
Personal Services
Travel
Contractual
Supplies
Equipment

Land & Structures
Grants, Claims
Miscel laneous

TOTAL OPERATINC 0.0 0.0 0.0 0.0 0.0 0.0
CAPITAL 0.0 0.0 0.0 0.0 0.0 0.0
REVENUE 0.0 0.0 0.0 0.0 0.0 0.0

FUNDING: (Thousands of Dollars)

General Funds 0.0 0.0 0.0 0.0 0.0 0.0

Federal Funds

Other

TOTAL 0.0 c.0 0.0 0.0 0.0 0.0

Full-Time 0

Part-Time 0

TemDorarv 0

Changes int- S I1"Z. cip
have no fiscal impact.Thi->
fiscal note is appropriate

ANALYSIS: (attach a separate page it necessary)

No fiscal impact.
N c 1 ate 1Comte Aide™ (initi~L)

J-—

Prepared By: Alfred G. Zangri Phone: 465-3090
Division: PUBLICHEAL Dale: 02/27/91
Approved By Commiuioner Theodore Mala. M.D., M P Date: J-Sl.zi f
Agency: HEALTH & SOCIAL SERVICES

Distribution (by preparer):
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STATE OF ALASKA Y, BILL mO. SB 112
1991 LEGISLATIVE SESSION
Revilslon'Date-: Department Affected: Public Safety
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gifts= Component: Detachments
Sponsor: Senator Fahrenkamp
Requestor:  Senate HESS ~COMPONENT SERIAL NO.-- = 7 9 9
EXPENDITURES/REVENUES: (Thousands of Dollars) (Inflation not Included)
OPERATING- FY 97- - FY-93 - FY 94 FY 95 FY 96 FY 97
PERSONAL’SERVICES ~----- - = T T = - - -
TRAVEL “ 17!
CONTRACTUAL e
SUPPLIES ) -
EQUIPMENT 77T — TTTmTes T T o - - - -
LAND & STRUCTURES *
GRANTS”_CLAIMS.
MISCEILANEOUS--  ~ 777777 TTTTTTTTTTT emmmmeem —em oo - . =
TOTAL OPERATING -0— - - -0- -0- -0- -0- -0-
CAPITAL -0-- -0- - -0- -0- -0- -0-
REVENUE -0- -0-" -0- -0- -0- -0-
FUNDING: (Thousands of Dollars)
GENERAL FUND
FEDERAL FUNDS
OTHER/PROG RCPT
TOTAL -0- -0- -0- -0- -0- -0-
POSITIONS:
FULL-TIME 0 0 0 0 0 0
PART-TIME 0 0 0 0 0 0
TEMPORARY 0 0 0 0 0 0
Estimate of current year Impact None
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SENATOR BETTYE FAHRENKAMP

CHAIRMAN, LEGISLATIVE COUNCIL

CHAIRMAN, ADMINISTRATIVE REGULATION
REVIEW COMMITTEE

119N. CUSHMAN STREET, SUITE 201

8laOka &tate Xegitflaturt

WHILE IN JUNEAU
P.O. BOX V

JUNEAU, ALASKA 99811
CAPITOL, ROOM 125
OFFICE (907) 465-3834

FAIRBANKS, ALASKA 99701

OFFICE %370)7) 452-4882

HOME (9

456-2899
MEMORANDUM
TO: Representative Donley, Chair
House Judiciary Committee
FROM: Senator Bettye Fahrenkamp
DATE: May 10, 1991

SUBJECT: Senate Bill 112
"eAn act relating to anatomical gifts."”

The intent of SB 112 is to ensure that hospitals comply with the
wishes of the organ donor. Hospitals currently require the
consent of the next of kin before they will accept an organ
donation. If the next of kin refuse to honor an organ donor-s
wishes, hospitals and organ procurement centers may be
withholding medical care from transplant recipients.

This bill requires that hospitals honor a donor®"s wishes, without
the consent of any other individual. Also, that persons such as
law enforcement or medical personnel, make a reasonable search
for documentation that may show whether or not the person is a
donor. Hospitals that are not equipped to accept an organ
donation are required to contact a donor bank if a deceased
person at the hospital has consented to an anatomical gift.

SB 112 1is currently scheduled for a hearing in House Health,
Education and Social Services Committee for May 16th at 8:00 a.m.
with House Judiciary as the next committee of referral.

In the Senate, SB 112 has a unanimous "do pass™ record. As there
has been no opposition to the bill, there is a strong chance that
it will be moved out of House (HESS) without a hitch.

Therefore, 1 urge you to consider scheduling SB 112 for May 17tn
<pending referral>. Thank you.

HOME (907) 780-6027



JUtatffea &tate legislature

SENATOR BETTYE FAHRENKAMP
CHAIRMAN. LEGISLATIVE COUNCIL
CHAIRMAN, ADMINISTRATIVE REGULATION
REVIEW COMMITTEE
119 N, CUSHMAN STREET, SUITE 201 Senate
FAIRBANKS. ALASKA 99701
OFFICE (907) 452-4882
HOME (907) 456 2899

WHILE IN JUNEAU

PO BOX V

JUNEAU, ALASKA 99811
CAPITOL. ROOM 125
OFFICE (907) 465-3834
HOME (907) 780 6027

TO Representative Donley, Chair

House Judiciary Committee
FROM Senator Bettye Fahrenkamp
DATE May 10, 1991

SUBJECT: Senate Bill 112
"An act relating to anatomical gifts."

