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Welcome from the Organizing
Committee

Welcome!

On behalf of the Dutch Transplant Foundation, the Dutch
Health Council and the Erasmus University Medical Center
Rotterdam we welcome you to the International congress: “Or-
gan Transplantation: Ethical, Legal and Psychological As-
pects, Towards a common European policy”.

The purpose of the conference is to encourage the exchange of
information, ideas and experience and to establish a permanent
European Platform on these issues to formulate guidelines and
stimulate joint research efforts. This conference is timely since
the last meeting, on these topics took place in Munich in De-
cember 2002. Since that time new organ transplantation pro-
grams were developed with new technologies and logistic so-
lutions, especially in the field of living donation. These pro-
grams generated a number of new questions about the ethical,
legal and psychological implications of these developments.
At the same time the European Union was rapidly expanding
thereby creating opportunities for cooperation between coun-
tries, but also creating problems to solve, e.g. access to care.
The organizing committee made a choice for 6 main topics for
the conference, namely:

1.) Commercialization and trafficking, 2.) Legal systems for
organ donation and allocation, 3.) Altruism, counselling and
psychological aspects of living donation, 4.) Minorities, reli-
gion and gender aspects, 5.) Expanded post mortem donor cri-
teria including Non Heart Beating donation, and 6.) the Role
of the patient, media and pharmaceutical industry. These top-
ics will be introduced by invited lectures, followed by free pre-
sentations of selected abstracts and will be at length discussed
during 6 workshops with the goal of formulating recommenda-
tions for the European Platform to be presented at the plenary
closing session. During this last session we have also pro-
grammed statements and views from the World Health Organ-
isation, World Transplant Society, European Union, European
Society for Organ Transplantation, the International Society of
Nephrology and the European Kidney Patients Federation
CEAPIR. Finally we will launch the European Platform on
Ethical, Legal and Psychological aspects of Organ Transplan-
tation.

Wishing you a fruitful conference,
The organizing committee
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Willem Weimar (chair)

Organizing Committee

Mike Bos

Jan J. V. Busschbach

Bernadette J.J.M. Haase-Kromwijk
Medard T. Hilhorst

Leonieke W. Kranenburg

Jan Passchier

Guido G. Persijn

Willem Weimar (chair)
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European Platform

The primary outcome of the conference will be the establish-

ment of a permanent European Platform on Ethical, Legal and

Psychological Aspects of Organ Transplantation. The Platform

is an attempt to create and structure the European research area

in the field of ethics in organ transplantation. The Platform has
the following aims:

— Bring permanency and structure in the dialogue on the com-
plex issues of organ transplantation ethics. The Platform will
be helpful in mapping and bringing together European ex-
pertise on the various legal, ethical and psychological as-
pects of organ transplantation. To ensure permanency, one of
the key tasks of the Platform is the organization of the next
conference on Ethical, Legal and Psychological Aspects of
Organ Transplantation.

— Solve complex discrepancies between European countries,
and to formulate European guidelines on ethical, legal and
psychological aspects of organ transplantation. During each
of the conference workshops, the audience will be asked to
prioritize issues in need of further attention. The prioritized
issues for each workshop will be presented during the plena-
ry session on the last day of the conference. The Platform’s
activities will focus on these issues.

— Inform the researchers, policy makers and the general public
about new developments in the field of organ transplanta-
tion.

The Platform website is: www.elpat.eu

General information

Venue

Beurs - World Trade Center (WTC)
Beursplein 37
3011 AA Rotterdam
The Netherlands
Phone: 0031 (0) 10-405 44 44

(reception desk WTC, until 18.00 hrs)
Website: www.wtcrotterdam.nl/index_eng.htm
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General Information

The Beurs-WTC is located on Beursplein / corner of Coolsin-
gel, in the heart of Rotterdam city centre. The building is high-
ly distinctive, thanks to its elliptical 90 meter tower with green
glass facades.

Travel information

From Schiphol Airport (main airport) in Amsterdam is a direct
train connection to Rotterdam Central Railway Station (every
half hour). The travel time is approximately one hour (vice
versa).

See www.ns.nl for the timetable and prices.

You can buy your train ticket at the yellow machines in the
main hall of the station. A counter is also available in the main
hall to buy your tickets.

Rotterdam Airport, with connections to the UK, France and
Germany, can be reached from the center of Rotterdam in
about 15 minutes by car (A13) and by bus (from Central Sta-
tion, RET airport shuttle nr. 33).

See also www.rotterdam-airport.nl

Local Transportation

For public transport (underground, tram or bus) you need a
card called strippenkaart (€ 6,80, 15 strippen).

Available at the post office or railway station. You can also ask
your hotel for the nearest selling points.

Public transport from Rotterdam Central Railway Station
Metro: Take the metro, get off at the second station, ‘Beurs’ (1
zone), and take exit ‘Beursplein’. (Congress Venue)
Tram: Take tram 8, 20, 23 or 25. Get off on stop Coolsingel, at
the ABN-AMRO Bank.

Information about public and local transport
Ask at the registration desk

www.ns.nl

www.92920v.nl

Tourist information

VVYV Rotterdam Store
Coolsingel 5, 3012 AA Rotterdam
website: www.vvvrotterdam.nl/uk/

Opening hours:
Mo — Thu 09.00 —18.00 hrs.

Friday 09.00 - 21.00 hrs
Saturday  09.00 - 17.30 hrs
Sunday 10.00 - 17.00 hrs

Ask for tourist information at the registration desk.

Registration desk

The registration desk will be located in the Shipping Hall
(ground floor)

15.00 — 19.00 hrs
07.00 — 18.00 hrs
07.30 — 19.30 hrs
08.00 — 14.30 hrs

Sunday, April 1:
Monday, April 2:
Tuesday, April 3:
Wednesday, April 4:

Message desk
Messages may be left at the conference registration desk.

Audiovisual equipment and Speaker Service Center (SSC)
(applicable for invited speakers and presenters of the free com-
munication sessions)

All conference rooms will have a lap-top computer and a
beamer.

Your presentation can be handed in at the Speaker Service
Center (SSC) up until 1,5 hours before the session starts.
Please note that when you have an early morning session you
up-load your presentation the day before.

You may use a USB memory stick, CD or your own lap-top to
transfer your presentation to the conference computers. Tech-
nicians are available in the SSC to assist you. Computers are
available in the SSC to make “last minute* alterations.

Internet connection

At the business center of the World Trade Center you can buy
an internet access card (€ 15,95, 24 hrs). Payment of the card
is only possible in euro’s cash. This card will give you acces to
the internet in the whole conference venue. Opening hours
business center: Monday to Friday 08.30 — 18.00 hrs.

Online in 4 steps:

1. Check whether your laptop or PDA is Wi-Fi enabled.

2. Select the KPN network.

3. Launch your Internet browser (e.g. Internet Explorer). If
necessary, go to the browser address bar and type in any
web address.

4. Follow the on-screen instructions.

Social Events

Welcome drinks

Date: Sunday, April 1

Time: 18.00 — 19.00 hrs

Free of charge

Location: Shipping Hall, conference venue World Trade
Center

Reception at Rotterdam City Hall

Date: Monday, April 2

Time: 18.00 — 19.00 hrs

Free of charge

Location: Rotterdam City Hall, Coolsingel
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11:30 hrs

11:45 hrs

12:00 hrs

12:15 hrs

10:45 hrs

11:00 hrs

11:15 hrs

11:30 hrs

11:45 hrs

Fears and hopes of French and Québec trans-
plant physicians regarding living altruistic dona-
tion

M.C.F. Fortin, H. Doucet, Université de Mon-
tréal, Montréal, Canada

Is solid organ donation by living donors ethical?
The case of kidney donation

M.P. Potts, D.W. Evans, Methodist College,
Fayetteville (NC), United States of America,
Cambridge University, Cambridge, United King-
dom

Altruism and gender-role: Differences in motiva-
tion between men and women kidney donors

A. Achille, Université de Montréal, Montréal,
Canada

Psychosocial factors related to race disparities in
living donor kidney transplantation

L.M. Myaskovsky, M.A. Dew, GE. Switzer, M.K.
Mor, M. Ramkumar, R. Shapiro, VA Pittsburgh
Healthcare System, University of Pittsburgh,
Pittsburgh (PA), United States of America

Expanded post mortem donor criteria, includ-
ing NHB donation

Leeuwen Room

Chair: Giinter Kirste (Germany), Guido G. Per-
sijn (The Netherlands)

Ethical issues on the use of extended criteria
donors (ECD)

M.FEM. Mamzer-Bruneel, Ch. Herve, G. Moutel,
H. Kreis, Hopital Necker, Université René
Descartes, Paris, France

Expanding organ transplant candidacy to HIV-in-
fected patients

L. Wright, D. Pape, K.A. Ross, University of
Toronto, Toronto, Canada

Suggestions for improved organ donation prac-
tice - An international perspective

GA. Blok, M.C. Smit, R.D. Friele, R. Coppen,
J.K.M. Gevers, University Maastricht, Maas-
tricht, NIVEL, Utrecht, University of Amsterdam,
Amsterdam, The Netherlands

In defense of the reverence of all life: Heideg-
gerean dissolution of the ethical challenges in
non-heart-beating donation as forged in the caul-
dron of the politics of social discourse

D.I. Isch, Harris Methodist Fort Worth Hospital,
Fort Worth (TX), United States of America

Surgical injuries of postmortem donor livers:
Incidence and impact on outcome after adult
liver transplantation

D.M. Nijkamp, M.J.H. Slooff, C.S. van der Hilst,
A.J.C. Utsma, K.P. de Jong, PM.J.G. Peeters,
R.J. Porte, University Medical Center Gronin-
gen, Groningen, The Netherlands

12:00 hrs

12:15 hrs

10:45 hrs

11:00 hrs

11:15 hrs

11:30 hrs

11:45 hrs

12:00 hrs

12:15 hrs

The first experience with the evaluation of po-
tential donors for adult-to-adult living donor
liver transplantation (LDLT) in The Netherlands
L.C. Elshove, A.L. Wilschut, H-W. Tilanus, H.J.
Metselaar, G. Kazemier, Erasmus MC, Rotter-
dam, The Netherlands

Will xenotransplantation enhance equity? Some
points to consider regarding health care costs
A.R. Ravelingien, Ghent University, Gent, Bel-
gium

Role of patients, media and pharmaceutical in-
dustry

Mees Auditorium

Chair: Jochem Hoyer (Germany), Jan Passchier
(The Netherlands)

Improving quality of life by treating cortico-
steroid-induced psychological disturbances in
transplant recipients

V. Torres, M. Guchereau, University of Texas
Health Science Centre, Wilford Hall Medical
Center, San Antonio, United States of America

The Family as patient and caregiver calls for ad-
justment of the moral agenda about living
parental organ donation

M.E. Knibbe, E.L.M. Maeckelberghe, M.A. Ver-
kerk, University Medical Centre Groningen,
Groningen, The Netherlands

Compliance in patients before and after liver
transplantation

C.D. Canova, G.G. Germani, A. Masier, U. Cillo,
P. Boccagni, S. Tomat, E. Perissinotto, M. de
Bona, G.C. Sturniolo, R.R. Rumiati, P. Burra,
University Hospital, University of Padua, Pado-
va, Italy

Q-methodology to identify young renal trans-
plant recipients at risk for non-compliance

M. Tielen, A.L. van Staa, S. Jedeloo, W. Weimar,
Erasmus MC, Expertise Centre Transitions in
Care, Rotterdam, The Netherlands

The psycho-nomad: Translator, mediator and
lead for patients awaiting transplantation

C. Piot-Ziegler, N. Ruffiner-Boner, F. Fasseur,
University of Lausanne, Lausanne, Switzerland

Organ donation: Blessing or burden, gift of life
or sacrifice?

MR.G Sque, T. Long, J. Macleod Clark, S.
Payne, University of Southampton, Southampton,
Lancaster University, Lancaster, United Kingdom

Psychosocial assessment of candidates for trans-
plantation ratings in 1500 adult liver transplant
candidates

M.E. Olbrisch, S.M. Rausch, J.L. Levenson, Vir-
ginia Commonwealth University, Richmond
(VA), United States of America
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12:30 - Lunch

13:30 hrs

12:30 - Poster session

13:30 hrs  Shipping Hall

Chair: Herold J. Metselaar (The Netherlands)

Graft survival after kidney transplantation in France of non
French patients and French patients living in overseas territo-
ries

C. Cantrelle, E. Luciolli, B. Loty, P. Tuppin, Agence de la
Biomédecine, Saint Denis La Plaine, France

Ethical aspects of organ transplantation
P. Bruzzone, University of Rome ‘La Sapienza’, Rome, Italy

Transplantation and medicine ethics in Turkey
S. Sevimli, 100.Year University Faculty of Medicine, Van,
Turkey

Ethical and regulatory aspects of xenotransplantation in
Mexico

D. Teran-Escandon, L. Teran-Ortiz, M. Gutierrez-Cadena, R.
Valdes-Gonzales-Salas, Hospital Angeles del Pedregal, Hos-
pital Infantil de Mexico, Mexico City, Mexico

Are the Dutch criteria for accepting donor hearts too strict?
J.A.M. Hagenaars, PJ. Batavier, A.H.M.M. Balk, N. de
Jonge, Erasmus MC, Rotterdam, UMC Utrecht, Utrecht, The
Netherlands

A prospective qualitative psychological study before and
after kidney transplantation

C. Piot-Ziegler, N. Ruffiner-Boner, F. Fasseur, J. Maillefer, J.
Szymanski, 1. Weigand, J.P. Venetz, M. Santiago, M. Pascual,
University of Lausanne, Centre Hospitalier Universitaire
Vaudois, Lausanne, Switzerland

Geriatric kidney transplant recipients: Identifying psychiatric
risk factors for rehospitalization

M.I Lapid, S.G. Jowsey, S.M. Norby, C.L. Perry, T.D.
Schneekloth, S.R. Stevens, T.A. Rummans, Mayo Clinic Col-
lege of Medicine, Rochester, United States of America

Discourse on employment status and professional identity in
patients waiting for organ transplantation

F. Fonjallaz, F. Fasseur, N. Ruffiner-Boner, T. Cuttelod, J.
Szymanski, M. Santiago, N. Pilon, M. Pascual, C. Piot-
Ziegler, University of Lausanne, Centre Hospitalier Universi-
taire Vaudois, Lausanne, Switzerland

Approaching end of life care in organ transplantation:
The impact of transplant patients’ death and dying

L. Wright, D. Pape, K.A. Ross, M. Campbell, K. Bowman,
University of Toronto, Toronto, Canada

Liver transplant experience: Development of a health related
quality of life subscale (FACT- LT)

L. Gangeri, C. Brunelli, M. Bosisio, M. Tamburini, S. Ere-
menco, V. Mazzaferro, National Cancer Institute of Milan,
Milan, Italy, Evanston Northwestern Healthcare, Evanston
(IL), United States of America

How to tackle the lack of knowledge regarding organ dona-
tion among health care professionals. A disturbing issue
T.P. Pont, N. Masnou, R.M. Gracia, P. Salamero, R. Deulo-
fue, University Hosptial Vall d’Hebron, OCATT, Barcelona,
Spain

On-going teaching project, about donation and transplant, di-
rected at teenagers in Barcelona

N. Masnou, T. Pont, P. Salamero, X. Millan, E. Duque, Hos-
pital General Vall d’Hebron, Barcelona, Spain

A qualitative inquiry into the perceived needs for support
during the donation decision-making process among donor
and non-donor family members

L.H.J. Jacoby, V. Crosier, G. Patenaude, Albany Medical Col-
lege, Albany (NY), United States of America

Maintaining cadaveric anonymous origin: moral obligations
entwined in this rule
M.J.C Clermont, CHU Sainte-Justine, Montréal, Canada

13:30 -
15:00 hrs

‘Workshops

(see chapter formats for more information)

4. Minorities, religion and gender aspects

5. Expanded post mortem donor criteria, in-
cluding NHB donation

6. Role of patients, media and pharmaceutical
industry

4 Minorities, religion and gender aspects
Goudriaan Room
Chair: Els L.M. Maeckelberghe (The Nether-
lands), Gurch Randhawa (United Kingdom)

Introduction to the theme
Gurch Randhawa, United Kingdom

Islamic views and perspective
George Abouna, United States of America

Religious Aspects of organ transplantation
Paolo Bruzzone, Italy

Religious convictions: Consequences for transplantation
waiting lists

E.L.M. Maeckelberghe, M.A. Verkerk, University Medical
Center Groningen, Groningen, The Netherlands

Transplants, sex and the problems of justice to groups
Janet Radcliffe Richards, United Kingdom

Anonymous directed organ donation
L. Wright, K.A. Ross, University of Toronto, Toronto, Canada

5 Expanded post mortem donor criteria, includ-
ing NHB donation
Leeuwen Room
Chair: Chris J. Rudge (United Kingdom), Federi-
co Oppenheimer (Spain)
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Consent of patients receiving organs from donors with ex-
tended criteria
Annika Tibell, Sweden

NHB donation: How bad is it really?
Andries J. Hoitsma, The Netherlands

Age matching in kidney transplantation: Ethical considera-
tions and lessons from the Eurotransplant Senior Programme
(ESP)

Ulrich Frei, Germany

Ethical and legal issues of organ donation in Europe: Presen-
tation of the first deliverable of the Alliance-O project
Giinter Kirste, Germany

Research into the donation willingness in pediatrics in The
Netherlands: A desirable question or a questionable desire?
M.J. Siebelink, PF. Roodbol, M.J.1.J. Albers, H.B.M. van de
Wiel, University Medical Center Groningen, Groningen, The
Netherlands

6 Role of patients, media and pharmaceutical in-
dustry
Mees Auditorium
Chair: Peter Morris (United Kingdom), Teun van
Gelder (The Netherlands)

Introduction, presentation main topics of workshop
Peter Morris, United Kingdom, T. van Gelder, The Nether-
lands

Face transplantation: Hearing the patients’ voice
James Partridge, United Kingdom

Emerging science, emerging ethical issues: Who should fund
innate allo-immunity-suppressing drugs?
Walter Land, Germany

Is there a place for the pharmaceutical sales representative in
the doctor-patient relationship?

M.C. Fortin, D. Roigt, Universitée de Montréal, Centre Hospi-
talier de 1’Université de Montréal, Montréal, Canada

Development decisions in the pharmaceutical industry
Martin van der Graaff, The Netherlands

Death in the afternoon: What soap operas can teach us about
families’ expectations for survival in coma
David. Casarett, United States of America

15:00 hrs  Coffee and tea break

15:30 - Workshops continued

17:30 hrs

18:00 hrs  Dinner buffet (Shipping Hall)

19:30 hrs  Concert at the historical St. Laurens Church

Wednesday April 4th

08:30 hrs  Plenary session

Rotterdam Hall

Chair: Henriétte D.C. Roscam Abbing, Guido G.
Persijn (The Netherlands)

08:30 hrs  Statement of the World Health Organization
(WHO): Towards a Global Common Attitude to
Transplantation

Luc Noél (Switzerland)

08:50 hrs  Statement of the International Society of
Nephrology (ISN)

Norbert Lameire (Belgium)

09:10 hrs  Recommendation workshop: Commercialization
and trafficking

09:25 hrs  Recommendation workshop: Legal systems for
organ donation and allocation

09:40 hrs Recommendation workshop: Altruism, coun-
selling and psychological aspects of living dona-
tion

10:00 hrs  Coffee Break

10:30 hrs  Current ethical issues in transplantation.

Chair of the Ethics Committee of the Transplan-
tation Society

Annika Tibell (Sweden)

10:50 hrs  Statement of European Kidney Patients’ Federa-
tion (CEAPIR)

Knud Erben (Germany)

11:10 hrs  Recommendation workshop: Minorities, religion
and gender aspects

11:25 hrs  Recommendation workshop: Expanded post
mortem donor criteria, including NHB donation
11:40 hrs Recommendation workshop: Role of patients,
media and pharmaceutical industry

12:00 hrs  Statement of European Society for Organ Trans-
plantation (ESOT)

Rutger J. Ploeg (The Netherlands)

12:30 hrs  Organ donation and transplantation. Open con-
sultation on policy options on the EU level
Eduardo Fernandez Zincke (European Commis-
sion)

13:00 hrs  Launching of The European Platform
Jan J.V. Busschbach (The Netherlands)

13:30 hrs  Lunch

14:00 hrs  Departure
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Workshop 1:

Commercialization and trafficking
Chair: Robert A. Sells (United Kingdom),
Ruth-Gaby Vermot-Mangold (Switzerland)
Goudriaan Room

Logistics

The Workshop will take place from 13.30 — 17.30 pm, with a
break from 15.00 — 15.30 pm.

The session is chaired by 2 persons, who also give an introduc-
tory presentation, covering the topics of the workshop. The
main issues will then be explored in further detail by 4 invited
speakers (25 min. each). At the end of the Workshop the chairs
will propose and discuss relevant conclusions and (at least) 2
statements that will be presented to the plenary session on
Wednesday.

Main issue

The worldwide scarcity of organs is causing otherwise pre-
ventable death and suffering among patients. In most countries
the numbers of patients on the waiting list for transplantation
accumulate and the mortality on that list increases. However,
around the world most human bodies are buried or cremated
when their organs could save lives. The public appeal on citi-
zens to donate organs after death seems to fail. As a result live
organ donation (especially kidneys and liver segments) is on
the rise in many countries, both as an effort of patients to es-
cape dialysis and long wait list times, and because the trans-
plant outcome with live donors is in general more favourable.
However, many desperate patients for whom a willing donor
among family or friends is not available seek a solution by en-
tering the black market of illegal organ buying/selling with the
hope of securing a timely transplant that will improve their
quality of life. Transplant tourism (travelling abroad to acquire
organs through either legal or illegal channels), organ selling
(paid donation by organ vendors), and organ trafficking (com-
mercial exploitation of both poor potential donors and desper-
ate patients) is nowadays a growing ‘industry’ that causes great
concern, both for physicians and governments. The workshop
will explore different aspects of this phenomenon.

Chair: Prof. Robert Sells (renal transplant surgeon, UK)
Title: ‘Cultural contexts and incentive-led donation’.

Prof. Sells will introduce the overall subject to the audience,
giving an overview of organ trafficking and paid donation in
different parts of the world. Further, he will give a transplant
physicians view on the risks and outcomes of organ tourism
and paid donation, both for donors and patients. Finally he will
explore the different ways that medical doctors are involved
and discuss professional and moral codes of conduct.

Co-chair: Dr. Ruth-Gaby Vermot-Mangold (Member of
Swiss Parliament, member Council of Europe, Switzer-
land)

Organ trafficking: The big business

Dr. Vermot will explore the political aspects of organ tourism,
trafficking and commercialization. Since organ trafficking is,
in almost every country, an illegal act, and prohibited by exist-
ing national and international legislation and regulations (e.g.
UN, WHO, EU, Council of Europe), and because it sometimes
coincides with trafficking in humans, forced prostitution and
other criminal acts, national authorities as well as internation-
al (judicial/police) organizations have become aware of these
problems and seek to combat the excesses. International coop-
eration (police, border control, Europol) is necessary to detect
and control these illegal routes of organ trafficking. Regional
patterns (Eastern Europe, Asia (China), Latin America) will be
discussed and solutions for future action explored.

Invited speaker 1: Prof. Leonardo de Castro (bio ethicist,
Philippines)

Selling one’s organs: Are the vendors also victims?

Prof. de Castro will address the issue of paid donation from the
perspective of the donor/vendor, and explore the motivation of
organ sellers, the risks and the potential benefits. The issue of
exploitation of poor and vulnerable populations in 3rd world
countries by (relatively) wealthy organ seeking patients will be
discussed. The question is on the table if paid donation can be
regulated by transparent payment and selection policies, good
medical treatment, insurance and follow-up of donors, in an
effort to combat the existing illegal and commercial organ
black market.