A constituent of mine, upon renewing his driver®s license this
summer, decided to become an organ donor. He was then advised
that hospital policy still required the consent cf next of kin or
they would not accept the donation.

By accepting next of kin"s refusal to honor an organ donor"s
wishes, hospitals and organ procurement centers may be witholding
medical care from transplant recipients. This would hold
particularly true in the instance where a recipient 1is on hand
and the next of kin cannot be reached to ask for consent. No
one should interfere with an individual®s right to make the final
decision on organ donation.

BILL SUMMARY

* Reinforces that an individual®s decision to donate body
organs does notrequire the consent or concurrence of
any individual after the donor®s death.

* Requires that a reasonable search must be made for
documentation that identifies the individual as a donor
or as someone who has refused to make an anatomical
gift. Failure to do so may result in administrative
sanctions.

* Law enforcement or medical personnel and hospitals
located in areas where hospitals don"t have the
provisions to accept an organ donation, are exempt from
being required to make a reasonable search for
documentation. But the hospital 1is required to make an
effort to contact a donor bank if they are aware that
the individual 1is a donor.



Page 2
April 18, 1991

FISCAL IMPACT: Zero fiscal notes from HESS and Dept, of Public
Safety.

PREVIOUS COMMITTEE ACTION:

HESS: DO PASS Sturgulewski, Cotten and Menard.
JUDICIARY: DO PASS Halford, Collins, Adams and Frank.
SENATE FLOOR: UNANIMOUS DO PASS

DEPARTMENT POSITION: Supported by the Department of Public
Safety.

ABOUT THE BILL:
Currently hospitals require the consent of the next of kin before

accepting an organ donation. SB 112 requires that hospitals and
organ procurement centers comply with the wishes of the
individual to make a gift upon their death and not require the
consent of any other person. Hospitals that are not equipped to
accept a donation are required to make a reasonable effort to
contact a donor bank if the individual is an organ donor.

As Joel Swerdlow of the Annenberg Washington Program wrote 1in
Matching Needs. Saving Lives. "By letting donors themselves
decide, we protect two basic values: First, we protect our right
to decide, which 1is already granted by law. Second, we can save
lives: when health-care institutions accept the next of kin"s
refusal to honor an organ donor*s wishes, they may be withholding
medical care from transplant candidates.”

I urge your early scheduling and favorable consideration of this
measure. I would be happy to answer any questions you may have
and provide further information upon request.
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SENATOR BETTYE FAHRENKAMP WHILE IN JUNEAU

CHAIRMAN. LEGISLATIVE COUNCIL P.0. BOX V

CHAIRMAN. ADMINISTRATIVE REGULATION JUNCEA-\PLiTéIIZAI_\S’gé,\%QSllZ%
REVIEW COMMITTEE .

119 N. CUSHMAN STREET. SUITE 201 Senate OFFICE (907) 465-3834

FAIRBANKS. ALASKA 99701 HOME (907) 780-6027

OFFICE (907) 452-4882
HOME (907) 456-2899

TO Representative Georgianna Lincoln
Representative Pat Carney
Co-chairs, House Health, Education
and Social Services Committee

FROM Senator Betty enkamp
DATE April 18, 1991

SUBJECT: Senate Bill 112
"An act relating to anatomical gifts."”

A constituent of mine, upon renewing his driver®s license this
summer, decided to become an organ donor. He was then advised
that hospital policy still required the consent of next of kin or
they would not accept the donation.

By accepting next of kin"s refusal to honor an organ donor-®s
wishes, hospitals and organ procurement centers may be witholding

medical care from transplant recipients. This would hold
particularly true in the instance where a recipient i1s on hand
and the next of kin cannot be reached to ask for consent. No

one should interfere with an individual®s right to make the final
decision on organ donation.

BILL SUMMARY

* Reinforces that an individual®s decision to donate body
organs does notrequire the consent or concurrence of
any individual after the donor"s death.

* Requires that a reasonable search must be made for
documentation that identifies the individual as a donor
or as someone who has refused to make an anatomical
gift. Failure to do so may result in administrative
sanctions.

* Law enforcement or medical personnel and hospitals
located in areas where hospitals don"t have the
provisions to accept an organ donation, are exempt from
being required to make a reasonable search for
documentation. But the hospital 1is required to make an
effort to contact a donor bank if they are aware that
the individual is a donor.

e tn t
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April 18, 199!

FISCAL IMPACT: Zero fiscal notes from HESS and Dept, of Public
Safety.

PREVIOUS COMMITTEE ACTION:
HESS: DO PASS Sturgulewski, Cotten and Menard.
JUDICIARY: DO PASS Halford, Collins, Adams and Frank.

SENATE FLOOR: UNANIMOUS DO PASS

DEPARTMENT POSITION: Supported by the Department of Public
Safety.