Invited speaker 2: Dr. Frank Th. de Charro (health econo-
mist, The Netherlands)

The (regulated) organ market: An economists view

Dr. de Charro will give an economists view on organ shortage,
its financial consequences and effects on the personal as well
as societal level. Furthermore, he will discuss potential bene-
fits of schemes/proposals for regulated paid donation; how to
set a fair and reasonable remuneration for the donor, and
whether patients will have to contribute financially to the sys-
tem.

Invited speaker 3: Prof. Dr. Judit Sandor (health lawyer,
Central European University, Budapest, Hungary)

From donation to participation

Prof. Sandor will explore the legal aspects of organ tourism,
paid donation and trafficking. Current legislation and bans on
paid donation force the organ trade underground (if it was not
there already). However, both organ brokers and patients seek-
ing transplants have found legal loopholes to circumvent the
law. Can organ sale and trade ever be made legal? What are the
possible solutions and its consequences? Special attention is
given to the situation in China, where the judicial system and
the medical establishment seem to cooperate in a system that
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commercially exploits the practice of using organs of execut-
ed prisoners (Falun Gong dissident’s allegations). A well-reg-
ulated system seems to be at work in Iran.

Invited speaker 4: Prof. Dr. Gabriel Danovitch (transplant
nephrologist, UCLA Transplant Centre, USA)

Impact of commercialized transplantation on the doctor/
patient relationship

Title: ‘Impact of commercialized transplantation on the doc-
tor/patient relationship’.

Prof. Danovitch will discuss how to deal with one’s patients
that choose to acquire (buy) a kidney abroad, making use of
the illegal organ trade routes. Does a physician have a profes-
sional and moral duty to either prevent this or support this?
Should one be involved in preparing the patient for his (paid)
transplant (sending patient files, providing medical informa-
tion etc.)? What about the duty to give follow-up care after the
transplant? What if the transplant has an early rejection/failure
and retransplantation becomes necessary? What are moral
codes of conduct in these situations? Is a physician getting in-
to conflict with national or international legislation by facili-
tating such transplants for his patients?

During the Workshop an extra presentation will be given that
gives an illustration of the actual situation and impact of com-
mercial donation/transplantation:

Iran’s commercial renal transplantation programme: re-
sults and complications

J Zargooshi, Kermanshah University of Medical Science, Ker-
manshah, Iran

Workshop 2:

Legal systems for organ donation and allocation
Chair: David Price (United Kingdom), Francis L. Delmonico
(United States of America)

Leeuwen Room

The session will be chaired by 2 chairpersons, who also give
an introduction presentation (15 - 20 min) to the topics of the
workshop, also addressing two main issues. The main issues
will then also be explored in further detail by invited speakers
(20- 25 min), followed by discussion.

After the break a general discussion focussing on the topics
and resulting in minimal 3 statements on the topic of the work-
shop.

A report will be made on the statements and the related discus-
sion points.

A summary of the report, including the statement and propos-
als for action will be presented by one of the chairpersons on
the concluding plenary session on Wednesday, April 4, 2007.

1. David Price (legal expert, UK)

David Price will introduce the topic of “ownership of organs”
and address shortly the main aspects of this topic related to al-
location of organs: direct post mortem donation, preferential
allocation, reciprocal donation. Should donors or relatives of
the donor have influence to whom the organ will be allocated,
is it right to introduce a sort of pay-back, should patients reg-
istered as donor get priority in receiving organs?

Selected abstracts:

Me or mine? On property from personhood, symbolic exis-
tence and motivation to donate organs
D.S. Sperling, Netanya Academic College, Netanya, Israel

Consent and uncertainty about the wishes of the dead
T M. Wilkinson, University of Auckland, Auckland, New
Zealand

2. Francis Delmonico (transplant surgeon USA)

Francis Delmonico will give an overview of the main alloca-
tion principles. The current systems are a mixture of princi-
ples, e.g. utility, justice, lottery and longest waiting. However,
due to the increasing shortage of organs and improved insight
in factors influencing the transplant results, there is a shift in
direction of the utility principle. In the USA the allocation sys-
tems are adapted to achieve the best use of the organs avail-
able. The questions are the consequences, who will have ben-
efit and who will be disadvantaged. How does the system of
weighing the principles works? What will be the future of al-
location systems?

Invited Speaker: John Forsythe (chairman of the BTS)
He will inform us on the development on allocation within UK
Transplant and the role of the patient in the decision-making
process of allocation.

Selected abstract:

Earning points for moral behaviour. Organ allocation based on
reciprocity
A.R. Ravelingien, Gent University, Gent, Belgium

3. Invited speakers: Medard T. Hilhorst (NL) and Lainie
Ross (USA)

Medard Hilhorst will address the issue of “Living apart togeth-
er” and will give an answer to the question “Do the two co-ex-
isting systems deceased and living donor transplantation live
in harmony? Two systems live side-by side: deceased and liv-
ing transplantation. Both add in their own way to the allevia-
tion of organ need. The former is strictly organized along im-
partial lines, the latter is inherently partial. New practices,
among them Living Donation List Exchange (LDLE) seem to
undermine impartiality. Should we regret this or move on to-
wards a new balance in the relationship between deceased and
living transplantation practices, between impartial and partial
values.

Lainie Ross will focus on the practical aspects of the LDLE
programme and give her opinion on the fairness of list ex-
change; dealing with the dilemmas involved.

Main issues:

Since the scarcity of organs is common practice in Europe and
worldwide, legal systems to regulate organ donation and allo-
cation of the scarce organs are indispensable. All over the
world patients are waiting longer and longer to receive an or-
gan donor for transplantation, due to an increasing demand for
organs and a structural shortage of available organs. There-
fore more and more living donation is used to cope with the in-
creasing organ shortage. Not only direct donation between
family members, but also direct unrelated donation, living
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donor kidney exchange between couples of donors and recipi-
ents and living donor list exchanges are used nowadays.
Since the increasing shortage of organs and the fact that scarce
organs have to be distributed fairly by transparent and gener-
ally accepted allocation systems, the main question is to whom
belongs the organs? And what rights and duties are connected
to the answer on this question, influencing the system of dona-
tion and allocation.

In the workshop the different aspects of ownership of organs,
allocations systems as well as initiatives to increase the pool of
available organs from both living and deceased donors will be
addressed in 3 main topics:

1 to whom belong the organs

2 shifting patterns in organ allocation

3 interaction of deceased and living donor transplantation.

Workshop 3:

Altruism, counselling and psychological aspects
of living donation

Chair: Margareta A. Sanner (Sweden), Mary Amanda Dew
(United States of America)

Mees Auditorium

This workshop focuses on the counselling of potential living
donors (and their recipients) and the psychological implica-
tions of a living donation procedure. Below we will set out
what we think are the most prominent issues in this respect at
present.

1. Psychosocial Evaluation and Counselling
1.1 Living related donors

By living related donors we aim at both genetically related
donors (such as parents, children, siblings or cousins) and at
emotionally related donors (such as spouses and friends).

Difficult cases

Many centres have had experience with ‘difficult cases’;
sometimes it is very hard for the counsellor and / or the team
to determine whether or not someone is a suitable donor from
a psychological point of view. It would be instructive to ex-
change examples of these cases, to learn what decisions were
made on what grounds; and when the donation procedure took
place eventually, what the outcomes were. This exchange of
information and sharing of experiences with regard to the psy-
chosocial evaluation of living donors will help to improve liv-
ing donor programs throughout Europe. It would be useful for
any European country to learn from other countries’ donor
evaluation or counselling programs, as large local differences
exist.

Speakers:
Prof. Dr. Alexander Kiss. “Psychosocial evaluation and coun-
selling of living related donors”.

Dr. Mary-Ellen Olbrisch “Characteristics of persons seeking to
become adult-to-adult living liver donors: a single US center
experience with 150 donor candidates”

1.2 Living non-related donors

By ‘living non-related donors’ we aim at donors who have no
genetic and no longstanding emotional tie with the recipient.

Evaluation of non-related living donors

At the moment several centres in the world accept the offer of
non-related living donors. A common approach is to use the
existing protocols, but with more attention to the psychologi-
cal or psychiatric screening of the non-related donor. At pres-
ent however, we need more discussion and agreement about
how this specific psychological / psychiatric screening is best
constructed and whether there are issues that require more ex-
tensive consideration in non-related donor candidates.

Speaker:

Prof. Dr. Mary-Amanda Dew. The psychosocial evaluation of
living unrelated kidney donors in the United States: Guidelines
from a consensus conference

Promotion of non-related living donation

Another issue regarding non-related living donation is if, and
to what extent non-related donor programmes should be adver-
tised. And if so, who would be the most appropriate body to do
so0; the transplant centres; patient organisations?

Speaker:
Dr. J. Hoyer. Is a non-directed donation the ideal donation?

Living (kidney) exchange programs and list exchange pro-
grams

Recently, new variants of living donation programs have
emerged: kidney exchange donation between two (or more)
donor-recipient couples; list exchange donation, wherein a liv-
ing donor donates to a patient on the waiting list in order to re-
ceive a suited organ for his intended recipient; and “Altruisti-
cally unbalanced exchange donation” wherein one donor-re-
cipient couple decides to enter an exchange procedure to help
another couple (given that the donor could also donate direct-
ly). One of the important questions here is whether the coun-
selling process and the psychosocial support offered to these
type of donors (and recipients) should differ from the kind of
counselling and support that is normally offered to related
donors.

Speaker:
Mrs. Marry de Klerk. Justification for anonymity in a kidney
exchange program

2. Whether and how to Assist Patients in Finding a Living
Donor

Although many patients recognize the advantages of living do-
nation and are willing to accept the offer of a living donor, they
often feel that it is not their role or duty to ask someone for an
organ.



Transplantationsmedizin
2007, 19. Jahrg., S. 18

Format Workshops

2.1 Psychological implications

Some patients try to discuss the topic of living donation cau-
tiously, but often receive little or no reaction from their poten-
tial donors. As patients find themselves in the difficult situa-
tion wherein both health and personal relationships are at
stake, they may profit from professional support to find a way
to deal with this situation that best suits their personal needs.

Speakers:
Prof. Dr. Margareta Sanner. Recruiting a living kidney donor.
Experiences of recipients of living and necro kidneys and liv-
ing donors

Dr. James Rodrigue. A home-based educational intervention to
increase the number of living kidney donors

2.2 Ethical implications

What are the moral grounds to allow or reject an active ap-
proach of health care professionals and the government in en-
couraging living donation?

Speaker:
Leonieke Kranenburg MA. “Should health care professionals
encourage living kidney donation?”

3. The Follow-up of Living Donors

We think it is of greatest importance to have living donor fol-
low-up registries, both for living kidney and living liver dona-
tion, but also for other types of living donation. Only when da-
ta from different centres are combined, possible adverse con-
sequences of living donation can be detected or excluded, es-
pecially in the psychological domain. To have such registries
at one’s disposal will also prove useful for the information of
future living donors.

Points for discussion are 1.) Which psychological outcome
measures are or should be included in those registries? And 2.)
What do we know so far, what is the status quo with regard to
the psychological outcomes of living organ donation?

Speaker:

Dr. Gabriele Schmid. “Psychosocial resources, coping and
quality of life of donors before and after living donor liver
transplantation”

4. Priorities in Future Research

The final topic to be discussed during this workshop is how to
prioritise future research in the field of “Altruism, counselling
and psychological aspects of living donation”. Possibilities for
further research comprise for example: the motivation of liv-
ing donors who decide to donate, but in the course of the
process change their mind and withdraw; the motivation of
non-related donors; and donor family stress and changes of re-
lations within donor families. These are but examples of top-
ics for further study, in the end it will be a workshop decision
what issues will be prioritised.

Workshop 4:

Minorities, religion, and gender aspects

Chair: Els L.M. Maeckelberghe (The Netherlands), Gurch
Randhawa (United Kingdom)

Goudriaan Room

In this Workshop on Minorities, Religions and Gender we dis-
cuss the particular position of groups and subgroups in socie-
ty (minorities, religious groups, women), as far as this is rele-
vant for organ donation and transplantation. Groups can be
‘particular’ in many respects. Particular positions can be as-
cribed

(1) to social factors but also

(2) to the views, convictions and beliefs that these groups hold.

(1) Social factors; issues of justice and discrimination

Groups can be in a position that makes them more dependent
of others (do women donate more often than men?), more vul-
nerable for harms (are blacks more susceptible for organ dis-
ease?), stay more behind than others (less education, income,
health). This position may lead to significant inequalities in
health and/or access to health care.

At stake are issues of justice: is a position unfair, should we
reduce these inequalities and if so, how, e.g. by changing the
allocation rules, by measures of positive discrimination, by
special care and support (a “culturally competent care path-
way”)? Not all inequalities are unjust or unfair per se, and not
all inequalities flow from unjustified discrimination. On the
other hand, health inequalities may in themselves provide a
justification to narrow this gap between groups.

A first aim of the Workshop may be:

(1.1) to get a better perception of existing inequalities

(1.2) to discern between what is unjust and discriminatory and
what is not, and discuss what inequalities matter the
most.

(1.3) to suggest ways of reducing these inequalities and pro-
vide justifications.

(2) Fundamental convictions, issues of respect, freedom and
particularity;

Groups can hold views and fundamental convictions which
bring them in a dissimilar position. Views can be very diverse.
At stake are issues of respect, freedom, and particularity (the
value of being unique and different). Some examples:

— Particular religious groups may be less willing to donate
after death, due to hesitations and doubts with respect to
brain death, to hospital procedures of organ removal, to
views on natural and artificial-technological means, the
integrity of the body, etc. What if in these groups less donors
turn up than there are (potential) recipients of organs?
Should a society respect and accept these views? Or should
we expect more solidarity and reprocity from all citizens (as
the American Life Sharers initiative advocates)? How con-
sistent is it if one is not prepared to give, but willingly ac-
cepts the offer of others? Should society give them the free-
dom to do what they do, given their views? In short: what
precisely are the ‘mental’ barriers to donate, and what conse-
quences should be drawn?
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— Jehovah’s witnesses may accept transplantations, but on the
condition that no blood transfusions are given. What to do if
it turns out that this condition reduces their chance to get a
liver transplant, due to existing allocation rules? Should we
change these rules? Or is it simply the consequence of their
conviction which they have to accept?

In living donation directed donation is often restricted to
family members or partners, ‘emotionally related’ persons.
So called Jesus Christians wish to give to any fellow human
being, as part of their faith. Should we forbid these altruistic,
Samaritan donations, and not respect their wish and convic-
tions?

— Some strongly advocate conditional donations. Persons have
sometimes strong preferences to donate directly (either after
their death, or living) to certain groups or individuals. Is it
possible to discern between desirable and undesirable prefer-
ences? Is black to black all right, but not white to white; is
donation to fellow members in one’s church acceptable,
Muslims to Muslims, but not the restriction to non-alco-
holics or persons with other deviant lifestyles?) Which par-
tial preferences can society accept, even stimulate, which
should be discouraged or even forbidden? In short: do reli-
gions and minorities have good reasons (of their owns) to
promote the value of partiality (family, fellow neighbours) or
do they advocate the value of impartiality?

Religious views often make strong claims, e.g. about the in-
tegrity on the body, the holiness of life, against a comodifi-
cation of the body. On the other hand equally strong are du-
ties to rescue life, be altruistic, love your neighbour. What
exactly do these views add to the discussion: what is their
status, their authority for ‘non-believers’, for the secular,
democratic societies we live in? How can these views have
relevance outside their own (religious) sphere? Do they give
guidance: more cadaver donations, less living donations, or
the other way around? Only within a family, or should we
encourage wider, altruistic, unrelated donations, etc.?

A second aim of the Workshop may be:

(2.1) to get a better perception of views and fundamental con-
victions of particular groups and understand their mean-
ing (with respect to donation, death, particularity and the
value of difference, etc.)

(2.2) to discern and discuss what is acceptable and unaccept-
able for society, desirable and undesirable; the extent to
which these convictions should be protected and respect-
ed, or restricted, in practice as well as in policy?

(2.3) to discuss by which values and ideals future transplanta-
tion policies in Europe should be guided.

National and international laws against discrimination often
take these features together: one should not discriminate on
grounds of sex, race and religion, and one can add birth,
lifestyle, etc. Is it morally relevant and practically helpful to
distinguish between ‘mere facts’, such as sex and race, on the
one hand and fundamental convictions, e.g. in religion, or in
feminist theory, on the other hand? We should keep in mind
that convictions do not exist in vacuum: that theory and prac-
tice are intertwined, religions and cultural traditions are mixed,
religions are not just convictions but also social entities. Social
inequalities are due to many factors but concur and affect the
same groups: ‘non-native, Muslim, women’. It often concerns
multiple neglect.

Programme
13.30 — 15.00 h. First round.: issues

Chair: Els L.M. Maeckelberghe (The Netherlands) and Gurch
Randhawa (United Kingdom)
Introduction to the theme and topics (10 minutes)

Gurch Randhawa (United Kingdom)
Summary of issues of his morning lecture on Ethnic Groups
(10 minutes)

George Abouna (United States of America)
Islamic views and perspective (20 minutes)

Paolo Bruzzone (Italy)
Religious aspects of organ transplantation (20 minutes)

Discussion and conclusions: 30 minutes
15.00 — 15.30 h. Break: 30 minutes
15.30 - 16.30 h. Second round: further issues

Els L.M.Maeckelberghe (The Netherlands)
Religious Convictions: Consequences for transplantation
waiting lists (10 minutes)

Janet Radcliffe Richards (United Kingdom)
Transplants, sex, and the problem of justice to groups (20 min-
utes)

Linda Wright (Canada)
Anonymous directed donations (10 minutes)

Discussion and conclusions: 20 minutes
16.30 — 17.00 h. Final Round: thematic discussion

Brainstorm, suggestions, debate (20 minutes)
Recommendations (10 minutes)

17.00 h. Winding up: Conclusions for research and policy (by
the Chairpersons, 5 minutes)

Workshop 5:
Expanded post mortem donor criteria, including

Non Heart Beating donation

Chair: Chris J. Rudge (United Kingdom), Federico Oppen-
heimer (Spain)

Leeuwen Room

13.30-13.45 Introduction by the chairpersons

13.45-14.00 Annika Tibell (Sweden): Consent of patients re-
ceiving organs from donors with extended crite-
ria.
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14.00-14.15  Andries Hoitsma (The Netherlands): NHB dona- ~ Workshop 6:
tion: How bad is it really? Role of patients, media and pharmaceutical
industry

14.15-14.30 Ulrich Frei (Germany): Age matching in kidney
transplantation: Ethical considerations and les-
sons from the Eurotransplant Senior Program

(ESP)

14.30-14.45 Giinter Kirste (Germany): Ethical and legal is-
sues of organ donation in Europe: Presentation
of the first deliverable of the Alliance-O project.

14.45-14.55 Research into the donation willingness in pedi-
atrics in The Netherlands: A desirable question
or a questionable desire? (25)
M.J. Siebelink, University Medical Center
Groningen, Groningen, The Netherlands

15.00-15.35 Tea, Coffee break

15.35-17.00 General Discussion

17.00-17.30 Summary and main conclusions

17.30 Closure

Main issue:

Due to the continuing goal between demand and supply of
donor organs for transplantation purposes, people (i.e. pa-
tients, their families, treating physicians etc) involved are al-
ways looking for alternatives. The increase in living donation
during the last decade is such an example (In The Netherlands
in 2006, 42 % of all kidney transplantations!). But also other
possibilities are coming into the picture to solve the organ
shortage problem. Age limits of donors are extended, i.e. eld-
erly donors are reported and used for organ transplantation as
well as donors with no blanco anamnesis regarding diseases
e.g. HIV positive donors. Also, more and more centers are us-
ing organs (kidney, liver, lung and pancreas) from so-called
non heart beating donors. One of the main questions is: How
far can one go? What and where is the limit? Besides the ef-
fects on the results of graft survival and function but also on
the quality of life one has to deal with the rights of the desper-
ate waiting patients.

Questions as: Has the patient to accept everything?

Can the patient say: no? Are patients informed anyway about
the quality of the offered organ?

This workshop will deal with all these and other related ques-
tions. Hopefully the presentations as well as the active partic-
ipation of the audience during the discussions will lead to re-
commendations acceptable for everyone involved. These re-
commendations should be input for a real European Platform
for future discussions and adaptations.

Chair: Peter Morris (United Kingdom), Teun van Gelder
(The Netherlands)
Mees Auditorium

The workshop will be chaired by two chairmen, one of which
will give a brief introduction to the workshop, addressing the
main issues to be discussed.

All speakers are invited speakers, and will present for 20-25
minutes, followed by 10 minutes of discussion. In order to
make it a true ,,workshop* active participation of the audience
in the discussion must be encouraged. In case of lively discus-
sion the chairmen are requested to take more than the 10 min-
utes of allotted time.

After the first two invited speakers there is a tea-break, sched-
uled for 30 minutes.

13:30 Opening by chairmen
Professor Peter Morris (London, UK), Dr. Teun
van Gelder (Rotterdam)
Introduction, presentation of main topics of work-
shop
13.40 James Partridge (UK) - representing ,,Changing
Faces*
,Facial transplantation: the patient’s perspective.*
14.20 Professor Walter Land (Germany)
,»The role of the pharmaceutical industry*
15.00 Tea break
15.30 Dr. Martin van der Graaff - representing Nefarma
,»The perspective of the pharmaceutical industry*
16.00 Professor David Casarett (USA)
“Unrealistic expectations on complex medical is-
sues, caused by daytime television programmes”
16.30 Discussion
17.00 Summary of main conclusions
17.15 Closure

Main Issues:

A. The role of the patient.

In the field of transplantation new frontiers are being reached.
The discovery in the late 1990s that the same immunosuppres-
sive therapy used for kidney and heart transplantation was al-
so effective for composite tissue transplantation has made
transplantation of hands or arms into a reality. Following the
first partial face transplantation (France 2005), the likely next
step is full facial transplantation. Facial transplantation has
been the source of ethical debate, a key part of which focuses
on valid informed consent. Ultimately this will require the de-
cision of an individual person, but in the decision making
process patient organizations may play an important role. In
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general, but in particular concerning transplantation, this role
is becoming more and more important. Modern communica-
tion tools, like internet, are increasingly used. Changing Faces
is a national charity based in the UK that supports and repre-
sents people who have disfigurements of the face or body from
any cause. Changing Faces enables people who have disfigure-
ments to develop high self-esteem and self-confidence, have
access to the very best health and social services and enjoy
equal rights and opportunities throughout their lives
(http://www.changingfaces.co.uk). James Partridge, CEO of
Changing Faces who was himself severely disfigured in a car
fire as an 18 year old, founded Changing Faces in 1992. Such
developments and the importance of increasing ‘patient em-
powerment’ require the development of guidelines for the role
of patient (organizations) in the future.

B. The role of the media.

Mass media may influence expectations of medical outcome,
for example in comatose patients. Some comatose patients
may recover full function, but others will die or remain uncon-
scious in a persistent vegetative state. Unrealistic expectations
for recovery often contribute to disagreements about treatment
between families and health care providers. So called daytime
television dramas, also referred to as “soaps”, reach immense
numbers of viewers, and have been shown to influence view-
ers’ health related behavior.

Professor Casarett has studied how soap operas portray, and
misrepresent, the likelihood of recovery for patients in coma.
The portrayal of coma in soap operas was overly optimistic.
Although these programs are presented as fiction, they may

contribute to unrealistic expectations of recovery. We will dis-
cuss if the media, either through “soaps” or through more se-
rious coverage of medical issues, so far has stimulated or di-
minished organ donation. Another question is if these pro-
grams can be used as vehicle for a link to scientific informa-
tion on the medical subject concerned.

C. The role of the pharmaceutical industry

In the process of research and development of new medicinal
products the pharmaceutical industry plays a crucial role.
Large sums of money need to be invested to bring a compound
from the bench to the bedside. The return on investment is of
high importance.

The pharmaceutical industry makes it to headline news on a
regular basis, with issues regarding safety of already marketed
products or regarding excessive marketing techniques.

Also in the field of organ transplantation drugs form a central
theme. The drugs we are using are effective, but not in all pa-
tients, and side effects are commonplace. Therefore, innova-
tive research is highly needed, and collaboration between
health care professionals and the pharmaceutical industry is
unavoidable.

In this workshop the perspective of the academic professional
will be shown by Professor Walter Land, and the perspective
of the pharmaceutical industry will be presented by Dr. Martin
van der Graaff - representing Nefarma, the organization pro-
tecting the interests of the pharmaceutical industries operating
in The Netherlands. The discussion might lead to common
view on how the academia and industry can operate together
in transplantation issues.

W. W. Minuth, R. Strehl
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Abstracts

Plenary Session

Legal systems for organ
distribution in Europe:
Justice in Allocation

D. Price
United Kingdom

Organ allocation is a topic largely ignored
by lawyers, as is the ‘legal perspective’ on
organ allocation in both books and papers
in the transplant sphere. The principal rea-
son lies in the absence of specific measures
relating to this issue in the majority of ju-
risdictions, notably by way of legislation.
The emphasis in legislation has been in-
stead upon organ procurement. In the past
decade though there has been a significant
increase in statutory measures incorporat-
ing provisions relating to allocation, like-
wise in international policy and ethical
statements such as the Council of Europe’s
Additional Protocol to the (Biomedicine)
Convention on the Transplantation of Or-
gans and Tissues of Human Origin.

One should separate positive and negative
provisions though. Aspects of general
laws, including human rights law, pro-
scribe various grounds for restricting ac-
cess to health care, including organ trans-
plants, on the basis of membership of cer-
tain groups. Discrimination is typically il-
legitimate on grounds of race, gender and
disability, and sometimes other additional
grounds. These are negative rights. They
enshrine the view that justice requires that
as all individuals are equal they should be
treated equally i.e. should have the same
opportunities. Specific provisions in laws
and ethical codes by contrast attempt to
govern how organs should be allocated i.e.
prioritised. They generate positive criteria
highlighting the importance of various
principles of allocation, including typically
— although not necessarily exclusively -
medical need. However, they not only exist
at a fairly abstract level, but often stipulate
principles which are potentially at odds
with each other in individual cases. At best
such laws generate a broad framework al-
lowing considerable scope for the develop-
ment of individual schemes, although I
would suggest that this as much as can or
should be properly expected. Nevertheless
the perception is generated that the law is
uncertain and provides an absence of guid-
ance, on the one hand, and facilitates an

Monday, April 2nd

unacceptably diverse range of allocation
models on the other. In particular, the fre-
quently mentioned tension between med-
ical benefit and utility arises here.

I wish to suggest in this paper that, firstly,
we should adopt the sole language of jus-
tice in this discourse, whilst recognising
the different views of this concept (includ-
ing even the likelihood that the transplant
would restore the patient to at least quasi-
normal functioning), and secondly that we
should be enhancing procedural justice by
way of increased public involvement.

Living donation:
When is it voluntary enough?

G. den Hartogh
The Netherlands

That the voluntariness of living donation,
given its harmful effects to the donor,
should be strictly assessed, is generally ac-
cepted. But if one looks at the criteria pro-
posed in the literature, they often seem ex-
cessively stringent: There should not only
be no undue pressure but no pressure, or
even no influence at all. According to some
proposals the donor should not be acting
from a sense of duty. It has also often been
suggested that the availability of the option
of a white lie will contribute to the volun-
tariness of the donation: the candidate-
donor will make his decision freely, if he
knows that his refusal will be “covered” by
an explanation in terms of medical impos-
sibilities.

Such assessments of voluntariness seem
really to be led by concerns for other val-
ues: maybe a concern for the altruistic
character of the donation, or the wish to
minimize the unfairness of the fate of the
candidate who has been selected by For-
tune to be suitable. [ will try to identify the
impact of such concerns on our criteria of
assessment, and discuss their appropriate-
ness.
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Parallel session, free communications

Monday, April 2nd

1. Commercialization and trafficking

Can the donation model exist
besides a market model?

A neglected issue in the debate
about increasing the donor pool

B.R.H. Vanderhaegen
University Hospital Gent, Aalmoezeniers-
dienst, Gent, Belgium

There is an increasing shortage of organs
for transplantation. Since several years the
transplantation community and other inter-
ested parties started to search for other
sources besides cadaveric organs. Society
is searching the boundaries of what is ethi-
cally permissible.

Around 1970 Western society — secular and
religious — accepted human-to-human
transplant as morally licit. It would have
been possible that society choose routine
salvaging as a basis on which the organs
could be removed from dead bodies.
However the routine salvaging model
wasn’t accepted. The basis for organ pro-
curement in Western society is the (altruis-
tic) donation model.

But the shortage remains tremendous.
Since recent years more and more authors
seriously started to advocate the idea of a
market in organs. In a capitalist world this
seems a good idea. If there are not enough
organs why not paying people to sell their
organs? Certain countries tolerate or sup-
port some market transactions. Leading
Western scholars have already proposed to
introduce a market model. Several theolo-
gians of all major religions even support
these ideas. So, why waiting?

The transplantation community should be
aware of the consequences of introducing a
market model. Nobody knows exactly
what will happen if patients can ‘buy’ their
organ in one way or the other. The ques-
tion [ want to raise in this paper is not if the
market model is ethical or not. Perhaps
one can imagine ethical sound market sys-
tems. The question to raise is if a donation
model can exist besides a market model?
Most authors involved in the debate unde-
servedly neglect this important aspect.

On a more fundamental level one must be
aware that allowing markets in one way or
the other does not only concern the ones in-
volved in transplantation but medicine as a

whole. Both proponents and opponents of
market models base their arguments on the
principle of autonomy. But the way in
which this concept functions is completely
different because the theoretical frame-
work is different (deontology versus utili-
tarianism). Medicine already switched
once during its history. Hippocratic ethics
has been replaced by deontology. What is
really at stake here is if medicine is going
to make a second switch. But does medi-
cine wants to make utilitarianism its new
theoretical framework? The search for new
strategies to increase the donor pool could
be the test case.

Public survey on financial
incentives for living kidney
donation

L.W. Kranenburg', W. Zuidema®,

W. Weimar?, M. Hilhorst, J. Passchier’,

J. Busschbach', A. Schram!, E. Hessing*
'Medical Psychology & Psychotherapy;
?Internal Medicine, *Medical Ethics, Eras-
mus MC, Rotterdam, The Netherlands;
‘TNS NIPO, Amsterdam, The Netherlands

Background: The increasing shortage of
post mortem donor kidneys has caused
transplant professionals and policy makers
to look for alternative ways to increase the
number of donors. One of the most fierce-
ly debated strategies is the introduction of
financial incentives to increase the number
of donors. Since the success of such strate-
gies is largely dependent on public support,
we performed a public survey on this top-
ic.

Methods: We developed a questionnaire on
financial incentives for living kidney dona-
tion in cooperation with TN'S NIPO. We in-
vestigated the public opinion on two differ-
ent fixed compensations: either life long
health insurance compensation or
€ 25.000. Furthermore, we investigated
public preferences on the practical enforce-
ment: either the patient seeks a donor (as is
current practice) or the donor registers for
donation at an independent institute. For all
examples, health insurance companies will
cover costs of treatment. The poll was
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spread by TNS NIPO via Internet, and 550
respondents (M/F: 60/40; median age: 46)
filled out the questionnaire.

Results: 46% considered the situation
wherein health insurance companies would
introduce financial incentives to increase
the number of living kidney donors unde-
sirable (26% undesirable; 20% very unde-
sirable), compared to 25% who perceive
this as desirable (20% desirable; 5% very
desirable). When forced to choose between
four options that combined the variables
‘incentive’ (either life long health insur-
ance compensation or € 25.000) and ‘ini-
tiative’ (either the patient seeks a donor or
the donor registers for donation), the op-
tion wherein the donor registers at an inde-
pendent institute to donate to a patient on
the list and receives a life long health insur-
ance compensation was chosen as most
favourable. Of all respondents, 5.5% stated
that there was a (very) great chance that
they would donate a kidney in order to get
compensation if such system were to be re-
ality.

Conclusion: Although almost half of the
respondents (46%) were reluctant towards
introducing a system with fixed compensa-
tion to increase the number of living kid-
ney donors, still 25% of the general public
reacted positively. When forced to choose
from various options, most preferred a sys-
tem wherein the donor registers at an inde-
pendent institute to donate to a patient on
the list and in turn receives life long health
insurance compensation.

Inducements for first person
consent

D. Punch', M. DeVos?, A. Tomatis’
!University of Michigan, Surgery, Ann Ar-
bor, Michigan, United States of America;
’DeVos Foundation, Grand Rapids, Michi-
gan, United States of America

Worldwide, the shortage of organs contin-
ues to be a major problem. Despite efforts
in many countries, that have spurred dona-
tion, the waiting lists continue to grow.
Recently many States in the U.S.A. have
initiated organ donation registries, with
some states achieving more than half of the
populace registered. We propose a pro-
gram to quickly close the gap, and reach
greater than 90% consent.

We propose to increase the number of ca-
daveric donations by offering the true
donor of the organ an incentive while they
are alive. This incentive would consist of

either a premium-free life insurance policy
or a tax deduction. To receive the incen-
tive, the donor would register to agree to be
a donor on a computerized database. The
database need not be national, but would
be necessarily accessible 24 hours a day,
365 days a year. Whether the incentive
takes the form of insurance or tax deduc-
tions could be up to the local community,
or could be left up to the donor at the time
of registration. Different states could de-
sign different systems.

There are no obvious moral or ethical ob-
jections to this proposal as stated. It is
likely that a large overall savings can be
achieved by such a program due to the de-
creased expense of keeping end-stage or-
gan failure patients on the waiting list.
Surveys of the general public have indicat-
ed that such inducements would not be met
with disdain if carried out tactfully.
Transferring the decision of donation to the
real owner of the organs would enhance the
principle of autonomy and relieve the fam-
ilies from the heavy burden of deciding
whether to donate their loved ones’ organs
while facing the tragedy of an unexpected
loss. Numerous examples exist in current
society of compensation being paid by so-
ciety to individuals for altruistic gifts. The
concept also parallels that of a volunteer
army. Giving every individual the oppor-
tunity to receive a societal compensation
their own altruistic gesture is egalitarian
and makes economical sense.

The major objections to this proposal are
that it will not work, or it will be too ex-
pensive. The best method of answering
this question is for an area to embark on a
trial.

Human organs, scarcities and
sale: Moral paternalism vs.
moral pragmatism

R.R. Kishore
Indian Society for Health Laws & Ethics,
Ethics and Law, New Delhi, India

Shortage of organs is a global feature of or-
gan transplantation and has been a chal-
lenge almost since its inception. Strategies
such as liberalization of brain-death con-
cept, introduction of presumed consent,
routine harvesting, required request, man-
dated choice, enhancement of donor’s up-
per age limit, relaxation of consanguineous
riders and allowing altruistic donations
from strangers have not resolved the prob-
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lem. Scarcity continues to prevail leading
to inequitable therapeutic dispensation, es-
calating costs, trade, crime and premature
death. Millions of people are suffering, not
because the organs are not available, but
because ‘morality’ does not allow them to
have access to the organs. The ‘worldwide
shortage of kidneys from cadavers has re-
sulted in illicit organ sales and even kid-
napping and murder of children and adults
to ‘harvest’ their organs, which is morally
much worse than allowing a person to vol-
untarily donate a kidney for compensa-
tion’. It is worth noticing that ‘when a per-
son sells an organ he or she acts both self-
ishly, in advantaging him- or herself, and
altruistically, in contributing to a public
good’. The issue of biotechnological
achievements and their social assimilation
contemplates a much deeper dialogue than
what is being done in the contemporary
ethical discussions.

Arguments against organ sale are grounded
in two broad perspectives: (1) sale is con-
trary to human dignity (2) sale violates eq-
uity. In this paper I examine both the di-
mensions and find that policies on organ
transplantation reflect unique social pater-
nalism, ignoring the vital interests of major
stakeholders namely the donor and the re-
cipient. I conclude that live human body
constitutes a vital source of organ supply
and the possibilities of its optimum utiliza-
tion should be explored by evolving prag-
matic strategies such as legitimization of
incentives and compensation for human or-
gans.

Latvian case — Removal of
tissues from 400 deceased
persons

S.0. Olsena
Medical Law Institute Ltd., Law, Riga,
Latvia

Facts of the case: A Criminal investigation
in 2003 recovered, that during the period
from 1994 to 2003, tissues were removed
from at least 400 deceased persons. In the
Latvian State Centre of Forensic Medicine,
during autopsy, tissues were removed. Dif-
ferent material, like pieces of wood and
fabrics, was put into the bodies to make de-
ceased appear untouched. That was done
without relatives’ knowing, or for that mat-
ter being able to express the will of de-
ceased, or to object to these organs’ and tis-
sues’ removal. All tissues were exported to
Germany, and received by a private com-

pany. Compensation from German side
was awarded. This included medical equip-
ment, bio implants, materials for surgery,
and funds. The money was transferred to
private accounts of the physician involved,
head of department of Tanatology of the
Latvian State Centre of Forensic Medicine.
Relatives got informed by police long time
after.

Legal regulation in Latvia in respect to tis-
sue removal: Every person has the right to
prohibit or permit the use of his body tis-
sues and organs. It is prohibited to use the
body of a deceased, tissues, or organs
against the will expressed when the person
was alive. In the case the will is not ex-
pressed, deceased body, tissues, or organs
can be used, unless any of the children,
parents, brothers, sisters, or spouse are ob-
jecting.

In the end of 2005 the Criminal Police con-
cluded, that there is not guilt to the persons
performing tissue removal, and sending it
to Germany. It was concluded, that the deal
with the German company was not a com-
mercial one. In spring 2006 investigation
in the case was reopened.

What should we learn from this case? The
case is giving an overview on the poor sit-
uation in Latvia in respect to organ dona-
tion and tissue removal. Latvia is one of
the Eastern European countries which be-
came an independent democratic state only
in 1990. Such important values like human
dignity, autonomy, and integrity were not
respected and protected under the soviet
regime. Because of international legal obli-
gations, Latvia has ratified main part of the
international conventions, in respect to hu-
man rights, and adopted national legisla-
tion in different areas of medical law. The
most difficult area in Latvia, in respect to
human rights protection, is interpretation,
and application of the laws. The tissue case
is showing several difficulties in respect to
implementation of the laws. The main
questions in respect to this case are still
open. 1. Was the removal of tissues lawful?
2. Was it a commercial deal with tissues?
3. Was/is the removal a criminal case?
4. How should such case to be judged ac-
cording to international regulations?



Transplantationsmedizin
2007, 19. Jahrg., S. 26

Abstracts

Organ trafticking and responses
from civil society

D.B. Budiani

Coalition for Organ-Failure Solutions,
Bethesda, MD, and Center for Bioethics,
University of Pennsylvania, United States
of America

Organ trafficking has become recognized
as a global human rights concern as re-
search and media reports increasingly doc-
ument exploitative practices of individuals
who have been solicited, recruited, and/or
trafficked to serve as a commercial organ
donor (Abouna 2003; Budiani 2005, 2006;
Goyal et al. 2002; Scheper-Hughes 2000;
Shaheen 2001; Zargooshi 2002). Global
‘hot spots’ have been identified and indica-
tors of dropping prices suggest that the or-
gans market continues to expand. Emerg-
ing studies on consequences of donors
demonstrate similar patterns across inter-
national contexts. For example, commer-
cial living ‘donors’ have been reported to
suffer similar health, economic, social and
psychological consequences as a result of
their commercial donation in Egypt (Budi-
ani 2006), India (Goyal 2002), Iran (Zar-
gooshi 2001) and Philippines (Shimazono
2000).

In the absence of adequate state-led re-
sponses to this issue, civil society organi-
zations are partnering to seek ethical solu-

tions for organ and tissue supplies rather
than the exploitation of the poor and vul-
nerable as a significant and growing
source. The Coalition for Organ-Failure
Solutions (COFS) is a non-profit interna-
tional health and human rights organiza-
tion committed to combating the traffick-
ing of humans for organs, ending exploita-
tive organ donorship practices, and pro-
moting the implementation of alternative
supply sources. COFS combines preven-
tion, policy advocacy, and survivor support
through a comprehensive approach to com-
bat organ trafficking. In so doing, COFS
has built global partners with local related
civil-society organizations to develop lo-
cal, national, and regionally-specific strate-
gies to carry out this mission via preven-
tion and outreach services. In addition to
research-based advocacy, activities range
from policy level approaches of examining
existing laws and policies on organ trans-
plants and implementation processes for
countries which are signatories of the UN
Protocol to Prevent, Suppress, and Punish
Trafficking in Persons and engaging deci-
sion-makers and key-stakeholders in ad-
dressing the issues, to grass-roots level
work of public education and awareness
campaigns, and individual prevention serv-
ices for potential commercial donors. An
overview of these partnered civil-society
activities, success stories and challenges
will be discussed.

K. Rockenbauch, O. Decker, Y. Stébel-Richter (Hrsg.)
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The effectiveness of organ donor
policies in ten European
countries: A widening gap?

R. Coppen’, R.D. Friele', GA. Blok?,

M.C. Smit', JK.M. Gevers?

!Nivel, Utrecht, The Netherlands, *Univer-
sity Maastricht, Education, Maastricht,
The Netherlands, *Academic Medical Cen-
ter University of Amsterdam, Social Medi-
cine, Amsterdam, The Netherlands

Introduction: Each country has a shortage
of organ donors. Therefore countries de-
velop policies to support the efficient use
of potential donors. Nonetheless, there is a
large variety in the numbers of organ
donors amongst the different European
countries. This presumes there are differ-
ences between countries regarding the ef-
fectiveness of their policies. However,
whether an organ donor policy is effective
or not does not only depend on the differ-
ence of donation rates in a certain year, but
also depends on the differences in numbers
of potential donors and whether the policy
causes a structural increase of the donation
rates over a long period of time, taking in-
to account the number of potential donors.
For that reason this study uses the crude
donor efficiency rate to give insight in the
effectiveness of donation policies of ten
European countries in the period 1995-
2005.

Method: We studied the effects of organ
donation policies on the efficient use of
potential donors in the period 1995-2005
in ten European countries. In most cases
(=/- 80%) an organ donor has died from
CVA or (traffic) accident. That is why
these categories were considered relevant
for organ donation and were considered as
the best proxy for potential donors in this
international comparison. The mortality
rates (0-64 years) for CVA and (Traffic)
Accident were retrieved from the WHO
HFA Database. The organ donation rates
were retrieved from national transplant
centers. On the basis of the mortality rates
(p.m.p.) and the donation rates (p.m.p.) the
crude donor efficiency rate was calculated.
This rate represents the number of organ

donations taking into account the limited
number of people dying in a relevant mor-
tality category. As the donor efficiency rate
corrects for differences in relevant mortal-
ity rates between countries it is considered
as the best measure for international com-
parison of the effectiveness of a donor pol-
icy.

Results: The donor efficiency rate shows a
steady increasing trend over the period
1995-2005 for some countries, while other
countries show a more fluctuating trend.
Besides that, the variance of the donor ef-
ficiency rate in 1995 and 2000 between
countries is smaller than in 2005. The im-
plications of these findings will be dis-
cussed.

Is presumed consent legislation
just black letter law?
Lessons from the French case

G. Nowenstein Piery’,
S. Hennette-Vauchez?
!University of Exeter, Sociology and Phi-
losophy, Exeter, United Kingdom, *Univer-
sity of Paris XII, Département de Droit
Public, Paris, France

Organ donation from cadaveric donors has
been governed in France by presumed con-
sent legislation since 1976 —organ retrieval
from the living remains both marginal in
numbers and reluctantly admitted by legis-
lators. It appears today not only that such
legislation has failed to increase the num-
ber of available organs and tissues for
transplantation, but that it is systematically
not applied in hospitals. Taking a socio-le-
gal approach combining the analysis of
laws, policy and practice, we will reflect
on some of the reasons that explain the
paradoxes of the French situation:

(1) The legal principles governing organ
retrieval are held in the laws of 1976,
1994 and 2004. Applied to organ do-
nation and compared to other legal
rules governing the fate of the body,
the opting-out approach appears ex-
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ceptional in French law from a doctri-
nal perspective. Interestingly, howev-
er, legislators seem to have avoided
engaging in an in-depth discussion
about the implications of such choice
—the same silence appears to surround
today the possibility of an in-depth
parliamentary discussion on the pros
and cons of living organ donation.

(i1) The analysis of policy shows that the
ambivalence surrounding the enact-
ment of presumed consent legislation
extends to the sphere of policy. Indeed
public communication on behalf of
transplantation authorities has been to
say the least discreet, if not sometimes
misleading, about the existence of pre-
sumed consent legislation or the con-
ditions that surround organ retrieval
decisions (i.e. brain death). Further-
more, directives sent from transplanta-
tion authorities to physicians and nurs-
es in charge of organ retrieval deci-
sions have tended to insist on the re-
spect of the views of the relatives of
brain dead potential donors, and not on
the application of presumed consent
legislation.

(iii) In practice, if presumed consent legis-
lation was mobilised by physicians in
some hospitals until the 1980s, the
evolution of behaviours has since lead
to systematic non-application. The
system is one where relatives of brain
dead potential donors are entitled a
para-legal right to veto organ retrieval.
Linking law, policy and practice, one
of the main reasons physicians and
nurses point at to explain their non-ap-
plication of the law in hospitals is the
general ignorance of the relatives of
brain dead potential donors they are
confronted to. Ignorance of presumed
consent legislation, ignorance of what
being brain dead means, ignorance of
the views of their brain dead relatives
about organ donation.

Domino paired kidney donation
with altruistic donors

W.C. Zuidema', L. Kranenburg’,

R. Erdman’, M. Klerk de’,

M.T. Hilhorst’, JN.M. lJzermans?,

W. Weimar!

!Internal Medicine; *Medical Psychology
& Psychotherapy; *Medical Ethics; *Gen-
eral Surgery, Erasmus MC, Rotterdam, The
Netherlands

Background: In the Netherlands the num-
ber of living kidney donations more than
tripled in the last decade, and now provides
for 40% of the total number of kidney
transplants performed.

For ABO-incompatible and X-match posi-
tive combinations we run a national paired
kidney exchange program and although
successful for approximately 50% of the
patients, we can not match all enrolled cou-
ples. Therefore alternative strategies seem
justified and we explored the practical pos-
sibilities to perform domino paired kidney
donation, using kidneys from altruistic
non-directed donors.

Methods: Altruistic donors were informed
about the possibility of making two trans-
plants feasible by one kidney donation.
When they agreed, we selected ABO com-
patible, cross-match negative acceptors de-
rived from couples that had been repeated-
ly unsuccessful in our exchange program.
Selected couples were informed they
could receive a kidney from an altruistic
donor under the same conditions as in our
routine exchange program: i.e. they had to
donate a kidney to someone else and the
procedure was to be performed on an
anonymous basis. The latter kidney was al-
located to a patient on the local waitlist ac-
cording to the standard criteria of the
Dutch Transplant Foundation. The waitlist
patient also had to give consent and to ac-
cept the anonymous basis of the procedure.
Results: All altruistic donors that were
asked to participate were excited to be able
to help two patients instead of one. The un-
successful cross-over couples also agreed
without hesitation as they felt no difference
between a classic and a domino paired kid-
ney exchange for which we had created a
matching virtual couple, consisting of an
altruistic donor and a waitlist recipient. Fi-
nally, the waitlist patients had no objec-
tions either after we had explained they
were selected to participate in a virtual
cross-over procedure in which they formed
a couple with an altruistic donor. We per-
formed seven of these procedures with
non-directed altruistic donors and another
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one in which a directed altruistic donor re-
quested to be enrolled in the national kid-
ney exchange program with a specified,
not emotionally related patient.