ABOUT THE BILL:
Currently hospitals require the consent of the next of kin before

accepting an organ donation.®™ SB 112 requires that hospitals and
organ procurement centers comply with the wishes of the
individual to make a gift upon their death and not require the
consent of any other person. Hospitals that are not equipped to
accept a donation are required to make a reasonable effort to
contact a donor bank if the individual is an organ donor.

As Joel Swerdlow of the Annenberg Washington Program wrote in
Hatching Needs. Saving Lives, "By letting donors themselves
decide, we protect two basic values: First, we protect our right
to decide, which is already granted by law. Second, we can save
lives: when health-care institutions accept the next of kin®"s
refusal to honor an organ donor®s wishes, they may be withholding
medical care from transplant candidates.™

I urge your early scheduling and favorable consideration of this
measure. I would be happy to answer any questions you may have
and provide further information upon request.
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BILL NO: SB 112~ DATE: 3/S>*1

TITLE: An Act relating to CONTACT: Gayle A. Horetskl
anatomical gifts. Deputy Commissioner
465-4322

SB 112 modifies the existing anatomical gift statute In the following
ways:

1. Unless a gift Is revoked before death by the donor, the gift becomes
Irrevocable and does not require the consent or concurrence of any
person after the donor®s death.

2. Requires hospital administrators and employees to make a reasonable
search for a document or other Information, Ildentifying the deceased
as a donor, or as a person who has refused to make an anatomical
gift.

3. Requires law enforcement officers to make a 'reasonable search” for a
document of gift or other information Ildentifying the bearer as a
donor, or as a person who has refused to make an anatomical gift, and
to Inform hospital personnel of the intended gift.

4. The bill establishes that failure of either hospital administrators
or police officers to make a reasonable search may subject the
administrator or police office to "appropriate administrative
sanctions".

The Department of Public Safety Interprets the requirement that law
enforcement personnel at the scene of a death make a "reasonable search”
for an anatomical gift document to mean that the officer must take an
extra moment or two to search the person of the deceased for documents
proclaiming him or her as a donor.

The Department of Public Safety supports this bill, as It has the
laudable goal of encouraging Alaskans to donate their organs, upon their
death, to other persons In dire need of those organs.

The Department proposes one change In the bill. In Section 3, at page 2,
line 13, the word "administrative"™ should be changed to "disciplinary",
and a period should be placed after 'sanctions'™, ending the sentence.
Line 14 should be omitted entirely. Disciplinary actions against State
Troopers are taken under authority of the Department®s Operating
Procedures Manual (OPM), state personnel rules, bargaining unit
contracts, and other applicable provisions. The Department of Public
Safety does not have separate regulations regarding this subject.

Richard L. Burton
Commissioner
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Trying

By Glenn Ruttenach

StaffReporter o/Tiac WAIxEinrcT Jouxwai.

A rapidly growing gap between the
number of people waiting for organ trans-
plants and the supply of organs has educa-
tors and researchers searching for Ways to
Increase organ donations.

Some studies suggest that the tlmlng of
a physician’s or nurse's request to surviv-
ing family members can raise consent
rates substantially. Other proposals call
for some type of federal tax benefit to a
donor's estate or assistance with funeral
expenses. A physician writing in today’s
Journal of the American Medical Associa-
tion broaches the once-heretical notion of
paying families outrlght-say, J1.000-for
an organ donation. .

Though physicians, medical ethIC|sts
and patients differ, sometimes sharply,
over the effectiveness of these strategies,
there Is little dispute about the need for
added measures to procure organs.

More people are being recommended
for transplants, reflecting soaring success
rates for these operations, but organ dona-
tions "haven't kept up with demand." says
Wanda Bond, a spokeswoman for the
United Network for Organ Sharing, a na-
tional clearinghouse that maintains the
waiting list for organs and matches organs
with recipients.

The number of people In the U.S. wait-
ing for a Kidiney, heart, liver, pancreas,
‘jng, or heart and

people died in 1990 while awaltinr atrans
plant, |€f, more than in isw.

Altruism - the motivating force on
which patients and physicians have long
depended for donatlons-"Just doesn’t look
like It’s doing too much" to meet the grow-

appeared in

the March 13,

Street Journal.

m m /|- W

1991,

edition

toCure Shortage of Organ Do

Waiting for Transplants

The number of people In the U.S.. as of
March 4, awaiting a:

Kidney 18.163
Heart v* o 1.984
Uver 1,344
Pancreas 516
Lung 334
Heart/long 182

Source: UnitedNetwork tor Own Staring

ing demand, says Ms. Bond.

The shortages have even sparked de-
bate over which patients are most "wor-
thy" to receive organs. A second article in
the current Journal of the American Medi-
cal Association proposes that patients who
develop liver disease through no fault of
their own should have a higher priority for
receiving a liver transplant than those
whose disease results from failure to ob-
tain treatment (or alcoholism.

Public-oplnlon polls traditionally Indi-
cate that a large majority of Americans
would be willing to donate their orpns!
But a study In five states In 1988 ana 1939

the Center for Biomedical Etw“ilm tl]e

niversify cH? mi

25% to 30% oTramllies actually gave

IPV‘:;mr? Wr% g/wﬁan frm« fembr

Respondents to polls often "want to Im-
press (the questioner | with their altruism."
says Arthur Caplan, the center’s director.
But when people are actually confronted
with death and the thought of removing or-
gans from a loved one. other Issues crowd

in. "People think [a patient 1might not get
aggressive care because of the transplant
system’s 'pursuit of parts.” " Mr. Caplan
says. "Or they're angry about stories
they’'ve heard about people buying their
way Into a transplant, or they think the
body will be mutilated.”