Sixteen transplants were performed.
Anonymity between the participants was
strictly kept and we observed no particular
problems inherent to this procedure.
Conclusion: Domino paired kidney dona-
tion makes optimal use of altruistic donor
kidneys and appears to be perfectly accept-
ed by all participants.

Applying presumed consent
legislation in organ donation:
The healthcare professional’s
experiences

B.N. Neades
Napier University/ NHS Lothian, Educa-
tion centre, West Lothian, United Kingdom

The Human Tissue 2005 Act introduces
new strategies and approaches to increase
the numbers of organs available. Critics of
this new legislation however, suggest that
it does not go far enough in its reforms of
the organ donation system. They suggest
that the U.K. should adopt a form of Pre-
sumed Consent Legislation in organ dona-
tion, citing this legislation as the key to in-
crease the numbers of organs for trans-
plant. The aim of this study was to investi-
gate the impact of presumed consent legis-
lation on the professionals involved in the
procurement of organs for transplantation
in European countries where this legisla-
tion exists.

Literature on presumed consent legislation
demonstrated a lack of data relating to the
impact of the healthcare professionals in
application of this legislation in organ do-
nation, together with the impact on the
families of the donor. By capturing the ex-
periences of the staff involved in organ
procurement and donation in Europe, in-
formation relating to the benefits and chal-
lenges to these two groups of using this ap-
proach to the procurement of organs, could
therefore be identified.

Using a phenomenological methodology
based on the ideas of Heidegger (1962) and
Gadamer (1989) the personal ‘lived experi-
ences’ of the healthcare professionals who
participate in organ donation within Nor-
way, Portugal and Belgium who utilise pre-
sumed consent legislation in organ dona-
tion, were captured.

Data emerging from interviews with staff
within these countries held common
themes including previously unreported
different approaches to the implementation
of this legislation across these countries,
identifying different organisational strate-
gic approaches, clinical protocols and re-
sources utilised to support presumed con-
sent legislation in organ donation. The
study also identified different approaches
to the involvement of the relatives of the
donor in decision making in organ dona-
tion together with the organisational, prac-
tical, ethical and educational challenges
that this approach to organ donation pres-
ents for staff. The implications for health
care practice in Europe and the U.K. of
these findings are explored by this paper.

References:

Gadamer HG (1989) Truth and method (2nd ed)
(Weinsheimer, J. & Marshall, D.G. transl.) New
York: Crossroad

Heidegger M (1962) Being and Time. Oxford
Blackwell

Human Tissue [2005] Act

Access of ‘Non-resident patients’
to transplantation medicine from
a legal point of view

D.N. Norba', G. Kirste?

Legal Department; *Medical Director,
Deutsche Stiftung Organtransplantation
(DSO) Neu Isenburg, Germany

Organ transplantation is a well-established,
effective and often life-saving treatment.
The main limiting factor in Western Euro-
pean Countries is the organ shortage.
Against this background many transplant
centres are confronted with the question
how to deal with requests of so called ‘non-
residents’ that are in need for a transplant.
Can those requests be turned down because
of the organ shortage? Is the national state
obliged to protect its own citizens and
hence to ensure that the treatment of its res-
idents is paramount? In particular one
could argue that it is the residents, which
thanks to their willingness to donate, facil-
itate transplantations in the first place and
therefore should benefit from it before all
others. Proponents of a preference of resi-
dent over non-resident patients further-
more point out the negative impact it might
have on the donation rate, if more and
more foreigners profit equally from trans-
plantation, while the own nationals die on
the waiting list.
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Who has the legislative competence to pass
a binding regulation? Eurotransplant has
passed regulations in order to limit the ac-
cess of non-residents to the waiting list.
But can those regulations be more than a
recommendation?

Taking into consideration that human
rights such as the right to live, to physical
integrity and the right to equal treatment
are at stake when it comes to depriving
someone from a lifesaving standard med-
ical treatment at least for Germany it has to
be concluded that binding regulations lim-
iting the access of non-residents to trans-
plant waiting list or considering them only
subordinately in the allocation scheme
would need to be passed on the parliamen-
tary level. Already at first sight it becomes
apparent that a regulation limiting the ac-
cess to the Transplantation waiting lists in-
stead of an only subordinate allocation of
organs to ‘non-residents’ is most likely to
infringe the principle of commensurability.
Even though Art. 152 (4) TEC does most
certainly not establish the competency of
European Union to deal with this issue, Eu-
ropean primary and secondary law never-
theless has to be taken into account when
passing a regulation limiting the access of
non-residents to transplantation. In order to
avoid a violation of fundamental European
Rights such as freedom of movement for
workers (Art. 39 TEC), the Council Regu-
lation (EEC) No 1408/71 of 14 June 1971
on the application of social security
schemes to employed persons and their
families moving within the Community
and free movement of services (Art. 49
TEC).

Does justice allow living donor
list exchange? The reasoning in a
recent report from the Health
Council of the Netherlands

W.J. Dondorp

Health Council of the Netherlands, Health
care ethics & philosophy, The Hague, The
Netherlands

In 2006, the Netherlands Transplantation
Foundation (NTS) proposed to conduct a
pilot study to evaluate the expected bene-
fits of Living Donor List Exchange
(LDLE) as a means of helping donor/recip-
ient couples who unsuccessfully participat-
ed in the Dutch cross-over programme for
living kidney donation. As the Dutch Or-
gan Donation Act would not allow this ex-

change, the government was asked to take
action and make the pilot possible. The
Minister of Health responded by first re-
questing the Health Council to pronounce
upon the moral and legal acceptability of
LDLE. The council produced its report ear-
ly 2007. For this purpose, a small ad-hoc
committee was assembled, consisting of
nefrologists, ethicists, and an expert of
health law. In this contribution, the reason-
ing of the committee will be presented and
held against the way the issue is usually
dealt with in the literature. Special empha-
sis will be given to the role of different rel-
evant dimensions of the principle of jus-
tice.

Consent for donation in

The Netherlands:

Relation between registration and
relatives’ consent.

H.A. van Leiden, N.E. Jansen,
B.J.J.M. Haase-Kromwijk,

M.B.A. Heemskerk, C.R. Smand,

E. de Buijzer, A.J. Hoitsma

Dutch Transplant Foundation (NTS),
Leiden, The Netherlands

Introduction: The Netherlands implement-
ed an Organ and Tissue Donation Act in
1998, which is based on an opting in sys-
tem, supported by a national Donor Regis-
ter (DR). Medical doctors have to consult
the DR before consent for donation is re-
quested from relatives of a medical suit-
able donor. In the DR, Dutch citizens can
state their will to donate (consent, refusal,
and leave decision to a special person or
relatives in general). We analysed the rela-
tion between registration in the DR and the
relatives’ opinion for organ and tissue do-
nation.

Methods: The Act compels medical doc-
tors to document the (possible) donation
pathway for all hospital deaths. Data from
these documents are centrally registered
(Donation Application) by the majority of
hospitals. Out of 70612 hospital deaths
16557 were considered suitable for organ
and/or tissue donation by doctors in the
years 2004 and 2005. The outcome of DR
consultation and relatives’ consent for do-
nation were analysed.

Results: In 26% of all cases the DR was not
consulted and in this group the rate of rela-
tives’ consent for donation was 3.5%. Al-
though relatives’ refusal for donation was
the most frequent reason documented by
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doctors for not consulting the DR, reasons
like no time or forgotten to consult and
emotional circumstances were given as
well.

In 59% of the DR consultations, no regis-
tration was found. Relatives’ consent rate
was 25% for non registered persons com-
pared to 34% for registered persons who
left the decision to relatives (8% of the DR
consultations). Consent for donation in the
DR was found in 16% of the consulted cas-
es. However, relatives refused donation in
11% of these cases.

Although no refusal was found in the DR,
relatives were not requested for donation in

Parallel session, free communications

10%. These donors were not realized. Most
frequent reported reasons for not request-
ing were absence of relatives or emotional
circumstances.

Conclusion: Medical doctors should con-
sult the DR in all cases before consulting
the relatives, to try to increase final consent
rates. Secondly, it is important to stimulate
people to register their personal will on do-
nation in the DR. Not only because this
could increase the number of patients that
give their consent, but also because regis-
tration to leave the donation decision to the
relatives can lead to more relatives’ con-
sent than no registration.
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3. Altruism, counselling and psychological
aspects of living donation

Mothers’ experiences with
umbilical cord blood donation

G.E. Switzer!, M.A. Dew’, L. Myaskovsky’,
M. Crowley-Matoka®, D.J. Harrington?,

A. DiMartini’

!Medicine and Psychiatry, *Psychiatry,
3Medicine, University of Pittsburgh, Pitts-
burgh, PA, United States of America

Medical advances have fueled an increas-
ing need for living unrelated stem cell
donors. Currently, the most rapidly grow-
ing donation source is umbilical cord
blood. In 2006, the U.S. government es-
tablished an international network of cord
blood banks which is currently the world’s
largest and provides access to stem cells
from more than 150,000 umbilical cords.
Despite dramatic increases in cord blood
donation, little is known about mothers’
knowledge, concerns about, and satisfac-
tion with, the process. Understanding
mothers’ experiences with cord blood do-
nation is critical in the effort to ensure op-
timal decision-making about donation.

Cross-sectional mailed questionnaire data
were gathered from 420 mothers 2-8
weeks after their delivery and donation of
cord blood at one of three U.S. domestic
public cord blood banks. The mothers
tended to be White (76%), young (medi-
an=30), married (86%) employed (63%),

college graduates (57%), and to have in-
comes = $50,000 USD/year (65%). Most
mothers first heard about cord blood dona-
tion prior to their pregnancy (54%), were
first informed about donation during labor
(32%), and received details about donation
and signed consent after delivery (40%
and 38%). Substantial proportions of
mothers did not remember receiving infor-
mation about what cord blood is (40%),
how it is collected (28%), how it is used
(52%), and the differences between public
and private cord blood banks (68%).
Mothers’ most prevalent concerns were
that their child’s cord blood might be un-
available to them in the future (50%), lack
of control over who received the donation
(22%), and that the donation might affect
their child’s health (11%). Although most
mothers were satisfied with their donation
decision (77%), less satisfaction was asso-
ciated with (a) hearing about donation lat-
er in the pregnancy (chi-square=12.33;
df=6; p=.05), (b) hearing about donation
for the first time from cord blood bank per-
sonnel versus other sources including a
personal physician (chi-square=91.69;
df=6; p=.01), and (c) being approached
about donation during labor (chi-
square=26.15; df=6; p=.01). Six of eight
possible concerns about donation were al-
so significantly associated with less satis-
faction including mothers’ concerns about
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their own and their baby’s health, lack of
control over who received the donation, re-
ligious beliefs, family worry, and lack of
access to the donated cord.

These findings indicate that there may be
substantial gaps in mothers’ knowledge
about cord blood donation. Moreover, the
timing of the donation request and con-
cerns about the donation process and out-
comes are associated with mothers’ satis-
faction with their donation.

Psychological profile of living
liver donors and post-donation
outcomes

A.D. DiMartini', K.P. Porterfield’,

M.G. Fitzgerald®’, M.A. Dew’, K. Tom*
'Uni. Pittsburgh Medical Center, Western
Psychiatric Institute, Starzl Transplant In-
stitute, Psychiatry and Surgery, Pittsburgh,
PA, United States of America, *Uni. Pitts-
burgh Medical Center, Starzl Transplant
Institute, Care Management, Pittsburgh,
PA, United States of America; *Uni.Pitts-
burgh Medical Center, Western Psychiatric
Institute, Psychiatry, Pittsburgh, PA, Unit-
ed States of America; *Uni. Pittsburgh
Medical Center, Starzl Transplant Institute,
Surgery, Pittsburgh, PA, United States of
America

Within the United States most but not all
living liver donor programs require a psy-
chosocial evaluation of potential donors
prior to allowing donation. While these as-
sessments are useful in the selection phase,
little information has been gathered to as-
sist in determining the role of such factors
in the outcome of a successful donation.
Therefore we are collecting prospective
data to investigate the psychological pro-
file adult living liver donors and determine
whether characteristics of this profile will
predict post-donation outcomes. Using a
comprehensive battery of psychological
measures, we are repeatedly surveying
adult liver donors: first at ‘baseline’ prior
to donation, and then at 3 months and one
year post-donation to 1) characterize com-
prehensively the psychosocial profile of
donors and their concerns and motivations
for liver donation, 2) to fully assess their
post-donation perceptions of the overall
donation experience, and 3) to examine
whether pre-donation factors predict both
medical and psychologic outcomes post-
donation.

Forty pre-donation questionnaires and 17
3-month post-donation questionnaires have

been collected. The 40 candidates were
53% female, aged 37 + 11 years old, with
65% donating to a first degree biologic rel-
ative and 10% donating to spouses. 60%
made the decision immediately without
hesitation, and 74% had made the decision
to donate within a week. 100% reported
good to excellent pre-donation health but
40% were worried about the effects of the
donation on their future health. Of those
with concerns over the donation’s impact
on their social situation, 65% were con-
cerned that their family would worry about
them, 56% were concerned about missing
work and 44% were concerned over who
would care for their children/family. 30%
reported they would feel guilty if the dona-
tion did not work.

Post-donation, the 17 liver donors were
hospitalized 9 + 3 days. 35% reported be-
ing physically ‘back-to-normal’ by 3
months post-donation. All donors felt hap-
py to have donated and 88% felt the dona-
tion was very worthwhile. While 44% felt
the donation was a more positive emotion-
al experience than they expected, 24% felt
the donation was very physically stressful
and 50% felt the surgery was more painful
than expected. 59% had work or family re-
lated problems after the donation with 70%
having problems missing work, and 60%
had problems missing important family ac-
tivities, problems with child/family care,
and problems with family worrying about
them. These results suggest that despite
significant levels of psychosocial distress
the vast majority of donors were glad to
have donated.

Psychosocial and physical
outcome of donors undergoing
living donor liver transplantation
(LDLT) — Risk and protective
factors for donors from a
psychosocial point of view

C. Papachristou!, G Schmid!, M. Walter?,
J. Frommer®, B.F. Klapp'

!Charité - University Medicine Berlin, In-
ternal Medicine and Psychosomatics,
Berlin, Germany, 2University of Basel,
Psychiatry, Basel, Switzerland; 3Otto-von-
Guericke University Hospital, Psychoso-
matic Medicine and Psychotherapy,
Magdeburg, Germany

Introduction: Living donor liver transplan-
tation (LDLT) increasingly performed over
the last years in order to overcome short-
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age of organs raises various medical and
ethical issues due to the high risk the
donors are exposed to. Before LDLT
donors in our hospital undergo thorough
medical and psychosocial/psychosomatic
assessment.

Methods: We conducted a study using
qualitative research methods. We per-
formed 28 preoperative clinical semi-struc-
tured interviews with donors and 6 month
postoperative follow-up interviews with 18
of them. Interviews were analysed using
the method of Grounded Theory (Glaser &
Strauss, 1967).

Results: LDLT presents even for carefully
selected donors an emotional and physical
challenge. The LDLT outcome can be sat-
isfying without any major impairment on
donors. Yet in many cases donors suffer
lighter to more severe medical complica-
tions including psychological reactions.
LDLT can affect donors’ social status and
family situation. We identified a series of
risk and protective factors with impact on
the donors’ postoperative outcome, as deci-
sion autonomy, urgency, preparedness, so-
cial support etc. Furthermore we identified
indicators for each of the factors in order to
enhance pre- and postoperative psychoso-
matic evaluation and support of donors.
Implications: Clinical and policy implica-
tions of the findings are discussed. A thor-
ough pre- and postoperative psychoso-
cial/psychosomatic evaluation is essential
in order to minimize donors’ risk and en-
sure high quality and ethical standards in
LDLT.

Please save my mommy’s life,
her kidneys are sick:

Why internet solicitation for
organ transplantation is unethical

J.S. Saloma

Loyola University Chicago, Neiswanger
Institute for Bioethics and Health Policy,
Hatboro, PA, United States of America

While the number of patients waiting for a
kidney transplant is increasing every year,
the supply of life saving kidneys is not.
With patients becoming more technologi-
cally savvy, it was only a matter of time be-
fore appeals were made on the internet.
Now, there are websites like matching-
donors.com that attempt to match a donor
with a recipient. The hitch to this is that the
patients seeking an organ need to pay a fee
for them to post an appeal. In the United

States, organ transplantation is regulated
by the United Network for Organ Sharing.
While the UNOS system is not perfect, it
strives for an equitable distribution of
available organs generally to the sickest
patients. Sites like matchingdonor.com vi-
olate the ethical concept of justice and are
therefore unethical. By charging a mem-
bership fee (which is reportedly used to
maintain the website), these websites may
be unaffordable to lower socio-economic
status patients. Also, by patients posting a
heart-felt appeal, willing altruistic donors
may be coerced into donating their kid-
neys. By potential donors being able to de-
cide who they donate a kidney to, there is
great potential for discrimination based on
race, creed, geography, etc. Receiving a
kidney transplant from a website appeal,
the sicker patients may not receive the kid-
ney and may subsequently die. There are
two acceptable forms of altruistic kidney
donation: a friend or family member to the
recipient, and a true altruistic donation
where a kidney is donated to the first com-
patible match on the waiting list.

Living donors -
How far can we proceed?

M.O.P. Omnell Persson’, L. Brostrom?,
N.H. Persson', G. Hermerén®

'Malmé University Hospital, Nephrology
and Transplantation, Malmé, Sweden;
’Lund University, Medical Ethics, Lund,
Sweden

Background and aim: Within Scandia-
transplant the views on living donor kidney
transplantation vary. In Sweden ‘anony-
mous living donation’ (ALD) has recently
been performed but is still under evalua-
tion and debate. Since this is a new ap-
proach, which has given rise to certain
worries, we considered it important to
learn more about the thoughts of the volun-
teers for such a donation.

Subjects and methods: Five persons out of
ten people who had volunteered to donate
anonymously at the transplant unit at
Malmo University Hospital were inter-
viewed. Three of them were for different
reasons denied to donate, one was still in
an evaluation process and one had donated
at the time of the interview. Two were less
than 40 years old. Four individuals did not
respond and one was abroad. All inter-
views, conducted by the first author, took
place in the hospital, lasted for about one
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and a half hour, were tape-recorded and
transcribed verbatim.

Results: Two of the non-donors had been
thinking about ALD for many years in con-
trast to the others who spent some months
considering ALD before contacting the
transplant unit. The main reason for the
wish to donate was the possibility to help
another person. One informant thought it
was logical and the one who had donated
said he wanted to make someone really
happy. When asked about possible conse-
quences of the donation the spontaneous
answers were related to medical risks. The
one who donated said that he thought life
would be a little different after the dona-
tion, but things had gone back to normal
except ‘the sunshine inside’. The fact that
the recipient was anonymous did not both-
er anyone. The donor as well as the person
in evaluation process was somewhat am-
bivalent to, if possible, meet the recipient
after the donation.

Conclusion: The informants in this study,
although only five, did not tell us anything
that, in our opinion, would contradict ALD.
Awareness of the well being of the donor
after ALD is important!

Motivations of altruistic living
kidney donors

W.C. Zuidema', L. Kranenburg?,

N. Tronchet’, M.T. Hilhorst*, R. Erdman’,
JN.M. LJzermans’, W. Weimar'

'Internal Medicine; *Medical Psychology
& Psychotherapy, 3Social Work; *Medical
Ethics; *General Surgery Erasmus MC,
Rotterdam, The Netherlands

Background: Living kidney donation pro-
vides for 63% of the kidney transplants
performed in our center. Within the living
donor pool, a shift from genetically related
to unrelated donors was observed. While
the majority of unrelated donors were part-
ners, we have also accepted altruistic not
emotionally related individuals to donate
their kidney in a directed, non anonymous
way. Moreover, a number of altruistic
donors agreed to let us allocate their kid-
ney on an anonymous basis to the wait list
or to make domino-paired transplants pos-
sible. We investigated the motivation of
our altruistic kidney donors.

Methods: We prospectively collected data
from 47 individuals that made inquiries
about altruistic donation. All were given
written information on our protocol, were
informed about the risks of the surgical

procedures and were contacted by tele-
phone later.

One potential donor explicitly requested
non-anonymity and therefore was not ac-
cepted.

Two others were referred elsewhere. Twen-
ty-one had second thoughts after receiving
the information and after discussions with
their environment. This possibly reflects
the impulsiveness of their offer to donate.

Results: We enrolled 23 (11F, 12M) indi-
viduals in a screening program; four had
medical or psychological contraindica-
tions. 19 were accepted for donation, one
of which withdrew consent.

Out of the 18 altruistic donors that actually
donated only 6 had actively responded to
media attention to organ shortage and the
needs of patients on the wait list. Most
donors gave a number of reasons for their
decision. The majority of them (13/18)
were familiar with patients on renal re-
placement therapy either at the time of do-
nation (N=5) or in the past at a moment
they were not able to donate (N=8). Donat-
ing appeared to be ego-syntonic, i.e. con-
sistent with personal values and previous
behavior. Some had already given blood or
bone marrow, others had been involved in
charitable organizations or had performed
development aid in third world countries.
Religion played a predominant role in 3 in-
stances.

Conclusion: The majority of altruistic
donors are motivated by their experience
with renal insufficiency in their direct envi-
ronment. They considered kidney donation
as a natural act of loyalty to this patient
group, consistent with their social behavior
in other domains.

Psychological barriers in
expanding the living kidney
donor pool

L.W. Kranenburg', W. Zuidema’,

W. Weimar?, M. Hilhorst’, J. IJzermans?,
J. Passchier!, J. Busschbach'

'Medical Psychology & Psychotherapy;
’Internal Medicine; ‘*Medical Ethics;
“Surgery, Erasmus MC, Rotterdam, The
Netherlands

Background: Living kidney has proven a
viable treatment option for patients with
end stage renal disease. However, not all
patients seem willing or able to pursue liv-
ing kidney donation. The exact reason why
is not always known, because those pa-
tients, and their potential donors, have nev-
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er been interviewed about this subject. The
aim of this study is to overcome this lack of
knowledge, in order to explore whether
further expansion of the living kidney do-
nation program is feasible.

Methods: We interviewed 90 patients on
the waiting list for a kidney transplant who
seem unwilling or unable to pursue living
kidney donation and their potential donors
(n = 53). We also included a comparison
group of 53 patients and 51 of their actual
donors who have planned to undergo liv-
ing kidney donation/transplantation in the
near future. All respondents underwent an
extensive structured interview about topics
that could influence willingness to undergo
living kidney donation.

Results: 82% of the patients on the waiting
list are willing to accept the offer of a liv-
ing donor. Main reason given for not pur-
suing living kidney donation was reluc-
tance to discuss the issue with the potential
donors. Notably, in the comparison group,
it was always the donor who initiated the
communication about donation. Both
groups indicated that if no donor steps for-
ward, one is likely to interpret this silence

as a refusal to donate. We found evidence
that this assumption not always holds: Sev-
eral of the potential donors that we inter-
viewed were in a pre-contemplation phase,
open to consider themselves as a potential
donor. On the other hand, some potential
donors indeed were reluctant about dona-
tion. Main reasons for donor reluctance
were 1) fear for their own health, 2) dis-
tance in the relation with the intended re-
cipient, and 3) a lack of information about
living kidney donation. Patients would ap-
preciate professional help in order to facil-
itate the donation request.

Conclusion: This is the first interview
study done in patients who seem unwilling
or unable to pursue living kidney donation
and their potential donors. The majority of
patients on the waiting list are willing to
accept a living kidney donor, but are reluc-
tant to discuss the issue with their potential
donors. Being offered a kidney (or not)
seems decisive for either or not pursuing
living kidney donation. Patients should be
offered professional assistance to help
them find a living kidney donor.