In addition, physicians and nurses wbo
approach families about organ donation of-
ten botch It. Margaret Verble, president of
a consulting company In Lexington, Ky.,
that has held workshops for hospitals on
the subject, recalls one physician who
asked a new widow: "You don't want to
give away any of your husband's parts, do
you?" Requests for organs, she says,
"have been screwed up every way you can
possibly Imagine."

A partial remedy for that problem may
come from a study completed last year by
the Kentucky Organ Donor Affiliates, the
state's organ-procurement agency, based
In Louisville. Researchers found that If a
request for organ donation isn't made at
the same moment that a family learns of a
relative's death, the family Is much more
likely to agree to donate.

R. Neal Garrison, medical director of
the state agency and professor of surgery »
at the University of Louisville, says the.-'
pause "allows the family to accept the fact
of death. Then they can start dealing with
other options. Including the possibility that
some good could coma from this."

The study found that when an organ re-
quest was made separately from a notifi-
cation of death. 657* of families agreed to
donate. When the two were made at the
same time, only 18% agreed to the request.

Perhaps the most radical proposals for
Increasing donations involve some type of

Please Turn toPage Bi, Column 5



20r Transplants Spurs
Search for Remedies

Continued From Page BI

eimbursement. (The purchase or sale of
luman organs is currently a felony, under
he National Organ Transplant Act of
1984.) In today's AMA Journal, Thomas
Peters, a physician at the Jacksonville,
Fla., Transplant Center, calls for. a pilot
program to determine whether payments
of 51,000 to families from procurement
groups might Increase the organ supply-
wlthout sparking a process of "organ bro-
kerage or commercialization."

If a family is staunchly opposed to do-
nation, writes Dr. Peters, 51,000 "would
not be so great a financial temptation to
deter strongly held beliefs." Conversely, If
a family Is opposed to donation because of
"superstition, reaction to the 'Establish-
ment' or belief that the disadvantaged In
society are again being exploited," 51,000
might be enough to prompt a donation.

But while many people are starting to
view reimbursement as "an option we
have to pursue,” says Ms. Bond at the
United Network for Organ Sharing, resls-
tance to the Idea remains substantial

*V Trust In the transplant system-not re-
imbursement-Is what's needed, says Mr.
Caplan in Minneapolis: "People won't be
altruistic If they think their gifts are going
to the rich."

A less-dlvislve possibility might be
some form of federal assistance. Felix T.
Rapaport, chairman of surgery and direc-
tor of transplantation services at the State
University of New York at Stony Brook,
says Congress should subsidize burial costs
of organ donors or offer an estate-tax
abatement or grant. The key, he says, "Is
to make it a federally sponsored program
that would be standard for all donors."
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welcome your cooperation to ensure the safety of
all children and to comply with the wishes of par-

T 1is letter appeared in
February 27, 1991 editi
of the Anchorage Times
letters to the editor.

Gift of life from Anchorage

Dear Friitor:

It Is with a heart full of thanks that | write this
letter. My granddaughter, Alishia, is recovering
very rapidly from a kidney transplant. This 20-
month-old child suffered from a kidney ailment
from birth. The only way to provide heranormal
life, or any life at all, was a transplant.

A call came at 3a.m., Sunday morning, Dec. 30,
saying a kidney was available in Anchorage. My

waiting lor trains, but the normal reaction is to.jp i
leave the automobile running. My engine ldled

about five minutes before | turned it off, ;
* w1wouldn’t mind waiting If these trainswere (1 . »
carrying supplies for our troops Inthe Middle ;4r «yv

' Hast, but this train was hauling, among other 'j > -

tilings, scrap automobiles. | think trains with'

this kind of cargo can be rescheduled without;;}~ i\ “®

disruption.

[ J [
JohnWestover =
Anchorage -

son, Raymond Puzio, and his wife, Tonya, traveled
with Alishia from their home in West Palm Beach,
Fla., to Children's Hospital In Pittsburgh, Pa,, for
the operation. -'e

The operation was completed shortly after the
donated kidney arrived from Anchorage and it was -
very successful. Alishia has recoverea quickly. She
was released from the hospital InJust two weeks.
Recovery time Is normally a month. She Is back
home In Florida now with a chance to live a long
life thanks to people in Anchorage | don’teven ~
know, but would like to thank from the bottom of
my heart.

My feelings are bittersweet. There Isa great joy
knowing my granddaughter will live, but | know It
came at the cost of another life. We received no de-
tails about the donor or the donor’s family. | almost
lost my sweet granddaughter and can understand
the sorrow of their loss. | want them to know that
their loss was not Invain. | want them to take what-
ever solace they can In the fact that Alishia Isalive
asa result7 '

If members of the family read this letter and
would like to get In touch with me, | encourage
them to write me at 1035 Adams St., No. 2, New r
Castle, Pa. 16101. My telephone number Is (412) 652-'

* ko, | I ) |f

I have faith In God. | don't pretend to under-’
stand his will. Why should Allshla’s life be spared
through your loss? All | can do Isoffer thanks Inmy "';
prayers and ask God to sooth your sorrow. ( \

1

Chris Carran
NewCastIMPa..

t>< ... o
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Kindness of strangers

Dear Editor:

Wasllla Area Seniors would like to thank Staff
Sgt. Paul Jordan and Mrs. Jordan of EImendorf Air
Force Base, Spc. Doug Embree and Mrs. Embree
and Pfc, Rod Smith of Fort Richardson for providi
ing first aid and comfort for one of our seniors whq
fell and suffered serious Injury at the Fur Rondy
Ice sculptures. ,

These people are an example of the good neigh-
bors we have at the military bases. We thank them
and wish them every good fortune during their
tours of duty in Alaska.

We also thank Kevin Brown of Anchorage for his

'aid In keeping our senior warm until the ambulance

arrived. Human kindness is alive and well In Alas-;
ka.

Louise G. Harris
President, Wasllla Area Seniors
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bout a year ago | read a newspaper story
about how a 49-vear-old woman in Wis-
consin had saved the life of a six-vear-old
girl in Raleigh, N.C., who was dying of

science; my work involves politics and public pol-
icy. "We should write something together,"” he often
said. "The people in your world have to berter
understand the great advances in mine."

leukemia. The girl needed a bone marrow trandouring the past six months I've visited in Paul's

plant and had no siblings whose anbgens matched
hers. But the woman in Wisconsin was a perfect
match—a computer search that cost pennies brought
the two of them together.

The story made me think of my brother, Paul H.
Swerdlow. He was full of life and love, a Ph.D. in
nuclear physics and a board-certified radiologist—
a man with much to give. In late 1984 he lay dying
of leukemia.

Paul's hope for life was that either our sister or
1would be a match. Technicians took our blood.
We all tned to keep busy with other things while
we waited for the results. When the telephone rang,
however, the lab reported that neither of us matched
Paul. Seven months later, at the age of 42, he died.

Paul lived in Boston. In just that area, according
to medical experts, there were about 100 people
who might have saved him. In all of America, as
many as 15.000 people rrught have saved my broth-
er's lire—if society had set up the necessary com-
munications svstem It could have been so simpie,
but ultimately < was impossible. And, as this report
shows, the need goes far beyond my brother's par-
ticular illness.

My brother lived in the world of medicine and

world. I've interviewed hundreds of health care
providers, read medical journals and transcripts c:
congressional hearings, and attended conventions
of transplant specialists. Although | was sometimes
the only nonmedical person at the meetings, tew
participants seemed surprised to see me. The trans-
plantation community knows the outside world wil
eventually pay more attention. Some expect ire
attention to come in the form of scandal, bred by
the lack of regulation in tissue recovery and the
huge dollar flow in the processing and distribution
of organs and tissues. Others expect that the public

will some day demand to know why more sick and

injured people don't benefit from transplants.

| repeatedly heard one message from profes-
sionals who work long hours, receive bttle reccc-
nition and make miracles; To accept the statusc- 1
given today's capabilities, is inexcusable.

This report is dedicated to all the people wr

would have helped my brother if given the chan

to all who now suffer for lack of a transplant an.:
to those who will make possible the happy encm ¢

yet to come.

JOEL L. SWERDLOW
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INTRODUCTION

his report is worthy of attention for its fresh,
comprehensive look at the issues in the crit-
ical field of hui an organ and tissue trans-
plantation, and, in particular, for its em-
phasis on improving communications within the
held and coordination of efforts to increase organ
and tissue availability.

The shortage of organs and tissues is often the
factor that most severely limits physicians’ ability
to treat patients who need a transplant. The pa-
rents’ life-or-death situation and the present scarc-
ity of available organs demand the most efficient
‘use of present resources and_intensification of ef-
forts to increase supply.;

We are making progress in increasing supply
through such measures as state required-request
laws for organ donation, the Uniform Anatomical
Gift Act and federal requirements that hospitals
develop wntten protocols for identification of po-
tential organ donors. Despite these important steps,
however, we are soil unable to provide lifesaving
organs to even a majontv of individuals who need
transplants.

Innovative means of increasing supply should be
both emcu.-aged and subjected to thoughtful scru-
tiny by pancnts. physicians and other health care
pe.'s/.-nei. ethicssts. legal experts, hospital admin-
istrators and those involved in organ procurement
and d:stncunon Improvementsinsupply are Likely
to be achieved by involving all parties concerned
with improving patient care.