Felix Tretter
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Commercial renal transplantation
in Iran:
The recipients’ perspective

J. Zargooshi
Kermanshah University of Medical Sci-
ence, Urology, Kermanshah, Iran

Purpose: To our knowledge, there is no re-
ported study in which both the recipients
of the sold kidneys and the vendors of the
same kidneys are being interviewed, thus
giving a full perspective of the problem of
kidney sale from both side of views, i.e.,
vendors and recipients. We already inter-
viewed the vendors of the kidneys and re-
ported the results. Here we report on our
interviews with the recipients.

Materials and methods: We interviewed
200 recipients of strangers’ sold kidneys,
addressing the following topics, among
others: relationship with vendors, whether
or not bother was created for the recipients
by the vendors, whether or not the recipi-
ents paid vendors out of their own pocket,
whether or not the recipient tried to receive
kidney from relatives, the reasons for not
trying relatives, and whether the recipients
regarded their obtaining the kidney as an
act of buying or gifting.

Results: Of 200 recipients, 98 were fe-
males. The average age was 41.1 years.
Three patients received preemptive trans-
plants; the remainder underwent hemodial-
ysis from 1 month to 4 years before trans-
plantation. Average creatinine at time of in-
terviews was 1.35mg/dl. None of 200 pa-
tients had any relationship with their ven-
dors preoperatively. 40 patients did not re-
call the name of their vendors, in some cas-
es despite passage of only 3 months post-
operatively. 37 had postoperative social re-
lationship with their vendors. 18 recipients
reported varying degrees of bother by the
vendors, always over financial transac-
tions. In addition to the governmentally
paid $1000 to each vendor, most recipients
personally paid various amounts of money
to their vendors. Before receiving trans-
plants from strangers, 8 patients tried un-
successfully for related donors, 5 patients
had no relatives to try, and 1 recipient ac-
tively prevented his relatives from dona-
tion. The remaining 186 patients bought
kidneys from strangers without asking
their relatives to donate. All these 186 pa-
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tients cited the availability of kidneys for
sale as the sole reason for not even asking
their relatives for donation. All 200 pa-
tients stated that they bought kidneys; none
considered the kidney receipt as a gift from
the vendor.

Conclusions: ~ Transactions  between
‘donors’ and recipients in Iran are purely
commercial, with financial conflicts. Offi-
cially at present at least 10000 patients are
hopelessly waiting to receive a kidney. The
ineffective commercial transplantation
program has been against the interests of
the Iranian ESRD population by eliminat-
ing the altruistic and related donor trans-
plantation and preventing the establish-
ment of a cadaveric program. The Iran’s
failed experience may be repeated in any
other country, considering the relaxation of
donor acceptance criteria.

Family refusal causes
discrepancy between used and
potential donors: a prospective
study in 6 hospitals in the region
of Rotterdam

M.H. Sieber', J.A.M. Hagenaars', W.K. Re-
dekop’, B.J.J.M. Haase-Kromwijk®, J.N.M.
LJzermans'

ISurgery; *Inst. Medical Technology As-
sessment, Erasmus MC, Rotterdam, The
Netherlands; *Dutch Transplant Founda-
tion (NTS), Leiden, The Netherlands

Background: The growing number of pa-
tients waiting for organ transplantation ne-
cessitates optimal use of potential organ
donors. Since the Dutch Organ Donation
Act was introduced in 1998 the number of
organ donors has not increased. To study
the effect of supportive facilities in the hos-
pital organization a prospective pilot study
was initiated.

Methods: In 2003 a chart study of all in-
hospital deaths was started using data from
6 hospitals with a referral area of 1,6 mil-
lion people. From January 2004 until Janu-
ary 2005 supportive measurements were
introduced, including a call centre and spe-
cially trained requestors. After cessation of
the support program chart analysis was
continued until January 2006. Subsequent-
ly all data were analyzed to study the effect
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of the supportive program on the detection
and realization of potential organ donors.
Results: Details of 10.596 deceased pa-
tients were collected (2003-2005), 2.581
(24%) of these patients died on the ICU.
Facilitating the consultation of the Donor
Register by the call centre procedure led to
a significant increase in 2004 (p=0.005)
comparing with the year before and after-
wards. A total number of 239 potential or-
gan donors were found where 219 (92%)
were identified. According to the Medical
Record Review more potential organ
donors were identified adequately in 2004.
Whereas 11 out of 74 medical suitable or-
gan donors (15%) were not detected in
2003, significantly less donors were
missed during 2004 as only 2 organ donors
out of 90 potential donors were not detect-
ed (2%) (p=0.014). Moreover, in 2005 the
number of unrecognized potential organ
donors increased as 7 out of 75 potential
organ donors were missed (9%) However,
this decrease in donor detection is not sta-
tistically significant when compared with
the intervention year (p=0.081).

Organ donation was discussed with 176
families (74%). Consent was given in 45%
and no significant difference in efficacy
was found between the periods with and
without a supportive program.
Conclusions: Potential organ donors are
identified adequately on intensive care
units in the participating hospitals. Family
refusal and medical unsuitability are the
most important reasons not to donate. Ad-
ditional supportive measurements, includ-
ing a call center and special trained re-
questors do not reduce the discrepancy be-
tween the used and potential donors. A year
after the intervention a decrease in the
number of donors is seen but this decrease
is not caused by hospital associated factors,
but mainly to medical and relatives related
factors. Most benefit will not be obtained
in hospital associated measures but in soci-
etal perspectives.

Does society have the right
to expect citizens to be organ
donors?

A.J. Cronin

Institute of Medicine, Law and Bioethics,
School of Law, University of Manchester,
Manchester, United Kingdom

Clinical transplantation is a revolutionary
area of medicine and has saved thousands
of lives. In the UK between 1 April 2004

and 31 March 2005 organs from 752 peo-
ple who died were used to save or dramat-
ically improve many people’s lives through
2242 transplants. However, demand for or-
gans has outstripped the supply. As of 14
November 2006, 7062 people are still wait-
ing for transplants in the UK.

This paper proposes a radical solution to
this acute humanitarian tragedy. It exam-
ines the UK’s legal position with regard to
deceased-donation and allocation. Reasons
for accepting or rejecting an ‘opt-in’ sys-
tem of deceased organ donation are can-
vassed and alternative models of deceased-
donation are assessed. The automatic avail-
ability of cadaveric organs, in order that
thousands of lives can be saved, is support-
ed.

The majority of transplants performed in
the UK are retrieved from deceased
donors. UK transplant coordinates de-
ceased-donor organ allocation according to
a nationally agreed algorithm largely based
on blood group and tissue-type matching.
However cohort studies have demonstrated
that using this allocation scheme, a major
disparity exists in access to transplantation,
particularly amongst minority ethnic
groups. The unanimous consensus is that
more equitable access is likely to be
achieved by increasing organ availability.
The question is how should we go about in-
creasing the donor pool? Does society have
the right to expect citizens to be organ
donors?

The Human Tissue Act 2004, which came
into force in the UK on September 01
2006, reinforces the importance of autono-
my and donor consent. It operates an ‘opt-
in’ system of cadaveric organ donation, up-
holding the view that it is necessary for de-
ceased organ donation to be a voluntary,
unconditional, non-directed gift. The prob-
lem with maintaining this system of de-
ceased organ donation is that it is likely to
result in the loss of thousands of lives. This
is an unacceptable waste of human life.
The Human Tissue Act was prompted by
the discovery at the Royal Liverpool Chil-
dren’s Hospital, in Alder Hey, that organs
had been removed from thousands of dead
children’s bodies without parental consent.
A far worse tragedy is that the death rates
of those on the waiting list for organs nev-
er prompted swifter more sensible legisla-
tion.
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Spontaneous discourse on live
and cadaveric donation in renal
patients after registration on
cadaveric organ waiting list

L. Szymanski, L. Pralong,

N. Ruffiner-Boner, F. Fasseur, J. Maillefer,
M. Santiago, C. Piot-Ziegler

University of Lausanne, Health Psycholo-
gy, Lausanne, Switzerland

In a time of increasing organ shortage, live
kidney donation is encouraged and studies
have shown its multiple benefits. However,
very few studies have addressed patients’
opinions on live and cadaveric donation.
In this IRB-approved study, 30 patients
(age m = 52.9; 25 men; 27% had Polykys-
tosis-PKD) awaiting first cadaveric renal
transplantation (TX) were interviewed at
home or in a place of their choice, after
registration on the waiting list. Interviews
focused on concerns and representations of
TX. All patients had been informed about
live and cadaveric TX by their nephrolo-
gist. This work presents a qualitative
analysis of their spontaneous discourse on
these two alternatives.

With respect to cadaveric donation, four
positions emerged. (A) Twelve patients
(40%) did not refer to the donor, but the fu-
ture kidney was described as a dissociated
organ. (B) Eleven patients (37%) were
concerned about the donor’s death and ex-
pressed gratefulness to him and his family
for future quality of life improvement. (C)
Five patients (17%) rationalized that ‘or-
gans are not longer needed when you are
dead’. (D) Two patients (6%) were am-
bivalent as the desired graft was simultane-
ously associated with guilt towards the
donor’s death.

With respect to live donation, five distinct
positions emerged. (E) Eleven patients
(37%) did not refer to it (4 PKD). (F) Six
patients (20%) refused it, due to potential
risks to the donor, and because they did not
want to be indebted (2PKD). (G) Six pa-
tients (20%, 2 PKD) were ambivalent
about live donation with close family
members (child, spouse) but could consid-
er other family members (siblings,
cousins). (H) Five patients (17%) would
have accepted live related donation, how-
ever no close related donor was a good
match.

Six month later, one patient (group F) had
received an organ from a living relative
(daughter), and two others, still on the
waiting list, contemplated the possibility of
going abroad to buy a kidney (group E and
G). These changes in mindset were associ-

ated with increased side effects of dialysis
and emotional stress. All other patients had
not changed their minds.

This study indicates that the point of view
on donation evolves with physical decline
and emotional stress, and that the patient’s
position should be re-evaluated during the
waiting period. It also shows that live do-
nation is a complex issue, closely related
with the existence of a genetic disease, and
that future recipients are reluctant to take
risks for close related donors.

Of altruists and egoists:
Anonymous living organ
donations

D.S. Silva, L. Wright, K. Ross
University Health Network, Department of
Medicine (Bioethics), Toronto, Canada

In most countries, the demand for organs
from deceased donors is greater than the
supply available for transplantation. Many
people die on transplant waiting lists. Or-
gan donation from living donors is a viable
alternative for those needing kidneys and
livers. For most end stage renal disease pa-
tients, a living donor transplant provides
the best outcome in terms of graft survival,
mortality rates, and increased recipient
quality of life. Most countries that use liv-
ing donations limit the procedure to donors
and recipients with a prior familial or emo-
tional relationship.

Anonymous living donation (ALD) is a do-
nation of a kidney or liver lobe from a liv-
ing person who has no prior relationship
with the recipient. The anonymous donor
is motivated by altruism to donate on the
understanding that his or her organ is dis-
tributed according to standard allocation
procedures, which reflect justice and utili-
ty.

Potential ALD programs should balance
the medical practitioner’s duty of primum
non nocere and the autonomy of the poten-
tial donor. Some argue that ALD provides
the donor with little benefit and thus, can-
not justify the potential harm to the donor.
This position fails to acknowledge that the
benefit of ALD for the donor is the mani-
festation of altruism itself. This requires a
definition of altruism and an argument
demonstrating that human moral psycholo-
gy allows for altruistic acts. We hold that,
practically speaking, altruistic acts are pos-
sible, while conceding that debates regard-
ing psychological and ethical egoism ver-
sus altruism remain difficult to mitigate.
Psychological egoism states that humans
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necessarily act only if it benefits them in
some way; ethical egoism claims that hu-
mans should always act only if it benefits
them in some way. Those who favor a the-
sis of altruism object to either psychologi-
cal egoism or ethical egoism, or both psy-
chological and ethical egoism. In practice,
if the donor provides free and informed
consent, then ALD is morally acceptable
and should be encouraged. To fulfill the re-
quirements of informed consent, thorough
psychological evaluation is required to es-
tablish that the donor is acting voluntarily.
If informed consent is valid, ALD pro-
motes the donor’s autonomy and acts as an
important source of life saving kidneys and
liver lobes.

Blood and bone marrow
donation: Similarities and
differences in a psychological
context

T'B. Brkljacic, L. Kaliterna-Lipovcan
Institut of Social Sciences Ivo Pilar,
Zagreb, Croatia

Aim: This study examined the relationship
between willingness to donate blood and
willingness to donate bone marrow. Since
both blood and bone marrow donation fall
into a group of non-related, living dona-
tions, we hypothesized that there was a
general factor responsible for donor behav-
iour and that there will be significant simi-
larities in blood and bone marrow predict-
ing variables.

Procedure: 417 participants filled in ques-
tionnaires examing attitudes, knowledge,
subjective norms, moral obligation, per-
ceived behavioural control, past behaviour
and intention towards both blood and bone
marrow donation. Additionally, after fill-
ing in the questionnaires, all participants
were given a chance to subscribe to a
‘promise card’ in order to register for blood
donation or for blood testing for the bone
marrow donors’ list.

Results: Participants showed positive atti-
tudes and weak knowledge about blood
and bone marrow donation. Blood and
bone marrow donation predictors were
compared, and regression models were
contrasted. Generally, participants were
more willing to donate blood than bone
marrow. Participants felt a moral obliga-
tion to donate blood, but not bone marrow.
Furthermore, they perceived that their sig-
nificant others would approve if they do-
nated blood, but not bone marrow.

Correlations between corresponding vari-
ables connected to blood and bone marrow
donations were positive, significant and
moderate to high in magnitude. Blood do-
nation in the past was a significant predic-
tor of intention to donate bone marrow.
Factor analysis suggested that there is a
mutual factor responsible for attitudes to-
wards both blood and bone marrow dona-
tions, and it seemed that attitudes were
more when people were reflecting on the
benefits, than when they were contemplat-
ing dangers of these behaviours.

Structural regression models with latent
variables explained 80% of variance of in-
tention to donate blood, and 70% of vari-
ance of intention to donate bone marrow.
The most significant predictor for both be-
haviours was self-efficacy.

Altruism in Asia and Europe in
the context of organ donation

S. Sevimli

100.Year University Faculty of Medicine,
Deontology and Medical History, Van,
Turkey

Asia is one of the most ancient settlement
places so it is a continent which includes
the habitants who have began to experi-
ence the life for a long time ago. Although
Europe has started living a little later than
Asia, the situation of Anatolia as a bridge
and settlement between Asia, Europe and
Africa has provided it to have the accumu-
lation of the knowledge of Africa and espe-
cially Mesopotamia-Asia. The authentic
knowledge of Mesopotamia is not the
homeland of the gods but the goddesses;
the women had been administrators. The
knowledge accumulation of Asia
(Mesopotamia and the Caucasia) having
the concept of god besides the goddess and
of Africa have caused the formation of a
new synthesis in Anatolia. This knowledge
accumulation crystallized in the time of
Ionian colonies and was adopted by the
people living in the European continent in
the Sth Century B.C. The primary and the
most important of them were experienced
by the Ionian colonies which are followed
by the Romans who firstly constructed
economic and political relations and then
settled down to Anatolia beginning from
the 4th Century B.C.

In this context, there have been significant
differences between the inhabitants of Asia
and Europe in terms of their lives and their
perception of the nature. This situation is
about the experience of the life. The expe-
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rience of life comes out also in the human
relations. Since West has been developing
the concept of autonomy, East has empha-
sized the community life and as a result has
left the individual behind.

One face of Anatolia is looking to the west
while the other one is looking to the east.
Due to this difference, the societies living
in Anatolia have came across with this
dilemma. Turkey which is an important
Asia country is in close communication
and interaction with the West. For this rea-
son, Turkey and the Turkish people had to
synthesize the difference discussed above.
The research about the approaches of the
Anatolian Turks shed light on this issue as
they have lived in Anatolia for a long time,
joint with the native inhabitants of the Ana-
tolia and besides synthesizing the Ionian
and Roman knowledge with the Asian
knowledge; they have close communica-
tion and interaction with the other Asian
countries.

On the light of the summary above, it is
shown that the Asians and the Europeans
have attributed different ideas and self-sac-
rifices to the concept of altruism. What is
the geographically varied altruism?

Nine years experience of
non-directed living kidney
donation in Christchurch,
New Zealand

S.F. Armstrong
Canterbury District Health Board,
Nephrology, Christchurch, New Zealand

Aim: To describe the Christchurch non-di-
rected (altruistic) living kidney donation
programme and outcomes from 1998 —
2006.

Background: Christchurch Hospital pro-
vides transplantation services for approxi-
mately one million people in New
Zealand’s South Island. New Zealand has
a total population of around 4 million peo-
ple.

The first New Zealand altruistic living kid-
ney donor transplant was performed at
Christchurch Hospital in 1998 following
thorough consideration of relevant ethical,
moral and medico-legal issues. Since then
there has been a steady number of enquires
often triggered by articles in newspapers or
radio programmes.

Method: All those who contacted the coor-
dinator were sent the Department of
Nephrology’s booklet entitled ‘What it
means to be a Living Donor’ which in-

cludes an outline of the assessment steps.
Twenty-two people started assessments,
the majority of these attended for initial
counselling at Christchurch Hospital.
Results: Nine altruistic donor transplants
have been performed at Christchurch Hos-
pital. Kidneys were allocated using the
National Kidney Allocation Scheme, with
restriction to potential recipients on the
South Island Waiting List.

There have been five female and four male
altruistic donors (Mean age 48.3 years,
Range 39-63 years.) Six donors had open
nephrectomies and three laparoscopic.
Currently only one potential altruistic
donor remains active in the assessment
process.

Since 1998, 9% of the living donor trans-
plants were from non-directed donation.
There was no significant donor morbidity
and all transplants are functioning. During
the same period the unit performed 84 liv-
ing donor transplants from 58 genetically-
related donors (parent (18), sibling (35),
child (5)) and 26 emotionally-related
donors (spouse or partner (16), friend
(10)).

Conclusions: Non-directed living kidney
donation has become an important compo-
nent of the Christchurch transplant pro-
gramme.

Specific dimensions of
information and consent forms in
pilot clinical studies for tolerance
induction in transplantation
involving also sample collections
and data management

A. Cambon-Thomsen, V. Commin,

E. Rial-Sebbag

Faculty of Medicine, Inserm U 558,
Toulouse Cedex, France

Riset is an EU funded project on repro-
gramming immune response for establish-
ing tolerance in transplantation (http://
www.risetfp6.org/). It covers aspects from
fundamental research to pilot clinical as-
says involving living donors, which imply
attempts to specific tolerance induction
and transplantation, without the classical
immune suppressive regimen. It is a case
of cellular therapy (1) in the context of or-
gan transplantation. A specific part of the
project is devoted to legal and ethical is-
sues. It aims at issuing guidelines, based
upon pilot assays experience, analysis of
issues encountered and internal debate.

Such assays cumulate a number of issues:
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1) Interaction between therapeutic and re-
search acts; 2) No possibility of classical
phase I in healthy volunteers; 3) Involve-
ment of patient and donor, with possibly
conflicting fundamental rights ; 4) Sample
and sensitive data gathering and exchang-
ing; 5) Their secondary use; 6) Genomics
testing; 7) Actual transplantation. Such is-
sues have so far been considered in sepa-
rate regulatory documents or ethical rec-
ommendations but never altogether and
specific dimensions appear because of this
complexity.

Referring to existing texts at Council of
Europe and EU level and to ethical review
of protocols authorized in the framework
of Riset, a model of consent form for such
assays has been produced, both for donors
and recipients. A more general set of rec-
ommendations has been designed and is
submitted to comments after internal vali-
dation by Riset consortium. They concern
the validation of the trial protocol, the
risk/benefit balance, the information and
consent of donor and recipient, the right to
withdraw and its limits, the information on
results. After getting feedback from a num-
ber of ethics committees and institutions it
will be modified and disseminated. Anoth-
er aspect of the Riset ethical issues is the
management of the exchanges of samples
and data for this research taking into ac-
count the present developments of the do-
mains of biobanks (2) in different contexts
of biomedical research.

The involvement of the scientific and med-
ical community in such a work may not on-
ly increase their awareness of ethical issues
but also be a precious help for research
ethics committees facing this new kind of
assays.

References:

. Rial-Sebbag E, Taboulet F (2006) Encadrement ju-
ridique des essais cliniques de thérapies innovantes. In:
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A qualitative description of risk
perception in living related liver
transplantation

E.L.M. Maeckelberghe, M.E. Knibbe,
M.A. Verkerk

University Medical Centre Groningen,

Health Sciences/Medical Ethics, Gronin-
gen, The Netherlands

Ethical questions about living related or-
gan donation have focused on how one can

justify subjecting a healthy person to the
risk of major surgery for the sole purpose
of benefiting another (non-maleficence
versus survival of the recipient).

Informed consent, with an emphasis on
competence, disclosure, understanding and
freedom to choose are generally consid-
ered to be the acceptable answer to this
question. Thus shifting the attention from
‘how much risk is acceptable’ to ‘how to
assure that someone freely chooses to ac-
cept the risk involved in the living dona-
tion’. This shift appears to be acceptable in
living kidney donation as donor risk as-
sessment is perceived to be very low. Liv-
ing liver donation mortality and morbidity
rates, however, are considerably higher and
make professionals more reluctant in ac-
cepting candidates. It seems clear that try-
ing to answer the question ‘How can one
justify subjecting a healthy person to the
risk of major surgery for the sole purpose
of benefiting another?” with ‘Take care of
informed consent’ does not suffice. Much
more attention needs to be given to the
concept and use of ‘risk’. We want to focus
on the use of the concept of risk from the
perspective of the professionals and donor-
candidates and their families involved in
living organ donation.

A liver transplantation team has been ob-
served for one and a half year and donor
candidates and their families have been in-
terviewed. Deliberations about accepting
candidates for living liver donation circle
around questions about risk assessment.
We will focus on the understandings of
risks of both the team and the donation
candidates. Our observations are informed
by an ethical framework that starts from M.
Urban Walker’s idea that morality is ‘a so-
cially embodied medium of understanding
and adjustment in which people account to
each other for the identities, the relation-
ships, and the values that define their re-
sponsibilities.” In describing the narratives
that shape the practice of living related do-
nation, we will try to identify the morally
salient aspects of risk in relation to living
related liver transplantation. This enables
us to reconsider notions of risk and in how
far the question of risk can be dealt with in
an informed consent procedure. Our obser-
vations show that risk and risk assessment
is no fixed notion but a negotiable concept
that assigns people with specific responsi-
bilities. As a consequence, the use of the
concept of risk always needs to be socially
embedded.
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1. Commercialization and trafficking

From donation to participation

J. Sandor
Law and political Science at the Central
European University, Hungary

At the beginning of the new millennium,
there is an increasingly growing tension
between the commercial incentives and the
practice of commodification in medical
care, on one hand, and the conceptual
framework of human rights in biomedical
law, on the other hand. As the notion of
commercialization in the field of biomed-
ical law is rather ambiguous, it is time to
reexamine the frontiers of bodily self-de-
termination. As Article 21 of the Oviedo
Convention affirms, “The human body and
its parts shall not, as such, give rise to fi-
nancial gain.” This strong formulation of
the prohibition of financial gain constitutes
the main normative framework that domi-
nates European legal thinking. However, in
practical applications this assertion re-
quires interpretation. What are the limits of
reimbursement for the costs of a donation
and to what extent people can be asked to
donate their tissues to profitable pharma-
ceutical, biotechnological and biobank re-
search? What is the scope and extent of
guaranteeing human dignity and prohibi-
tion of exploitation today, when what used
to be a mere biological waste, now seems
to become profitable good? And once com-
mercialization is allowed in certain appli-
cations, then how can the law effectively
protect therapeutic use from commercial-
ization?

Human biological material, cells, tissues,
and organs — that were regarded for a long
time charitable donations for the ill or a
mere waste for the hospital — now have be-
come commercial goods that are stored,
studied and exchanged. With the establish-
ment of biobanks and DNA collections, not
only the potential to commercialize these
biological materials has increased but also
the quantity and quality of information that
they may carry. And as people are learning
about the promising advances of genetic
research, they are also becoming more and
more concerned about their biological
transparency.

These developments invoke a more active
involvement of the “source” of biological
material, the individual who exercises the
ultimate control over his/her tissue. As
benefit sharing clauses are already routine-
ly used in the field of population-based ge-
netic research, perhaps the existing consent
protocols for tissue donation should also be
based on a more participatory model.

Impact of commercialized
kidney transplantation on the
doctor/patient relationship

GM. Danovitch
United States of America

The medical and psychological evaluation
of a potential kidney donor serves to pro-
tect the long-term health of both the donor
and the potential recipient. Careful assess-
ment of risk and donor education is at the
core of donor evaluation and the decision
to progress with donation requires refined
clinical judgment by the medical team and
critical thinking by the donor. Commercial-
ization of transplantation has the potential
to subvert and distort the traditional advo-
cacy role of transplant doctors in this
process. The inclusion of major financial
rewards for donation puts pressure on
transplant doctors to act against their best
medical judgment and transplant donors to
act against their best medical interests.
Trust is a critical element of the donor
evaluation process and in altruism-based
systems that trust can typically be pre-
sumed because of mutual concern for well-
being between the donor and recipient:
such is not the case when the process is
commercialized and anonymous. Coercion
and even blackmail may be difficult to rec-
ognize in the standard evaluation process.
Commercialization of the process also ex-
poses both the donor and the recipient to
risk that is reflected in the high rate of
complications in recipients of purchased
kidneys and a lack of knowledge of the fate
of paid donors. In the current environment
transplant ‘tourists’ may request the assis-
tance of physicians in providing documen-
tation to support their travels at a time
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when the physicians have limited knowl-
edge or control over the quality of care
their patients will receive. The medical de-
cision to assist patients in these efforts may
be influenced by financial incentives that
may not serve the patients’ best interests.
An obligation to provide medical care to
patients on their return to their country of
origin may also strain medical resources,
particularly when the medical course has
been complicated. Commercialization of
transplantation undermines the therapeutic
doctor/patient relationship and threatens
the healthy development of the internation-
al transplant endeavor.

Iran’s commercial renal
transplantation program:
Results and complications
J. Zargooshi

Kermanshah University of Medical Sci-
ence, Urology, Kermanshah, Iran

Recipient’s waiting list has never been
eliminated in Iran. Authorities in no
provinces have claimed elimination of the
waiting list. According to officials 10000

Workshop

patients were in the waiting list at 2005. At
2004, 3676 patients were added to the ES-
RD population, more than double the num-
ber of transplantations performed. There is
no psychiatric evaluation of kidney ven-
dors in the Iran’s transplant program. There
is no law prohibiting organ sale and black
market. The commercial program prevent-
ed establishment of brain death-cadaveric
program and eliminated living related and
altruistic donation. The program has end-
ed in bankruptcy. Thus, there are plans to
revive cadaveric, brain death and living re-
lated donation. Failure of the Iranian pro-
gram shows that availability of many kid-
ney providers does not necessarily trans-
late into availability of more kidneys for
ESRD patients, because an inflated, stag-
nated market may appear, and because
noncommercial forms of donation will dis-
appear. What happened in Iran may occur
in any other country, especially the United
States, considering the large number of
poor in this country and the current trend
toward relaxation of the donor acceptance
criteria. Living related donation and pre-
sumed consent for brain death and cadav-
eric organ retrieval are viable alternatives
to commercial transplantation.

Monday, April 2nd

2. Legal systems for organ donation and

allocation

Me or mine? On property from
personhood, symbolic existence
and motivation to donate organs

D. Sperling
Netanya Academic College, School of Law,
Netanya, Israel

Empirical studies show that before they
die, people interpret and apportion cues to
their personal identities for those who will
survive. Dying people begin to make sense
of their lives by accentuating portions of
their personal histories for which they
wish to be remembered. One way to sup-
ply survivors with such information is
planning for disposal of one’s body and
donating organs after death.

Following Margaret Radin’s notion of
property from personhood, I argue for a
proprietary interest in one’s body parts
once they are separated from the body and
capable of representing one’s self. I further
argue that through some of her major or-
gans, one continues to symbolically exist
in the world and that the decisions
whether, which and to whom donate or-
gans are influenced by the attitudes and be-
liefs one holds with respect to one’s sym-
bolic existence. By using Russell Belk’s
idea of the extended self and some recent
empirical studies supporting my argument
I call for the expansion of our knowledge
on the reasons and motivations for organ
donation as part of a more general effort to
construct national and international policy
in this area.
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Consent and uncertainty about
the wishes of the dead

T'M. Wilkinson

University of Auckland, Population
Health\Philosophy, Auckland, New Zea-
land

This is a paper in philosophical ethics that
discusses organ retrieval from the dead in
the common cases where it is not clear
what the now-dead person wanted. The pa-
per defends a weak form of presumed con-
sent, where it is permissible to take organs
in the absence of dead people’s consent
when there is no good reason to think they
would have objected. The argument goes
like this: (1) insofar as it is the deceased’s
interests we are concerned with, and unlike
other cases of decision-making for the in-
competent, their wishes should be decisive
but (2) since their wishes are, by hypothe-
sis, unknown, the best guess about those
wishes should be followed. (3) There is no
good reason based on a concern for the de-
ceased to err on a ‘safe side’ by not retriev-
ing. In particular, arguments in the litera-
ture about autonomy, bodily integrity, and
negative rights do not give such a reason.
(4) But there is at least a tie-breaking rea-
son to retrieve in genuine cases of uncer-
tainty: to meet the needs of potential recip-
ients. (5) Hence it is permissible to take or-
gans in the absence of dead people’s con-
sent so long as there is no good reason to
think they would have objected. (6) While
‘weak presumed consent’ is not a perfect
term for such a policy, nor is it the fraudu-
lent misnomer it is sometimes character-
ized as.

New kidney allocation policy for
the United Kingdom (2006)

J.L.R. Forsythe

Royal Infirmary of Edinburgh, Transplant
Unit, Little France Crescent, Edinburgh,
United Kingdom

A beneficial matching system has been in
place in the United Kingdom since 1989.
After a detailed analysis, a new allocation
scheme was introduced in July 1998. This
scheme identified 3 tiers of HLA matching
as the basis of the allocation process. Prior-
ity was given to local patients, highly sen-
sitized recipients and paediatric patients. A
points system was used but unlike other
countries using a similar approach, the UK
points score was used to discriminate be-

tween equally eligible patients within each
of the HLA tiers. Recently a further de-
tailed analysis highlighted increasing in-
equities in access to transplantation and
therefore a large volume of work was car-
ried out as preparation for consultation on
a new scheme. The consultation was car-
ried out with numerous groups including
those representing the multi-disciplinary
team looking after kidney failure patients
as well as patients and the general public.
Within the new scheme there is a dimin-
ished role for HLA matching with in-
creased emphasis on waiting time. While
the scheme determines allocation of all
kidneys, local or regional allocations re-
ceived priority in such a way that many
kidneys are allocated to local patients. Ad-
ditional innovations include defaulting of
uncommon antigens to their most common
counterparts and combining age points
with HLA points to favour good matching
in the young but also allowing lesser de-
gree of matching in older patients.

The new system was introduced in April
2006.

Earning points for moral
behaviour. Organ allocation
based on reciprocity

A.R. Ravelingien', A. Krom?

!Ghent University, Philosophy, Gent, Bel-
gium; °Rathenau Institute, Biomedical
Technology Programme, The Hague, The
Netherlands

Although not uncontested, the goal of or-
gan and tissue replacement technology — as
a means to delay individuals’ ‘human fini-
tude’ — has been accommodated within a
general frame of mind. Particularly for cir-
cumstances under which the only alterna-
tive for transplantation is death, there even
appears to be a positive moral duty to pur-
sue transplantation. For those who ac-
knowledge a positive right to transplanta-
tion medicine, its purpose must not be ra-
tioned for health care economic savings.
Unfortunately, some level of rationing is
inescapable in light of the scarce commod-
ity of donated grafts, particularly organs,
leaving us to decide how best to allocate.
Contention over what constitutes ‘fair’ se-
lection has prompted various alternative
suggestions to help resolve candidate rank-
ing. Included are references to social pa-
rameters that have no direct medical rele-
vance — such as age, deservingness or con-
tribution to society. Recently, a Dutch
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philosopher, Govert den Hartogh, proposed
a form of directed donation in which prior-
ity would be granted to candidate recipi-
ents who are themselves registered as
donors. Similar suggestions have been
made in international debates but den Har-
togh’s account provides one of the most
well thought-out plans to manage the organ
shortage crisis. We will suggest that steer-
ing organ allocation towards those who are
themselves willing to donate organs is both
an ineffective and a morally questionable
means of attempting to improve procure-
ment and allocation of transplantable or-
gans.

“Living apart together”

Do the two co-existing systems —
cadaveric and living
transplantation —

live in harmony?

M.T. Hilhorst
The Netherlands

Cadaveric transplantations and living
transplantations exist side-by-side. Both
practices add in their own way to the alle-
viation of organ need. They provide us
with two separate moral schemes. Is it ra-
tional to keep them apart?

The national cadaveric system is strictly
organized along impartial lines, allocation
procedures are developed according to
principles of medical need and justice. The
living system is inherently partial and lo-
cal, it primarily helps people who can help
themselves in finding a donor.

The ethical justification of this partial
scheme seems to be that it only supple-
ments the existing, cadaveric scheme. Par-
tial transplantations are not at the cost of
others, but even reduce significantly wait-
ing time on the cadaveric list.

This seemingly peaceful co-existence may
be challenged by various developments.

New practices, among them Living dona-
tion list exchange (LDLE), but also the
LifeSharers’ initiative (Grass-roots net-
work cadaveric donation, based on reci-
procity) seem to undermine impartiality.
Should we regret this or should we move
on towards a new balance in the relation-
ship between cadaveric and living trans-
plantation practices; towards a new moral
weighing of impartial and partial values?

I think we should opt for a new balance.
There are good, moral reasons for giving
the value of partiality a more prominent
place in the solution of organ scarcity.

The ethics of paired exchanges
and thematic variations

L.F. Ross
Clinical Medical Ethics, University of
Chicago, United States of America

The past decade has witnessed the emer-
gence of novel methods to increase the
number of living donors. Although these
programs are not likely to yield high vol-
umes, some transplant centers have gone to
great lengths to establish one or more of
them. In this presentation, I will discuss
some of the ethical and policy issues raised
by four such programs: 1) living paired
and domino paired exchanges: 2) unbal-
anced living paired exchanges; 3) list-
paired exchanges; and 4) non-directed
donors catalyzing domino exchanges. I ar-
gue that living paired exchanges are ethi-
cally sound, but will lead to only a few ad-
ditional transplants. Unbalanced ex-
changes and list-paired exchanges raise
ethical issues that should limit their per-
missibility. Non-directed donations can be
ethically sound with adherence to strict el-
igibility criteria and fair allocation proce-
dures. Non-directed donors catalyzing cas-
cade exchanges can be ethically sound pro-
vided that those with the longest waiting
times are not made worse off.
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Characteristics of persons
seeking to become adult-to-adult
living liver donors:

A single U.S. center experience
with 150 donor candidates

M.E. Olbrisch', S.M. Benedict’,

K.L. Cropsey®, A. Ashworth®, R.A. Fisher’

Psychiatry and Surgery, *Psychiatry and
Physical Medicine & Rehabilitation;
3Criminal Justice;, *Health System; *Sur-
gery and Pediatric Medicine, Virginia
Commonwealth University, Richmond, Vir-
ginia, United States of America

Eight years of clinical data from the first
150 living liver donor candidates seen for
psychological evaluation from the Hume-
Lee Transplant Program at the Virginia
Commonwealth University Medical Center
are presented.

Demographics: Donors ranged in age from
18 to 56 years (M=38.2), were primarily
male (60%), married (56%), with a high
school education or better (90.5%). Fifty-
four percent of the candidates were geneti-
cally related to their recipient, usually sib-
lings (46.9%) or adult offspring (34.6%).
Unrelated donors (46%) were typically
friends (30.4%), spouses (20.3%) or in-
laws/step-relation (20.2%).

Psychosocial Data: About a third (36.7%)
had a lifetime Axis I psychiatric disorder
including Mood Disorder (11.3%), Adjust-
ment Disorder (8.0%), Anxiety Disorder
(4.0%), or Other (6.0%). Nearly one quar-
ter (23.3%) were classified as current
heavy drinkers and 33.1% had a history of
alcohol abuse or dependence. Most
(58.7%) reported having used illicit drugs
at least once, 25.6% admitted to past drug
abuse/dependence and 9.1% reported cur-
rent drug use. Few candidates (3%) admit-
ted to either receiving incentives or feeling
pressure to donate. Donor personal support
groups and employers were generally sup-
portive of their decision to donate (64%
and 84.1%, respectively). Most had signed
organ donor cards (65.2%) or had been
blood donors (77.9%).

Risk Tolerance: Individuals were catego-
rized based on their relationship with the

recipient; related donors were classified as
Ist degree relation or other relation, while
non-related donors were classified as
spouse, in-law/step-family, friend, or ac-
quaintance/stranger. Differences were
found in the median amount of risk that
donors were willing to take, with spouses
willing to assume the highest level of risk
(90%) and other relatives assuming the
lowest level of risk (25%). All other
groups were willing to assume 50% medi-
an risk.

Psychological Evaluation Outcomes and
Results: Most candidates (78.7%) were
recommended as donors without reserva-
tion. Caution and rejection were recom-
mended in 16.7% and 4.6% of the cases,
with psychopathology (64.5%) and/or al-
cohol/drug problems (41.9%) as the pri-
mary reasons for caution/rejection. About
half (54.6%) of those evaluated have be-
come donors.

Conclusions: History of psychiatric and
substance abuse disorders are common in
this relatively healthy and altruistic popu-
lation but do not necessarily preclude do-
nation. The marital bond is associated with
high willingness to take medical risk for
the sake of the recipient. Most donors have
a history of medical volunteerism. Distant
relatives may be more reluctant volunteers
whose freedom from subtle pressures
should be carefully assessed.

Psychosocial evaluation of living
unrelated kidney donors in the
United States:

Guidelines from a consensus
conference

M.A. Dew
United States of America

This presentation will summarize guide-
lines developed during a consensus confer-
ence held in the United States on May 25,
2006. Under the auspices of the United
Network for Organ Sharing, the American
Society of Transplant Surgeons, and the
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American Society of Transplantation, the
meeting was convened in Washington, DC,
to develop specific recommendations for
the psychosocial evaluation of prospective
living kidney donors who have neither a
biologic nor longstanding emotional rela-
tionship with the transplant candidate.
These ,,unrelated* donors are increasingly
often identified by transplant candidates
via the internet, print media, and other pub-
lic appeals. The expansion of living donor
kidney transplantation to include signifi-
cant numbers of donors with little to no
preexisting relationship to the candidate
has caused concern in the medical commu-
nity regarding such psychosocial factors as
donor psychological status and motivation;
knowledge and expectations about trans-
plantation and donation; and, in some situ-
ations, the potential for undue pressure to
donate and emotional and financial ex-
ploitation. Therefore, experts in mental
health; psychosocial, behavioral and trans-
plant medicine; and medical ethics met to
specify (a) characteristics of unrelated
donors that increase their risk for, or serve
as protective factors against, poor donor
psychosocial outcomes, (b) basic princi-
ples underlying informed consent and eval-
uation processes pertinent to unrelated
donors, and (c) the process and content of
the donor psychosocial evaluation. The
meeting deliberations resulted in a series of
recommendations pertaining to all compo-
nents of the psychosocial evaluation of
prospective unrelated donors. Additional
recommendations concerned the informed
consent process for these individuals, and
the nature of post-donation psychosocial
follow-up with them. The goal of these
recommendations is to maximize the safe-
ty and well-being of unrelated donor candi-
dates as well as those who go on to donate.

Is a non-directed organ donation
the ideal donation?

J. Hoyer
Miiritz-Klinik, Germany

Besides physical and psychic health, ma-

jority, as well as a complete understanding

of nature and risks of an organ donation,

the two most important requirements are:

— absolute voluntariness, .i.e. absence of
coercion and

—altruism, i.e. no financial or personal
benefit

By the absence of any personal or emotion-
al dependence on the recipient an anony-
mous, non-directed donation only is ab-
solutely voluntary, because nobody expects
that act. Under the condition that the allo-
cation follows the rules of a computer
based selection as practised in cadaveric
organ allocation, any advantageous influ-
ence of the donor is impossible. As a con-
sequence the non-directed donation only
meets all demands made by the society and
legislation, and therefore seems to be the
ideal form of donation.

So it is absolutely incomprehensible that
for instance the German legislation which
in particular on the one hand requires altru-
ism and voluntariness on the other hand
prohibits an anonymous i.e. non-directed
organ donation.

Justification for anonymity in a
kidney exchange program

M. de Klerk!, W.C. Zuidema',

L. Kranenburg’, J.N.M. lJzermans’,

W. Weimar!

!Internal Medicine - Transplantation;
’Medical Psychology and Psychotherapy;
3General Surgery, Erasmus MC, Rotter-
dam, The Netherlands

Background: Simultaneous kidney ex-
change between living donors is an option
for recipients with bloodtype incompatible
or cross match positive donors. In the
Netherlands, all seven kidney transplanta-
tion centers embarked on a common ex-
change program in January 2004. In the lit-
erature there is no agreement about the is-
sue of anonymity between the couples. In
2003 we performed a pilot-study in which
we interviewed potential donors and recip-
ients about anonymity and found that all of
them preferred anonymity. We wondered
whether this pretransplant preference for
anonymity still existed after the exchange
procedures were actually performed.
Methods and patients: The study group
consisted of 15 recipients and 14 donors.
The median period after transplantation/
donation was 2 years. We used separate
questionnaires for recipient and donor. All
questions were multiple-choice.

Results: 64% (9/14) of the donors were not
interested in the identity of the person to
whom they had donated their kidney. Five
donors wanted to know more about the
person to express their thankfulness.
Donors were curious about the function of
their donated kidney (50%). The others
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were afraid to become disappointed if the
kidney would not function anymore. Re-
cipients were less curious, only 27% were
interested in the person from whom they
had received a kidney while 6 were inter-
ested in the kidney function from the other
recipient because they were partners in dis-
tress. We asked donors and recipients how
they experienced exchange donation via
strangers. The majority (10 donors, 9 recip-
ients) reported that it felt like a direct dona-
tion; 10% even felt very comfortable about
it. A number of participants (4 donors, 2 re-
cipients) felt exchange a little problematic
but very much worth the outcome. We
asked the participants what they would do
if there came a request for a meeting from
the other transplanted couple. Eight partic-
ipants answered: yes, 4 said yes, if my part-
ner agrees, but 17 responded negative. Fi-
nally we asked them for their preference
with regards to anonymity if they had to
participate a second time in an exchange
program. 69 % preferred anonymity, 10%
non-anonymity and 21% had doubts.
Conclusion: After transplantation/donation
the majority of donors and recipients were
satisfied with anonymity. For them it felt
like a direct donation/transplantation and
they preferred anonymity if they would
have to enter the exchange program again.
Therefore we will keep to anonymity in the
Dutch kidney exchange program.

A novel home-based educational
program to increase live donor
kidney transplantation

J.R. Rodrigue', D.L. Cornell’, B. Kaplan’,
R.J. Howard*

"The Transplant Center, Beth Israel Dea-
coness Medical Center and Harvard Med-
ical School, Boston MA, USA; *Life Quest
Organ Recovery Services, Gainesville FL,
USA; 3Departments of Medicine and Phar-
macology, University of Illinois at Chica-
go, Chicago IL, USA; “*Department of
Surgery, University of Florida, Gainesville
FL, USA

With the shortage of deceased donor kid-
neys and the superior clinical outcomes
possible with live donor kidney transplan-
tation (LDKT), more patients should seri-
ously consider LDKT. However, little is
known about how best to educate patients
and their family members about LDKT. We
evaluated the effectiveness of a home-
based educational program in increasing
LDKT. Patients were randomized to clinic-

based education alone (CB, n = 69) or CB
plus home-based education (CB+HB, n =
63). Compared to CB, more patients in the
CB+HB group had living donor inquiries
(63.8% vs. 82.5%, p = 0.019) and evalua-
tions (34.8% vs. 60.3%, p = 0.005), and
LDKTs (30.4% vs. 52.4%, p = 0.013). As-
signment to the CB+HB group, White race,
more LDKT knowledge, higher willing-
ness to discuss LDKT with others, and
fewer LDKT concerns were predictors of
having LDKT (p’s < 0.05). Both groups
demonstrated an increase in LDKT knowl-
edge after the clinic-based education, but
CB+HB led to an additional increase in
LDKT knowledge (p <0.0001) and in will-
ingness to discuss LDKT with others (p <
0.0001), and a decrease in LDKT concerns
(p <0.0001). Of particular importance was
the effectiveness of the home-based educa-
tion at reaching African American patients
and their extended support system. In the
three years prior to study initiation, only
12.8% of African Americans at the study
site received LDKT, which is consistent
with the 13.8% rate we observed in the CB
group. In contrast, 45.2% of African Amer-
ican patients in the CB+HB group under-
went LDKT, which represents a nearly
four-fold increase from the three years pri-
or to study implementation. In conclusion,
results indicate that a home-based outreach
program is more effective in increasing
LDKT rates than clinic-based education
alone. An educational program that is cul-
turally sensitive, includes patients and their
extended support system, is community-
based and informal, and allows ample time
for questions and answers may help to in-
crease donation knowledge, reduce fears
and concerns about living donation, and in-
crease willingness to pursue LDKT.

Should health care professionals
encourage living kidney
donation?

L.W. Kranenburg', M. Hilhors?t’,

W. Zuidema®, W. Weimar’,

JN.M. IJzermans®, J. Passchier’,

J. Busschbach'

'Medical Psychology & Psychotherapy,
’Medical Ethics; ‘Internal Medicine;
‘Surgery, Erasmus MC, Rotterdam, The
Netherlands

At present, the waiting time for post mortal
kidney transplantation in the Netherlands
is 4 years on average, with 1000 patients
on the waiting list and a mortality-rate of
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20% per year. From the perspective of
health care professionals and policy there
are good reasons to promote the option of
living kidney donation. Living kidney do-
nation has important advantages to post
mortal donation on both patient and socie-
tal levels. Living kidney donation helps
patients to circumvent the waiting list and
the accompanying burden of dialysis. Fur-
thermore, the kidney survival rates for liv-
ing kidneys are better (10 versus 20 years)
and donor risks are low. Facilitating any
transplantation program also has signifi-
cant societal implications, as the end stage
renal disease program consumes 1% of the
total health care budget.

Both policy makers and health care profes-
sionals may feel, for these reasons, a strong
obligation to bring these facts to the atten-
tion of patients and their relatives. But how
actively can or should this be done and can
we interfere in family or other personal re-
lationships?

We have investigated the attitudes of pa-
tients and their relatives with respect to liv-
ing kidney donation by in-depth inter-
views. We selected those patients who
were on the waiting list for kidney trans-
plantation, but never came up with a po-
tential living kidney donor. What to think
of them: Do they disapprove of the option,
are they positive but could not find a donor,
do they have difficulties to communicate
with relatives about it, do they need more
information, do they wish any help from
the transplantation centre? We used a
structured interview to investigate knowl-
edge and information, risk perception, atti-
tude, communication, family system, mu-
tuality and ideas on a influence of a possi-
ble donation / transplantation on personal
relationships.