M. ROY SCHWARZ. M.D.
Assistant Executive Vice President,
Medical Education and Science
Amencan Medical Association
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propose a comprehensive National Human Organ
and Tissue Policy. The task force would both ini-
tiate and coordinate demonstration projects in the
medical community and propose legislation. Itwould
consider and recommend plans for initiatives such
as these, built on existing institutions:

m a comprehensive national computer-based com-
munications network to coordinate the recovery
and allocation of donated tissues as well as organs
under consistent, equitable ground rules,

* a continuous, intensive pubiic education cam-
paign to promote donation and family discussion
of donation options,

m experimentation with a statewide electronic do-
nor registry and other mechanisms that would let
donors themselves (instead of their next of kin)
make the final decision to donate,

m training and incentives for hospital personnel to
increase the recognition of potential donors and
improve requests tor donation,

mstTeamimed systems on the local level for more
extensive recover/ of donated organs and tissues,
= an expanded computer registry' of living Amer-
icans who voiunteer to donate lifesaving bone
marrow,

m a 24-hour database of medical literature and a
telephone hotline to make available the latest tech-
niques and data to health care providers,

M3 coordinated system of national databases, linked
with all tissue and organ transplantation centers
and procurement organizations, to collect data on
treatment, cost and outcomes for evaluation,

m assessment of public attitudes about and Lie de-
sirability of expanding "presumed-ccnsent" laws,
which would increase donation by declaring that
everyone has given consent to donation unless they
explicitly withhold it (registering their refusal with
a national databank), and
m a medical consensus conference on the desira-
bility of beginning kidney recovery from non-heart-
beating donors, which would greatly increase the
supply of the most frequently transplanted organ.

Many people still think of transplantation as a
high-technology luxury. In fact, investing in the
measures described above would save money for
taxpavpr: ind society as a whole, because trans-
plantation it often less costly than alternative
treatments.

More importantly, the lives saved and suifercc
ended give us tens of thousands of human reasons
for action.



OPTIONS: TO

m n the Dan Smith scenario, Dan was able to
B donate because he and his wife had talked about
L donation long before his fatal accident and he-
M. cause hospital personnel were prepared to re-
spond to his wish. These things seem simple, but
they are not the norm in the United States today.
As long as patients are waiting for organ trans-
plants, the failure to recover a single suitable do-
nated organ is tantamount to withholding medical
care. A concerted effort is needed, including any
or all of the following policy options, before we can
expect more people to give or receive "the gift of
life."

FULLY IMPLEMENT THE
"REQUIRED-REQUEST" LAWS

In the mid- to iate 1980s, public policymakers took
what they hoped would be a major step to increase
donation: federal regulations and "required-re-
quest” laws in 41 states and the District of Columbia
obligate hospitals to ask next of kin whether they
wish to donate the organs and tissues of a recen'Jv
deceased family member."

In practice, however, state agenaes make little
effort (or have little authority) to enforce required-
request tows, and many hospitals— including major
transplant centers— have done nothing to imple-
ment them, according to hospital officials. Short-
staffed hospitals frequently lack the resources to
perform the time-consuming, demanding tasks
necessary to acquire donated tissue and organs.

The first task is for physicians to identify medi-
cally eligible donors and alert the appropnatc hos-
pital personnel. This is not so likely to be done as

INCREASE

DONATION

one might expect. A recent sample of 195 physi-
cians and nurses found that only 35 percent "cor-
rectly identified the legal and medical cntena for
determining” brain-death.* The leader of one ot
the nation's most successful organ procurement or-
ganizations says the hospitals in his area often dc
not call when they have potential donors because
they do not properly identify them. "We sit arour.c
and wait far more than we should,"” he savs.

Secondla hospital or organ procurement wcr*er
must approach the family to request donar.cn—a
delicate task. When the health-care worker as-
signed to request donation doesn't want to do ::
ordoesn't know how, says University of Minnesc:a
ethidst Arthur Caplan, "the consent rate is . .
zero."" In some states, furthermore, the requires-
request laws do not apply to tissue donation and
do nothing to encourage donation of human ma-
terial for medical research.®

It is too soon to know how well required-request
laws work. Caplan, their pnncipal proponent, re-
mains optimistic that "the supply of organs arc
tissues wall significantly increase once all protect ?
are in place and people are more comfortable wr..-
required request."1l However, evidence about tr-
effects of the laws is conflicting. Tissue bank or: -
aals indicate that tissue donations have increases
perhaps by as much as 300 percent." The Eye car =
Association of America reports only a 4 percer*
increase in #SS.* A recent UNOS study reveals -
marked upturn tiend for the 15-month penod enc
ingin December 198S."6lalthough some transp.a- =
surgeons question this finding.

Experience indicates that donations surge tn h,
pitals where trained professionals have adeoua*-
time to communicate with donor families." At t*



same time, reports from some localities, including
a statewide Ohio survey, show no change in the
donation rate after passage of required-request
laws.43 Whatever the success of required-request
laws, experts agree that there is little reason to
believe that these laws alone will produce an ad-
equate supply.

t

INCENTIVES AND TRAINING TO
PROMOTE REQUIRED-REQUEST

Requesting donations is a difficult, labor-intensive
task that demands sensitivity and special skills. Yet
it often falls upon hospital personnel who are al-
ready overworked and underpaid. Thus, money
foCtraining* and incentives is needed: ;public/
private-sector mechanisms could pay for training
of personnel to implement required-request. Hos-
pitals could be motivated by more consistent en-
forcement of existing required-request statutes and
by linking their accreditation or tax-exempt status
to effective donor-recruitment efforts.

When the House of Representatives was consid-
ering transplantation legislation in 1984, then-Con-
gressman Albert Gore predicted that the bill would
inspire "educational and training programs in every
hospital and medical community throughout this
country in order to greatly increase the rate of organ
donation."43But no organization received the man-
date or the money necessary to conduct such an

. effective nationwide training program. Training has

pital to hospital. 'm§  :v"

been sporadic, and, varies significantly from hos-

it ?

BUILD A CONTINUING PUBLIC
EDUCATION CAMPAIGN

Despite extraordinary dedication of the OPOs and
voluntary organizations, current efforts to spread
the word about donation have been underfunded.4
For various reasons the health community has not
yet fully enlisted the communications media in this
cause as effectively as it has put out messages about
smoking, seat belts, drunk driving, illegal drugs
and AIDS.

By not volunteering to donate their own or their
relatives' organs and tissues, too many people opt
to permit avoidable suffering and death without
knowing they are making the choice.

Today, the major effort to educate the donation
decision-maker occurs immediately after the death
of a relative, when a health-care worker sits down
with the grieving next of kin. It is not the ideal time
for either one. A concerted public education pro-
gram would at least lay the groundwork for such
sensitive discussions.

Teaching people about donation when they are
in a learning setting can be very effective; therefore,
donor-awareness programs could well be ex-
panded in schools, churches, synagogues and civic
organizations. Other mechanisms, some already in
use, are also appropriate— among them, public ser-
vice advertisements and dramatizations of the do-
nation theme in popular television programs.4%

Other health-related campaigns have shown that
sustained effort can change behavior, particularly
when the message taps into preexisting public sup-
port. According to public opinion polls, transplan-
tation has such support. If campaigns are to pro-
mote complex changes in behavior, however, they
must be continuous. Sporadic campaignsyield spo-
radic results.

The ideal campaign would encourage people to
consider universal donation—all tissues and organs
for medical research as well as transplantation. As
a complement to in-depth efforts, it would also
offer a 24-hour "800" Human Organ and Tissue
(HOT) hotline, similar to the service the OPTN now
operates (dial 800-24-DONOR), that anyone could
call to ask questions.

In-depth research on Americans' current knowl-
edge and attitudes about donation would help in
fine-tuning the donor-options message, perhaps
building on the"familiar "Give the Gift of Life"
theme now employed. Surveys and anecdotal evi-
dence suggest, for instance, that many fear that
organ and tissue donation disfigures the body be-
fore burial and in the afterlife. (Polls show that a
vast majority of the American people believes in
an afterlife.4) Outreach could reassure people that
the major rebgions in this country encourage do-
nation and could clarify the poorly understood con-
cept of brain-death.

LET DONORS DECIDE FOR THEMSELVES

Federal and state laws give adults the right to de-
dde_whether to donate their tissues and organs.



Indeed. many people cam- signed consent terms
or hil in fle.:.gt.-> cn treir drivers licenses. Many
assume tha* 'r.eir wixnes will re automatically re-
soectec, but :*;en tr.ev are wrong. Hospitals con-
tend mat .-miruy =auvs must be protected ard tear
negative ruoiicitv and legal cnailenges by dis-
pleased sur-ivors. Thereicre. they aimosi always
let the ne*t o: km make the hnal decision, regard-
less of the wisnes ot the deceased

UMYV ABOIT 55 OF ELIGIBLE
ADULTS DONATE BLOOD. IF
THE SAME PERCENTAGE
DONATED TISSUE. THE
NATION'S TISSUE NEEDS

COULD BE MET.

By lettng donors themselves decide, we protect
two basic values: First, we protect our nght to de-
cide. which is already granted by law. Second, we
can save lives: when health-care institutions accept
the next of kin's refusal to honor an organ donor s
wishes, they maybe withholding medical care rrom
transplant candidates. This is particularly true in
cases when a potential organ donor has just died,
a reorient is at hand and the next ot kin cannot
be reached to be asked tor consent

Lethr.; the ocr.or decioe would also clarify in the
public I'TOr.. WNO U making the decision and give
donors a measure ot personal satisfaction while
they are V.J living

Vanous kinds c; legislation could rut the dec-
sion back IN donors' own hands. New laws could,
for examr.v strenrhen and more clearly ccnne
the proiecti r against l.jbilirv afurded hospital of-
finals anc PNVSICan? wnoaa on tne basisOl signecT
donor cards. States could obligate hospitals and
O I'Gs to recover organs and tissues tor which there
is a donor card and a demon>n.ncu need. 6«i»e>
could also more diligently cniorce existing admin-
istrative pcnalr.cs or :!low nvtl liability to be im-

posed against institutions that tail to act on the basis
ot conor cards.

A DONOR RECISTRY

A corr.rr.unicanons option that would he.r 'etj—
the donation decision to the donor i« » Vo,
enged donor registry/” which medical personnel
would consult shor.lv before or a:er the ceatn c:
a person medically eligible to donate. With inter-
mation from the registry, personnel could act
promptly to recover organs and tissues curmg :h-
br.ef period of time in which they are most useru;
tor transplantation and research. For peop.e wr.o
register as donors and then change their nines,
the repsny would permit easy updates.

In 19S4. the Senate committee responsible ter tre
National Organ Transplant Act repcred its be-e:
"that one important and appropriate new actv.ir.
to include in the national comruter regisrrv ;s
provide a centraLged list ot individuals who rav*
voluntarily agreed to donate organs. . . .