On the basis of these data we try to draw
conclusions on the acceptability or justifi-
cation of interfering actively in patients
personal situation. It is in our view crucial
to understand how strong or weak individ-
ual preferences are, how stable or unstable
people’s opinions, how deep or shallow
convictions are. There seems to be evi-
dence that both patients and their relatives
have attitudes towards living kidney dona-
tion that are open to change.

Psychosocial resources, coping
and quality of life of donors
before and after living-donor
liver transplantation

G.S. Schmid!, C. Papachristou’,

M. Walter’, A. Pascher’, B.F. Klapp'
!Internal medicine, Psychosomatics, 3Gen-
eral, Visceral and Transplant Surgery,
Charité University Medicine Berlin,
Berlin, Germany, *University of Basel, De-
partment of Psychiatry, Basel, Switzerland

Background: Due to the shortage of cadav-
eric organs, living-donor liver transplanta-
tion (LDLT) has been increasingly per-
formed in Germany. Healthy donors risk
their physical well-being in order to keep
an emotionally close person with a termi-
nal liver disease alive. There are few stud-
ies concerning the psychosocial outcome
and the associations between preoperative
psychosocial factors and the postoperative
outcome of the donors.

Hypotheses: The aim of the study was to
investigate the course of psychosocial re-
sources and quality of life before and after
living-donor liver transplantation. More-
over, we analysed whether psychosocial
resources were predictive of quality of life
and coping after LDLT.

Methods: N=50 donors were examined.
We assessed self-efficacy, optimism, cop-
ing and quality of life preoperatively and 6
months after donation. Parametric methods
were used for data analysis. In the analyses
the effect of physical complications was
controlled.

Results: Six months after donation 20% of
the donors still suffered from physical
complications (e.g. scar still hurts). Where-
as the psychosocial resources remained
stable, the quality of life decreased signifi-
cantly six months after donation. Donors
with a decreased quality of life showed
preoperatively significantly lower rates for
self-efficacy and postoperatively higher
rates for depressive coping and distraction
compared to the donors whose quality of
life was stable or increased.

Conclusion: The results should be consid-
ered in the preoperative education. Preop-
erative assessment should focus on the
donors’ psychosocial resources for identi-
fying risk donors. Preoperative psychoso-
cial interventions could help to strengthen
resources.
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Organ donation and
transplantation —

The realities for minority ethnic
groups in the UK

G Randhawa

Institute for Health Research, University of
Bedfordshire, Putteridge Bury, Luton,
United Kingdom

Background: The increased rate of renal
failure secondary to diabetes among mi-
nority ethnic groups compared to Cau-
casians in the UK has been well document-
ed. However, the impact of this phenome-
non on kidney transplant services has been
relatively unexplored.

Methods: This paper provides a timely re-
view of the UK’s national transplant data-
base examining the provision of kidney
transplant services to minority ethnic
groups in the United Kingdom. It seeks to
explore the demographics of the database
by focusing upon waiting list data, donor
data, and recipient data in relation to eth-
nicity.

Results: The imbalance in the ethnic origin
distribution between donors and waiting
list patients is clear. People with a South
Asian origin make up 14% of the UK wait-
ing list, but only 1% of the donors;
African-Caribbeans comprise 6% of the
waiting list and <1% of the donors. Al-

Parallel sessions, free communications
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though the majority of minority ethnic pa-
tients can and do receive kidneys from
Caucasian donors, there is still an excess of
these patients on the waiting list. This ex-
cess is partly explained by the lack of
blood group B donors (7% of all donors)
compared with the excess of blood group B
patients on the waiting list (16%). In addi-
tion, people with a non-Caucasian origin
have different genetic backgrounds to
those of Caucasian origin, and as a result
often have different tissue types, making
organ (HLA) matching more difficult. This
situation is compounded further due to the
lack of organ donors from minority ethnic
groups. The most recent data from the UK
Potential Donor Audit suggests that non-
Caucasian families are far more likely to
refuse a request for organ donation than
Caucasian families.

Conclusion: Diabetes complications such
as End-Stage Renal Failure are much more
prevalent among the UK’s South Asian and
African-Caribbean population. Inequalities
do currently exist in transplant services and
the solutions to rectifying this situation are
complex — focussing both upon disease
prevention and increasing the number of
organ donors from minority ethnic groups.
However, the financial and human burden
of not addressing these inequalities encour-
age some immediate action.

Tuesday, April 3rd

4. Minorities, religion and gender aspects

Factors affecting willingness to
donate and donor registration:
An intercultural comparison

S. van Embden’, J.C.J.M. de Haes’, M.A.G
Sprangers?’

'Hogeschool van Amsterdam, Education,
Amsterdam, The Netherlands, *Academic
Medical Centre University of Amsterdam,
Medical Psychology, Amsterdam, The
Netherlands

Background: Gaining an insight into the
factors that influence people to donate
their organs in different cultures is crucial
to battle the continuing shortage of organ
donations. This study investigates the ef-
fect of demographic characteristics, atti-
tudes and psychological factors on willing-
ness to donate and on actual donor regis-
tration in The Netherlands, a relatively
high donor rate country, and in Israel, a rel-
atively low donor rate country.
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Method: Questionnaires measuring demo-
graphic characteristics (age, gender, reli-
gion, religiosity and ethnicity), attitudes (a
study specific questionnaire with eleven at-
titude statements), personality (NEO Per-
sonality Inventory), fear of death (Much-
nik’s fear of death questionnaire), willing-
ness to donate and actual donor registration
were administered to Dutch (N=143), and
to Israeli (N= 136) undergraduate students.
Multiple and logistic regression analysis
were performed.

Results:

Demographic characteristics

Dutch subjects willing to donate are older,
Protestant, Catholic or have no religion. Is-
raeli subjects who are willing to donate are
more likely to be secular.

In both Dutch and Israeli samples, demo-
graphic characteristics had no effect on ac-
tual donor registration.

Attitudes: Dutch subjects willing to donate
are more often willing to receive an organ
and do not believe a brain dead person
might recover from his injuries. Israeli sub-
jects willing to donate are those willing to
receive an organ and in favour of providing
a financial incentive.

Dutch registered donors are those whose
famillies know about the way they feel
about organ donation and who are willing
to receive an organ. Israeli registered
donors are those whose families know
about the way they feel about organ dona-
tion.

Psychological factors: Dutch subjects will-
ing to donate have a higher score on extra-
version. Israeli subjects willing to donate
are less afraid of death.

Dutch registered donors have a higher
score on extraversion while Israeli regis-
tered donors have a higher score on open-
ness and are less afraid of death.
Conclusion: This study shows that demo-
graphic characteristics, attitudes and psy-
chological factors have a different effect in
different cultures. Moreover, the variables
that relate to an individual’s willingness to
donate are not the same as those that relate
to an individual being actually a registered
donor in these cultures. These results high-
light the importance of more extensive in-
tercultural research and the need for specif-
ic and diversified strategies when trying to
improve the donor shortage problem in dif-
ferent countries and cultures.

Why relatives refuse organ
donation

M.R.G. Sque!, T. Long!, S. Payne®
"University of Southampton, School of
Nursing and Midwifery, Southampton,
United Kingdom; ’Lancaster University,
Institute of Health Research, Lancaster,
United Kingdom

Organ donation refusal rates in the UK are
of concern (40% rising to 70% in non-
white groups). This presentation will dis-
cuss a study, commissioned by UK Trans-
plant, which explored the end of life deci-
sion-making and hospital experiences of
bereaved adults with whom organ and tis-
sue donation was discussed and who de-
clined donation. Twenty-six relatives of 23
deceased individuals, who chose not to do-
nate their deceased relative’s organs for
transplant operations, were recruited via
three staged media campaigns in large ur-
ban areas of the UK, and from four NHS
Hospital Trust intensive care units. Data
were collected in 2005 via single face to
face or telephone interviews. A decision to
decline donation did not necessarily de-
pend on views held by the family, or the
deceased, in life, except if the deceased had
stated they did not wish to be an organ
donor. Therefore positive views held by the
family, and the wish of the deceased to be
a donor did not guarantee that donation
would take place. This finding suggests
that donation decisions depend, in part, on
a number of factors converging. Factors
such as: the family’s view about protecting
the body and keeping it intact; the timing
and manner of the donation discussion; a
lack of information about the donation
process; a desire not to prolong the per-
ceived suffering of the deceased; a need to
be with the dying and to witness the ob-
servable ending of life represented by ces-
sation of the heartbeat. As protecting the
body was the most frequently recurring
theme underpinning a decision not to do-
nate, this theme will be discussed in rela-
tion to its potential impact on the transplant
programme.
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Organ donation and ethnicity
study

R.G Smith!, A.N. Warrens’, S.K. Saxena’,
J. Car', P. Reecé®, H. Dulku®

!Primary Care and Social Medicine; *Re-
nal Unit and Immunology, Imperial Col-
lege London, London, United Kingdom;
SHammersmith Hospital, Dialysis and
Transplant Department, London, United
Kingdom

Despite several high profile campaigns
overall donation rates remain low in prac-
tice, and even lower amongst people from
Indo-Asian and African-Caribbean ethnic
backgrounds.

Reasons for this lower rate of donation are
understood to be multi-dimensional, but
cultural and religious beliefs including
racism, fear, misunderstandings and a mis-
trust of the health care system are all ar-
gued to play a significant part.

The shortfall in donors from these minori-
ty ethnic groups is further exacerbated by
an increased need for organ transplants —
particularly the kidneys — because of high
rates of hypertension and diabetes in this
ethnic population, which can lead to kid-
ney failure.

To try and address the severe shortfall of
organs for transplantation overall and in
particular for patients from Indo-Asian and
African-Caribbean ethnic backgrounds,
this study aimed to improve our under-
standing of the relationship between organ
donation, transplantation, ethnicity and life
experiences.

To understand this complex relationship,
we considered that by using oral histories
to explore in-depth how some people de-
veloped their positive or semi-positive
view of organ donation and transplanta-
tion, we could help address some of the is-
sues that prevent others from wishing to
donate.

We are currently well into the process of
acquiring the oral histories of 75 people
from a White British/Irish, Indo-Asian and
African Caribbean ethnic background. By
exploring these histories we are able to un-
derstand better the relationship between in-
dividual and social experiences over a per-
son’s life and how these experiences in-
turn have informed their positive or semi-
positive view of organ donation and trans-
plantation.

Crucially these interviews are illustrating
how participants have integrated organ do-
nation and transplantation successfully or
partially successfully into their lives along-
side their cultural and religious beliefs, and

how they have overcome factors cited in
the literature that may prevent people from
wishing to donate.

Initial results indicate that being able to in-
tegrate organ donation and transplantation
successfully alongside people’s cultural
and religious beliefs is aided by a commu-
nity-spirited family background, being ex-
posed to different cultures and beliefs,
bearing witness to the suffering of those in
need of an organ and being exposed to the
idea of organ donation and transplantation
from an early age or a key moment in life.
These oral histories will help us to have a
better understanding of what is and is not
likely to be possible to improve organ do-
nation and, therefore, how best to focus
scarce public funds.

Fears and hopes of French and
Québec transplant physicians
regarding living altruistic
donation

M.C. Fortin!, H. Doucet®
Transplantation and bioethics; *Bioethics,
Université de Montréal, Montréal, Canada

Background: Although benefits of living
renal transplantation are well known, prac-
tices regarding living donation vary from
country to country. As an example, France
and Québec are technologically similar but
have different practices in terms of living
donation: French physicians are perform-
ing 6% of their renal transplants from liv-
ing donors whereas 20% of renal trans-
plantations performed in Québec are from
living donors.

Recently, a new type of living donor ap-
peared: the living altruistic donor. This liv-
ing donor is not genetically nor emotional-
ly related to his recipient. Currently, there
is no program of living altruistic donation
in Québec, but it is not legally prohibited.
In France, this type of living donation is
forbidden by law: Only persons genetical-
ly-related, the spouse or somebody who
has lived with the recipient for two years
are allowed to donate a kidney.

Purpose: There are no qualitative studies
published on transplant physicians’ views
on living altruistic donation. The aim of
this study is to report transplant physi-
cians’ attitudes toward the issue of living
altruistic donation in two different con-
texts, France and Québec.

Methods: 27 French and 19 Québec renal
transplant physicians and surgeons took
part in individual and qualitative semi
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structured interviews. The content of these
interviews was analysed by the method of
qualitative data analysis described by
Miles and Huberman.

Results: 16/19 (84%) Québec and 14/27
(52%) French transplant physicians were
open-minded to accept living altruistic
donors. Québec transplant physicians’ atti-
tudes may be easily explained by the cur-
rent experiences in living altruistic dona-
tion in the rest of Canada and in the United
States. In France, more than half of the
transplant physicians met agreed with the
appeal to living altruistic donors even
though this kind of living donation is pro-
hibited by law. Moreover, in spite of differ-
ent practices in terms of living donation,
French and Québec transplant physicians
expressed the same causes of concern and
arguments pro living altruistic donation.
Conclusion: Québec transplant physicians
are more prone than French transplant
physicians to be open-minded to living al-
truistic donation. However, considering
their legislation and their small rate of re-
nal transplantation performed from living
donors, it is surprising to see that more
than half of French transplant physicians
found acceptable living altruistic donation.

Is solid organ donation by living
donors ethical?
The case of kidney donation

M.P. Potts', D.W. Evans’®
!Methodist College, Philosophy and Reli-
gion, Fayetteville, NC, United States of
America; *Cambridge University, Queens
College, United Kingdom

Since the first successful kidney transplant
from a living donor in 1954, the practice of
transplanting organs removed from living
donors has multiplied. Recently, living do-
nation has expanded beyond the usual pool
of donors — family members of recipients
—to include friends and even strangers who
give anonymously (and, in some cases — al-
beit illegally — for financial gain).

A fundamental principle of medicine is
nonmaleficence — to ‘first, do no harm’ to
the patient. Subjecting a healthy person to
surgery to remove a healthy organ places
the surgeon in the role of harming his
healthy patient. More is at stake than the
individual donor making an ‘autonomous’
decision, since doctors, nurses, and other
staff are also involved. The donor is asking
the surgeon to perform an action which
will cause short-term harm — at the very

least invasiveness, the effects of anesthe-
sia, post-operative pain and scarring. More
serious immediate consequences, includ-
ing death, are possible. Long-term harm
can result as well.

In this paper, we will argue that living kid-
ney donation involves a violation of the
principle of nonmaleficence. It is, there-
fore, morally wrong for physicians, sur-
geons, and other medical professionals to
be involved in such a practice. We use kid-
ney donation as an example because it has
the reputation of yielding good results for
the recipients while being considered safe
for the donor. We will discuss recent litera-
ture on the risks and inevitable temporary
harm to the kidney donor and argue that
they make the practice of living donor
nephrectomy unethical. By extension, the
even more risky donation of other solid or-
gans during life is also unethical.

Altruism and gender-role:
Differences in motivation
between men and women kidney
donors

A. Achille
Université de Montréal, Psychologie,
Montréal, Canada

Background: The expansion of kidney
transplantation by living donation has led
to a disproportional increase in the women
to men ratio among donors (Biller-An-
dorno, 2002). Women now represent 58%
of living donors (UNOS, 2005), wives give
five times more often than their husbands,
and this difference cannot be explained on
the basis of medical exclusion (Zimmer-
man et al., 2000).

Aim and hypotheses: The present study
was designed to test two hypotheses com-
mon in the transplant literature to explain
the over-representation of women among
living related and unrelated donors. Hy-
pothesis 1: Women are more likely to dis-
play altruistic and gender-typed nurturing
behaviour (Zimmerman et al., 2000). Hy-
pothesis 2: Women are more likely to be
subtly influenced by family pressure to do-
nate and less able to resist this pressure
(Franklin & Crombie, 2003; Zimmerman
et al., 2000).

Methods: All 71 (61% women) individuals
who had donated a kidney at Notre-Dame
Hospital in the last 10 years were sent a
survey. Thirty-nine individuals (64%
women) filled out and returned the survey
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(response rate 71%). The survey included
standardized measures of altruism and en-
dorsement of sex-roles, as well as a ques-
tionnaire on motivations for donation, re-
actions post-donation, and socioeconomic
status.

Results: Quantitative analyses performed
on levels of altruism and gender-role
stereotype showed no significant differ-
ence between women and men. Qualitative
analyses classified reasons for donation ac-
cording to the seven categories identified
by Lennerling, Forsberg, & Nyberg (2003)
for becoming a living kidney donor. Differ-
ences between men and women’s motiva-
tions in terms of desire to help, desire to
improve quality of life, love, logic, and
family responsibility will be discussed.
Conclusion: Results do not support the hy-
pothesis that women may be more inclined
to donate because of psychological charac-
teristics or greater endorsement of gender-
specific roles. However, results suggest
subtle differences between men and
women that should inform the develop-
ment of guidelines for screening live
donors.

Psychosocial factors related to
race disparities in living donor
kidney transplantation

L.M. Myaskovsky', M.A. Dew?,

GE. Switzer!, M.K. Mor!, M. Ramkumar?,
R. Shapiro?

!Center for Health Equity Research & Pro-
motion,; 3Renal Division, VA Pittsburgh
Healthcare System, Pittsburgh, PA, United
States of America, *Psychiatry, Psycholo-
gy, and Epidemiology; *Surgery, Univ. of
Pittsburgh, School of Medicine, Pittsburgh,
PA, United States of America

Living donor kidney transplantation (LD-
KT) is the optimal treatment for patients
with end-stage renal disease (ESRD).
While the incidence of ESRD in African
Americans (AA) is four times higher than
in Whites in the US, AAs are less than half
as likely to be referred for or to undergo
LDKT. While many of the biological rea-
sons for race disparities in LDKT are un-
derstood, they do not fully account for the

disparities observed. To date, no studies
have examined the culturally-based patient
factors (e.g., medical mistrust, perceived
discrimination) that might mediate the as-
sociation of race with disparities in receiv-
ing an LDKT. Thus, the focus of this two-
phased study was to ensure that our meas-
ures were appropriate for this population,
and to describe transplant candidates on
key study variables from our proposed
model.

The model posits that racial differences in
patients’ preference for LDKT over de-
ceased donor kidney transplantation (DD-
KT) are determined by a combination of
culturally-based, psychosocial, cognitive,
and demographic characteristics. Further,
these differences in preferences are hy-
pothesized to be related to racial disparities
in rates of LDKT.

Phase 1 involved semi-structured inter-
views with 15 transplant recipients, and
was designed to refine existing question-
naires to ensure that they reflect patients’
experiences throughout the transplant deci-
sion-making process. Results indicated
that only minor revisions to the question-
naire were necessary.

Phase 2 was designed to describe AA and
White patients on key study variables. It
involved surveys with 36 patients awaiting
kidney transplantation. Comparisons of
AA and White patients using Fisher’s exact
test indicated that AA patients in this sam-
ple had lower incomes and less transplant
knowledge than White patients (p’s<0.05).
AA patients reported more experiences of
discrimination [t(df=34)=2.32, p<.05] and
perceived more racism in health care set-
tings than White patients [t(df=34)=2.80,
p<.01]. There were no significant differ-
ences in medical mistrust between AA and
White patients [t(df=34)=0.78, p=.44).
Based on patterns of significant differences
between the groups on a series of items, we
found that AA patients’ opinions about LD-
KT were influenced by a focus on self-re-
liance in health care, while White patients’
opinions were influenced by concerns for
the kidney donor’s health. Our study pro-
vides preliminary data indicating that per-
ceived racism and discrimination, along
with group variability in opinions about
LDKT, may be related to race disparities in
kidney transplantation.
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5. Expanded post mortem donor criteria,
including NHB donation

Ethical issues on the use of
extended criteria donors (ECD)

M.EM. Mamzer-Bruneel', Ch. Hervé?,

G. Moutel’, H. Kreis'

'Hépital Necker, Service de Transplanta-
tion rénale, Paris, France; °Université
René Descartes, Laboratoire d’éthique
médicale, Paris, France

Given the standard criteria donor shortage
and subsequent increase in waiting lists re-
sponsible for prolonged waiting times,
most transplantation centres are consider-
ing now as potential cadaver organ donors,
deceased persons with a number of defi-
ciencies. These new medical practices are
raising many ethical questions.

Is it ethical to perform allografts with or-
gans that were until recently not consid-
ered as suitable organs (because of defi-
ciencies related either to their structure or
their function in the donor before their
death) in order to improve access to trans-
plantation? On the other hand, the time has
perhaps come to revisit the historical and
very selective criteria. These criteria were
aiming at obtaining the best possible re-
sults after their transplantation. However
this was only possible for very few highly
selected candidates. The improvement of
health status of the population, which is re-
sponsible for an increased life expectancy,
is a good reason to re-assess the aim of
transplantation. This should probably be
done before extending organ acceptability
criteria.

Is transplantation aiming at curing individ-
uals or at statistically improving the
amount of people benefiting from trans-
plantation and/or the quality of life of a
sick population?

The benefit/risk ratio assessment is also
made more difficult by the use of ECD. It
is thus necessary to revisit risks and out-
comes originating from these new policies.
Were these data lacking patient informed
consent would be unrealistic.

In addition, answers to these questions dif-
fer according to the type of failing organ. If
the lack of renal transplantation, or its fail-
ure, can be rescued by haemodialysis, de-

laying the transplantation of a vital organ is
life threatening. So is its failure!

In conclusion, the use of ECD for trans-
plantation raises a number of ethical ques-
tions. From a high quality replacement
medicine aiming at the complete cure of a
single failing organ the trend appears today
to head toward a palliative replacement
therapy. Its new indications should rest up-
on a true individual but also societal as-
sessment of the benefit/risk ratio. A scien-
tific approach must validate the primary
empirical goals. Then, ways to inform the
patients and the society, as well as policies
for organ allocation would have to be re-
visited.

Expanding organ transplant
candidacy to HIV-infected
patients

L. Wright', D. Pape’, K.A. Ross'
'University Health Network & Joint Centre
for Bioethics, University of Toronto,
Bioethics Service, Toronto, Canada;
’Bloorview Kids Rehab, Toronto Rehabili-
tation Institute, University of Toronto,
Bioethics, Toronto, Canada

Human immunodeficiency virus (HIV) has
traditionally been considered an absolute
contraindication to solid organ transplanta-
tion. The terminal prognosis of HIV-infect-
ed patients made them poor organ recipient
candidates. Denying these patients access
to organs was not initially contentious be-
cause most died from acquired immunode-
ficiency syndrome (AIDS) associated in-
fections and malignancies before their or-
gans deteriorated to the point requiring
transplants. The development of highly ac-
tive antiretroviral therapy (HAART) has
transformed HIV-infection from a terminal
disease to a chronic and treatable illness
with significant reductions in HIV-related
morbidity and mortality. Unfortunately,
with prolonged survival, a growing per-
centage of HIV-infected patients develop
end-stage organ disease and require trans-
plants. In North America, this has prompt-
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ed a reassessment of solid organ transplan-
tation as a treatment option for HIV-infect-
ed patients with end-stage organ disease,
but the vast majority of transplant centres
are currently unwilling to accept these pa-
tients as transplant recipients. This presen-
tation: 1) reviews the many ethical and le-
gal arguments for expanding transplant
candidacy to HIV-infected patients receiv-
ing HAART; 2) argues that there are no
morally relevant differences between HIV-
infected patients and patients with other
chronic illnesses who routinely receive
transplants to justify a difference in treat-
ment, and; 3) demonstrates that denying
HIV-infected patients access to organs will,
in the future, significantly impact women
and children, who are not only increasing-
ly afflicted with the disease, but already
face a range of social inequities.