To avoid pitting the health care community ::u u :
the family, donor regismes (and nonelectronic a-
temativcs such as consent lorms and living
could include cerr.ficanon that the donor nau g.i-
cussed the decision with family members arc. a-
appropnate. that the family had endorsed t-e ev-
asion. The registry couid also bring in medica. n.j-
tory data vital for screening tor AIDS, hepatitis arc
other intectious diseases und heipfui in locating
particular types of diseased tissues neeceg :c:
research!.

Great Bntain bnetlv tested in-hospital dor.:: re-
gistries with some success in the mid*If*i‘ *
Twenty-one hospitals were connected mas; sirn
iisr.ng mere than a quarter-miiiion donation e
unteers. Br.tain is now considering a system t.-Ai
would allow people to sign up as donors trr: :*
a computer network with terminals in ever. pr-- e
sician's otficc. This would have the duai adva.v. *
of plaang the discussion of donation in the ccr.tev
0: :re panent-physician relanonsr.ip and rcr.ov n :
it frcm the tamilv's time ot gnef

Georgetow n University bioethics: Robert \\Yy -
suggests that the govcinment couid increase
percentage of Ameneans making the donanon : =
csur. themselves, ana encourage lamuy aiscu; *
of the dension. hv adding donar.on cuestnr* *
income tax forms.* For example, the terms c:- ¢



ask the taxpayer. "Do you wish to be an orgaa
tissue donor’ With anv limitations?" 1 a centra!
repstrv were created those who consented would
have tneir names entered.

Opponents argue that donor registries are too
expensive and ditficult to keep up to date, that
registries cannot guarantee confidentiality,’1and
that reiiance on a registry might inadvertently con-
tradict family wishes. Furthermore, cntics say. hos-
pitals might still leave the actual decision to next
of kin. disregarding a donor registry just as they
now ignore notations on donor drivers' licenses.

A MEDICAL ARGUMENT FOR
LETTING DONORS DECIDE

Changing medical practice may increase the num-
ber of cases when doctors must determine quickly
whether they have consent for donation. Kidneys
recovered as late as one hour after coronary death
can be transplanted, if certain medial steps are
taken.~ Amencan transplant teams now almost al-
ways take kidneys only from brain-dead donors
whose hearts are beating with support from ven-
tilators. but recovering from non-heart-beating do-
nors in addition would greatly increase the supply
of kidneys—by far the most frequently trans-
planted organ. By the end of the century, says
transplant surgeon David Anaise of the State Uni-
versity of New York at Stony Brook, livers and other
organs may also be recovered from non-heart-beat-

ing donors.
Anaise estimates this the practice would increase
the suppiv of kidneys tenfold il proper medical

procedures are followed. It is. he says, "the only
solution to the suppiy problem."u

Althcuch the pracnce arouses opposition from
pjr.: or rre medical community, many surgeons
a.v =“ at non-r.cart-bcar.ng donors can be area-
sorar.c arrroarh re nelp alleviate the shortage ot
kicrevs ™ Animal smdics and advances in drugs
that inhibit tissue death also suggest the practice
njv be productive.™

Each year, tens of thousands of Amencans med-
ially eligible to donate organs suffer coronary death
from some form of hear, attack or trauma ” Use of
a donor registry, for rapid identification of those
panents who have already consented to donate,
would enable hospitals to coordinate rescue squads,
emergency room personnel and organ recovery

teams to recover the kidneys without delay

States could adopt laws making it unnecessary
to seek permission from next of km betore taking
medical steps to protect the transpiantabihrv ot or-
gans from the deceased, thereby keeping their op-
tions open for later donation 5/ (Hospitals alreadv
pertorm a number of rounne nondetormmg pro-
cedures on adavers for which permission is r.o:
requested.3)

EXAMINE THE DESIRABILITY OF
EXPANDING PRESUMED-CONSENT

More than a dozen countnes—including France

Israel and Italy—have adopted "rresumed-cor-
sent” laws, under which everyone is designated .

donor unless they register their refusal.5 These j a >
may not have had much effect, however, becau.-.-
most physicians still seek family permission

The prevailing view among U.S. r.ealtr
professionals is that presumed consent wcuia
attract public support. However, given tne row
capability of computer/communications system? *
register decimations, presumed-cor.ser: la—- n\v
be consistent with our basic values.*

Such a suggestion may seem startling, but Lm.
presumed-consent laws are already on the tve-
Twenty-one states— double the number a: or.l.
few years ago— have such laws for corneas i:
tained from bodies under the jurisdicncn ofar
ical examiner; unless the next of km obect. tr.
medical examiner may remove the corneas c: t*
deceased dunng autopsy. Seventeen state? ..Y.-
similar provisions for pituitary glands.'1V.in-
states also have presumed-consent laws :. *
claimed bodies. Those laws could be expar ¢
provide tissues for research.

Presumed consent seems to be attracting ? i- <
within the medial community lor use m a<
than transplantation Medical leaders, fore-
are discussing mandatory autopsies ana .:
tion of presumed consent to "intubar.cr. tr. =
for physicians, which does not disfigure tr
and is necessary lor sound medical :r.u : =

In Bntain, furthermore, there is rercr-
stantial public support for laws under wr.
tors Jcan] remove organs from dead r*
transplant unless they had specifically ,.
before death.”0