Suggestions for improved organ
donation practice -
An international perspective

GA. Blok!, M.C. Smit’, R.D. Frielé’,

R. Coppen’, J KM. Gevers®

"University Maastricht, Educational De-
velopment & Research, Maastricht, The
Netherlands, *Nivel, Utrecht, The Nether-
lands; 3University of Amsterdam, Amster-
dam, The Netherlands

Many initiatives are undertaken to increase
the number of organ donors. There are two
main categories of interventions: public in-
formation campaigns and interventions in
the hospital environment. Campaigns
aimed at the public try to sensitize people
for organ donation, to stimulate them to
register as an organ donor or to discuss
their wishes regarding organ donation with
family members. Interventions in hospitals
focus on the organization of the organ do-
nation procedure, on implementation of
new practices regarding medical proce-
dures and on training staff in dealing with
bereaved relatives. Which of these inter-
ventions are most successful in increasing
donor numbers is not known.

Method: A systematic review was carried
out of the international literature that has
appeared in the period January 1995 - July
2006. Publications were included in the re-
view when the outcomes measures for pub-
lic information campaigns were ‘registra-
tion as a donor’ and ‘family discussion
about organ donation’, and for the hospital
studies the ‘percentage of family consents’.
Publications were only included if actual

interventions were carried out, the effects
of this intervention were described and if
the study met certain methodological crite-
ria, such as the introduction of control con-
ditions.

Results: Only a few of the originally more
than 5000 publications about organ dona-
tion were eligible for closer review and
met the strict criteria on contents (rele-
vance) and methodology (study design).
Unfortunately at the time of submitting this
abstract, we cannot provide any more de-
tailed information, since the current study
is part of a larger project executed on be-
half of the Dutch Government who do not
want to disclose any preliminary results.
Results of the review will be presented as
well as recommendations that can be de-
rived from this study for the design of fu-
ture interventions to increase donor num-
bers.

In defense of the reverence of all
life: Heideggerean dissolution of
the ethical challenges in non-
heart-beating donation as forged
in the cauldron of the politics of
social discourse

D.I Isch

Harris Methodist Fort Worth Hospital,
Ethics Department, Fort Worth, TEXAS,
United States of America

During the past 50 years since the first suc-
cessful organ transplant, waiting lists of
potential organ recipients have expanded
exponentially as supply and demand have
been on a collision course. Researchers
and transplanters world-wide are strug-
gling to maintain moderate increases in the
supply of solid organs for transplantation.
Initiatives are being taken to examine vari-
ous policy and institutional changes to po-
tentially increase rates of organ donation.
The recovery of organs from patients with
circulatory determination of death is one of
several effective alternative approaches
recommended to reduce the supply-and-
demand gap.

However, renewed debate ensues regard-
ing the ethical management of the overar-
ching risks, pressures, challenges and con-
flicts of interest inherent in organ retrieval
after circulatory determination of death. In
this presentation, the author claims that
through the engagement of a Heideggerean
existential phenomenological and herme-
neutic framework what are perceived as
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controversial problems regarding quality
of organs recovered, allocation schemes,
allegiance to donor and recipient, and the
phenomenon of death dissolve in light of a
world-disclosing cultural phenomenon that
acknowledges a life-cycle from ‘the point
of no return’ of donor life to ‘the point of
renewed or enhanced’ recipient life; there-
by affirming respect for all life in which or-
gans do not correlate to the ‘living-time’ of
an organism (body), but to the organ’s
‘life-time capability’ (readiness of usabili-
ty). (White, C.J., 2005, specifically the
Foreword by Hubert L. Dreyfus, Introduc-
tion and pp. 93-126; Capurro, 2005) Thus,
fixated concern on whether a person is ac-
tually dead at the moment of organ recov-
ery dissolves into symbolic moral traces
with limited conceptual relevance or at
most dissolves into ‘moral remainders,’ i.e.
values that evoke respect but currently can-
not be accommodated by the ‘new form of
intelligibility’ or cultural practice/stance
(Gowans, 1994). What ethically matters in
the life-cycle (life-world) of donor-recipi-
ent is the viability of the organs transplant-
ed. Ethical deliberation and discernment
are embedded in an inherently political
context of socially shared experience and
meaning.

References:

. Capurro R (2005) Philosophical presuppositions
of producing and patenting organic life. In:
Wiercinski A (Ed.) Between Description and In-
terpretation: The Hermeneutic Turn in Phenom-
enology (pp. 571-581). Toronto: The Hermeneu-
tic Press

2. Gowans C (1994) Innocence Lost. New York:
Oxford University Press

. White CJ (2005) Time and Death: Heidegger’s
Analysis of Finitude. Burlington, Vermont: Ash-
gate Publishing Company

—_

w

Surgical injuries of postmortem
donor livers: Incidence and
impact on outcome after adult
liver transplantation

D.M. Nijkamp', M.J.H. Slooff’,

C.S. Van der Hils#, A.J.C IJtsma’,

K.P. De Jong’, PM.J.G. Peeters?,

R.J. Porte’

Surgery, Section of Transplantation and
Organ Donation; *Section of Hepatobil-
iary Surgery and Liver Transplantation;
SMedical Technology  Assessment;
“Surgery, Section of Transplantation and
Organ Donation and Section of Hepatobil-
iary Surgery and Liver Tramsplantation,
University Medical Center Groningen,
Groningen, The Netherlands

The exact frequency and clinical conse-
quences of surgical hepatic injuries during
organ procurement are unknown. We ana-
lyzed the incidence, risk factors, and clini-
cal outcome of surgical injuries in 241
adult liver grafts. Hepatic injuries were cat-
egorized as parenchymal, vascular, or bil-
iary. Outcome variables were bleeding
complications, hepatic artery thrombosis
(HAT), and graft survival. In 82 livers
(34%), 96 injuries were detected. Most in-
juries were minor, but clinically relevant
injuries were detected in 6.6% (16/241) of
the livers. Fifty (21%) liver grafts had
some degree of parenchymal or capsular
injury, 40 (17%) vascular, and 6 (2%) had
an injury to the bile duct. Procurement re-
gion was the only risk factor significantly
associated with surgical injury. The rate of
hepatic artery injury was significantly
higher in livers with aberrant arterial
anatomy. Bleeding complications were
found in 18% of patients who received liv-
ers with a parenchymal or capsular injury
in contrast to 9% without parenchymal in-
jury (P=0.065). HAT was found in 23% of
the patients who received a liver with arte-
rial injury compared to 4% without arterial
injury (P=0.001). Overall graft survival
rates were not significantly different for
grafts with or without anatomical injury. In
conclusion, surgical injuries of donor livers
are an underestimated problem in liver
transplantation and can be observed in
about one third of all cases (34%). Clini-
cally relevant injuries are detected in 6.6%
of all liver grafts. Parenchymal (21%) and
vascular (17%) injuries are most predomi-
nant. Arterial injuries are associated with
an increased risk of HAT. Increased aware-
ness of this problem and more adequate
training of procurement surgeons are nec-
essary to reduce the incidence of these ia-
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trogenic injuries and to improve outcome
after transplantation.

The first experience with the
evaluation of potential donors for
adult-to-adult living donor liver
transplantation (LDLT) in The
Netherlands

L.C. Elshove, A.L. Wilschut, HW. Tilanus,
H.J. Metselaar, G. Kazemier

Erasmus MC, Gastroenterology & Hepa-
tology, Rotterdam, The Netherlands

Increased waiting time for patients on the
waiting list for liver transplantation (LT)
has resulted in 20% mortality during wait-
ing time and deteriorated clinical condition
of recipients at the moment of transplanta-
tion. All measures taken to expand the
donor pool, such as use of marginal donors,
non heart beating donors, split livers and
domino livers did not result in shorter wait-
ing times. With approval of the Medical
Ethics Committee a LDLT program was
started at our institution in 2004 to provide
additional donor organs for selected recip-
ients. In this study we report on the evalu-
ation of all potential donors in this pro-
gram.

From September 2003 to October 2006, 44
potential donors were evaluated for 28
adult LT recipients. Five potential donors
(11.4%) were accepted and 39 (88.6%)
were not accepted for liver donation for
various reasons. Six potential donors
(15.4%) were refused due to recipient re-
lated reasons and 25 potential donors
(64.1%) were excluded due to donor relat-
ed reasons at the initial screening. One po-
tential donor (3%) reached the second
phase of screening but was excluded due to
psycho-social reasons. Seven potential
donors (17.9%) went through the entire
medical screening but were finally exclud-
ed for medical reasons, including anatomi-
cal unsuitability for splitting. Five potential
donors have donated a part of their liver.
All transplantations were successful. Three
donors experienced only minor postopera-
tive complications. Two donors had no
postoperative complications. All donors
had normalization of their liver function
within three weeks. Mean hospital stay was
12.6 days. All donors resumed their normal
social activities within three months.

In conclusion, LDLT can be done with ex-
cellent donor safety but it requires consid-
erable effort during the screening process

as only 10% of potential donors is actually
suitable for donation.

Pig tales and human chimeras:
Socio-ethical issues related

to xenograft recipient self-
perception

A.R. Ravelingien
Ghent University, Philosophy, Gent, Bel-
gium

Several surveys have identified a fear
among the public that use of porcine grafts
for transplantation in humans will affect
the recipient’s appearance, behaviour,
and/or personality. This paper aims to in-
vestigate both the direct and indirect ef-
fects that xenotransplantation may have on
the recipients’ sense of self. We demon-
strate that direct effects on personal identi-
ty are unlikely. If nonetheless effects
should appear, they would be very similar
to those in the case of allotransplantation.
What rather seems to be at stake is the pos-
sibility that the conception of self will be
indirectly affected. In the field of allotrans-
plantation, there is evidence that certain
perseverant cultural concepts interfere with
the view that the human grafts are purely
neutral, mechanical replacements of one’s
body parts. In questioning whether the fact
that the donor is an animal will worsen the
danger for identity conflicts, we trace and
compare various cultural categorizations
that constitute a potential conflict between
‘self” and ‘other’.

Xenotransplantation and the
harm principle:
Factoring out foreseen risk

A.R. Ravelingien
Ghent University, Philosophy, Gent, Bel-
gium

Xenotransplantation — the transplantation,
implantation, or infusion of live cells, tis-
sues or organs from a nonhuman animal
source into humans — is being considered
as an alternative strategy to alleviate the
shortage of human grafts. The pursuit of
this technology is nonetheless restricted by
an unquantifiable risk that the use of ani-
mal grafts will unleash new zoonoses that
may affect the public at large. In this paper
we will demonstrate that the regulatory
measures taken to prevent secondary infec-
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tions, currently do not warrant full-blown
protection of public health. This reality
forces us to reconsider the extent to which
the public should be guaranteed protection
from a xenotransplant-related health haz-
ard. In pondering that question, we will
suggest that the permissibility of health
hazards posed by emerging (bio)technolo-
gies is dependent on the perception that the
benefits are both substantive and attainable
and on the duty to account for foreseeable
risks. In that sense, there is both good and
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bad news for the acceptability of xeno-
transplantation. An increased understand-
ing of the infectious agents that are known
to pose a health risk, allows to relate the
man-made health threat to risks that have a
natural origin. Even if it is eventually pos-
sible to exclude all foreseeable risk factors,
however, the onus for those wishing to im-
plement xenotransplantation procedures in
the clinic lies in demonstrating greater
proof of the benefits which they have long
promised to provide.
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6. Role of patients, media and
pharmaceutical industry

Improving quality of life by
treating corticosteroid-induced
psychological disturbances in
transplant recipients

V. Torres', M. Guchereaw’

"University of Texas Health Science Cen-
tre, Psychiatry, San Antonio, United States
of America; *Wilford Hall Medical Center,
Lackland Air Force Base, Psychiatry, San
Antonio, United States of America

Corticosteroids are used following solid
organ transplantation for induction and
maintenance of immunosuppression and as
first-line treatment for acute rejection (1).
Unfortunately, corticosteroids also com-
monly cause behavioral side effects in-
cluding psychosis and mania because of
their prominent effect on the central nerv-
ous system. The highest density of corti-
costeroid receptors in the brain are found
in the hippocampus (2). The hippocam-
pus is particularly rich in 5-hydroxytrypta-
mine (serotonin) type 1A (5-HT1A) recep-
tors, and there is evidence that corticos-
teroids modulate 5-HT1A receptor binding
density (3). Because most antidepressants
modulate serotonergic transmission by se-
lectively regulating 5-HT1 A receptors, it is
possible that the corticosteroid-induced
mood changes are mediated through these
pathways (4).

Circulating corticosterone is bound to cor-
ticosteroid-binding globulin and serum al-
bumin (5). Both of these proteins are main-
ly synthesized in the liver. Patients who

are in acute liver rejection may be espe-
cially vulnerable to serious steroid-in-
duced behavior disturbances during peri-
ods of hypoalbuminemia attributable to in-
creased levels of corticosteroids in the
CNS (6).

In most transplant cases of corticosteroid-
induced mental disturbances, corticos-
teroids can not be discontinued for risk of
organ rejection and thus require psy-
chopharmacological intervention. Steroid-
induced mood changes are reminiscent of
those naturally occurring in bipolar mood
disorder, leading to the empirical usage of
lithium carbonate in milder cases as well
as prophylactically. Lithium blunts the cir-
cadian fluctuation of serum cortisol in hu-
mans, possibly by altering the secretory
pattern of ACTH (7), and has been found
to block corticosterone-induced increases
in brain dopamine activity in rat brain (8).
Because the therapeutic benefits of lithium
may take 10-14 days to appear, use of an-
tipsychotics is usually necessary for acute
management of mania. Antipsychotics do
not require monitoring of blood levels and
the newer atypical agents are rarely associ-
ated with dystonic reactions or extrapyra-
midal side effects; they have been found to
be safe and effective for acute manic
symptoms during corticosteroid therapy
(9). High-potency typical neuroleptics
such as haloperidol are also effective in
treating patients with agitation; however,
liver transplant patients may have in-
creased vulnerability to extrapyramidal
symptoms because of the effects of chron-
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ic liver disease on the basal ganglia (10).
Although valproic acid and carbamezapine
have also been shown to work well for sec-
ondary mania, they are hepatically metabo-
lized and may cause hepatic toxicity, which
would be devastating to the patient in acute
liver rejection. Continuous support by psy-
chiatrists and their close cooperation with
the surgery transplant team will contribute
to the quality of life of patients requiring
corticosteroid treatment.

References

. Munoz SJ (1996) Long-term management of
the liver transplant recipient. Med Clin North
Am 80 (5): 1103-20

. Joels M, de Kloet ER (1992) Control of neu-
ronal excitability by corticosteroid hormones.
Trends Neurosci 15: 25-30

. Beck SG, Choi KC, List TJ et al. (1996) Corti-
costerone alters SHT1A receptor-mediated hy-
perpolarization in area CA1 hippocampal py-
ramidal neurons. Neuropsychopharmacology
14:27-33

4. Meijer OC, de Kloet ER (1998) Corticosterone
and Serotonergic neurotransmission in the hip-
pocampus: functional implications of central
corticosteroid diversity. Crit Rev Neurobiol
12: 1-20

. de Kloet ER, Erno V, Oitzl MS, Joels M (1998)
Brain corticosteroid balance in health and dis-
ease. Endocrine Reviews 19 (3): 269-301

. Uribe M, Go VL, Kluge D (1984) Prednisone
for chronic active Hepatitis: pharmacokinetics
and serum binding in patients with chronic ac-
tive Hepatitis and steroid major side effects. J
Clin Gastroenterol 6: 331-335

. Halmi KL, Noyes R, Millard SA (1972) Effect
of Lithium on plasma cortisol and adrenal re-
sponse to adrenocorticotropin in man. Clin
Pharmacol Ther 13: 699-703

.Reus VI, Dark K, Peeke HVS et al. (1991)
Lithium prophylaxis of steroid induced
changes in behavior and neurochemistry (ab-
stract). Biol Psychiatry 29: 162S

. Brown ES, Chandler PA (2001) Mood and cog-
nitive changes during systemic corticosteroid
therapy. Primary Care Companion J Clin Psy-
chiatry 3: 17-21

10. Neiman J, Lang AE, Fornazzari L (1990)

Movement disorders in alcoholism: a review.
Neurology 40: 741-746

—

S8

W

W

N

~

foe]

o

The family as patient and
caregiver calls for adjustment of
the moral agenda about living
parental organ donation

M.E. Knibbe, E.L.M. Maeckelberghe, M.A.
Verkerk

University Medical Centre Groningen, Ex-
pertcentre Healthcare Ethics/EEZ, Gronin-
gen, The Netherlands

When offering treatment for children,
transplantation teams strive to offer not on-
ly what is best for the child, but also what
is best for the family. In that sense the fam-
ily is their patient as well. The family of a
child in need of a transplant has a double
role. It has a role of patient on the one
hand, receiving professional care, and of
caregiver on the other hand, sharing re-
sponsibility with the medical caregivers. In
this paper we propose a change of the
agenda of moral questions about living
parental organ donation, in order to do jus-
tice to the role of the family in the trans-
plantation process. In general, the central
moral issues are informed consent, risk-
benefit ratio and voluntary choice. We do
not deny the importance of these issues,
but we shift the attention to three other, re-
lated moral concerns: process, trust, and
emotions.

This presentation is based on an analysis of
the observation of a liver transplantation
team during one and a half year and inter-
views with donor candidates and their fam-
ilies. These observations and interviews
are part of a research project Living Relat-
ed Donation, a Qualitative-ethical study
taking place at the University Medical
Centre Groningen where a Living Related
Liver Transplantation programme was
started in 2004.

1. Process: The decision making process
starts when parents learn about the option
of living donation for their child. The
stages of this process are partly set by the
disease and condition of the child. In-
formed consent is embedded in this
process, and the quality and meaning of in-
formed consent can best be understood
when it is seen as part of that process.

2. Trust: Whilst the transplantation team
focuses on questions about risk and bene-
fit, parents’ questions about risk often
translate into questions of trust. Many par-
ents wonder: ‘Can I trust this team and the
chances they offer with LRLT?".

3. Emotions: Dealing with emotions is an
important theme in the material we collect-
ed. Many parents want to donate in spite of
fear or other strong emotions about dona-
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tion. These emotions can make the process
painful and confusing, casting doubt on the
decision. In the process of deciding, par-
ents and professionals interpret and handle
these emotions about donation.

In asking attention for these aspects, we
point out that moral concerns of both, par-
ents and professionals about LRLT cannot
be isolated from the general process of de-
cision making.

Compliance in patients before
and after liver transplantation

C.D. Canova!, GG. Germani®, A. Masier?,
U. Cillo®, P. Boccagni®, S. Tomat’,

E. Perissinotto®, M. de Bona?,

G.C. Sturniolo’, R.R. Rumiati®, P. Burra’
!University - Hospital, Gastroenterology,
Padova, Italy; *Surgical and Gastroentero-
logical Sciences, Gastroenterology; *Surgi-
cal and Gastroenterological Sciences, Sur-
gical Unit; *Environmental Medicine and
Public Health; *Psychology, University of
Padua, Padova, Italy

Background and aims: Patient’s adherence
to therapy and medical regimen is defined
as compliance. The aim of this study was
to evaluate features associated to non com-
pliance in patients before and after LT.
Materials and methods: The compliance
was assessed in 102 cirrhotic patients eval-
uated for LT and in 95 liver transplanted
patients in a cross-sectional study. Patients
underwent an anonymous questionnaire
based on 12 questions to investigate demo-
graphic, social and economic variables,
level of education, lifestyle (alcohol/smok-
ing), complications of liver disease and
compliance to medical regimen before and
after LT.

Results: In the pre-LT group poor compli-
ance was reported in 52/102 (50.9%) pa-
tients; the 52 patients were 53+8.7 year old
(mean+SD), 34 were male, 58.33% wid-
owed or divorced compared to 9% of pa-
tients with good compliance (p=0.0004);
84.4% of patients with poor compliance
were taking more than 3 different
drugs/day compared to 48.9% of patients
with good compliance (p=0.01), 26.92% of
patients with poor compliance experi-
enced gastrointestinal bleeding compared
to 10% of patients with good compliance
(p=0.02). No statistically significant differ-
ence was seen between patients with good
and poor compliance concerning alcohol
consumption.

In the post-LT group, 44/95 (46.3%) pa-
tients were not regularly taking drugs or
were not following medical prescriptions,
mainly due to forgetfulness. The time after
liver transplantation was 75.4+49.9 months
(mean£SD). The age of these patients was
54.1£9.6 years (mean+SD), 35 were male,
34 married, 25 unemployed, 25 taking 3-7
different drugs/day, whereas only 7 were
consuming alcohol and 10 were smoking.
No statistically significant features associ-
ated with poor compliance were identified.
Conclusions: Poor compliance is reported
in nearly half of patients either in the wait-
ing list for LT or after LT. Risk factors
seem to be the number of drugs taken and
being widowed or divorced among patients
on waiting list; whereas after LT no signif-
icant association was found among the fea-
tures considered. To avoid a negative im-
pact of poor compliance on the outcome
following LT, the education of patients
while in the waiting list is badly needed.

Q-methodology to identify young
renal transplant recipients at risk
for non-compliance

M. Tielen', A.L. Van Staa?, S. Jedeloo?,

W. Weimar'

'Erasmus MC, Internal Medicine, Rotter-
dam, The Netherlands, *College of Rotter-
dam, Expertise Centre Transitions in Care,
Rotterdam, The Netherlands

Background: Literature suggests that ado-
lescent kidney transplant recipients may
display patterns of behaviour that can seri-
ously affect graft survival. Indeed, we con-
cluded from analyses of all kidney trans-
plantations performed in our center from
1971-2005 that the 10 years graft survival
in young adults (18-25years) was signifi-
cantly worse (p<0.0001) compared to that
in recipients >25 years: 47.2% versus
64.0%. Non-compliance could be one of
the contributing factors and therefore we
tried to identify young adults at risk for
such behaviour.

Method: We used Q-methodology to struc-
ture an attitude typology from rank-or-
dered opinion statements (Q-sample). Par-
ticipants sort statements along a continuum
of preferences to reveal categories of indi-
viduals who share common viewpoints.
The goal of Q-methodology is to uncover
different patterns, not their distribution
among a population. Data analysis is per-
formed using by-person, rather than by-
variable factor analysis, which allows ex-
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ploration of attitude either cross-sectional
or longitudinally over time.

Results: We distinguished four significant
different profiles in a group of 26 young
adults (18-25years) that participated in the
study, by sorting 37 statements in the Q-
sample.

A) Concerned & Controlled, B) Appear-
ance orientated & Uncommunicative, C)
Opinionated & Independent, D) Easy go-
ing & Pliable. Another cohort of young pa-
tients (n=27) was asked to identify them-
selves according to the results of the Q-
method. Their answers discriminated
equally well between the four profiles. The
intrinsic differences concern the way they
cope with the medical regime and their fear
for rejection of the graft. Parents’ behav-
iour appeared not to play a decisive role in
differentiating between the four profiles.
Interpretation: Profiles A and B are associ-
ated with compliant behaviour while pa-
tients with profile A run a high risk of de-
pression. Patients with profile C hate living
by rules, find it hard to comply but never-
theless do try. Profile D is a sure sign for
non-compliant risk taking behaviour. We
conclude that Q-methodology is able to
distinguish behaviour patterns in young re-
nal transplant recipients. With the outcome
young adults may identify themselves and
their inherent risk for non-compliance,
which can be of help for health care profes-
sionals in their attempts to tailor the med-
ical regime.

The psycho-nomad: Translator,
mediator and lead for patients
awaiting transplantation

C. Piot-Ziegler, N. Ruffiner-Boner,

F. Fasseur

University of Lausanne, Health Psycholo-
gy, Lausanne, Switzerland

While conducting a qualitative longitudi-
nal research during the course of transplan-
tation (TX), from registration on the wait-
ing list until surgery, reflections about psy-
chological support in the context of a seri-
ous illness arose, which were grounded in
the requests expressed by 71 patients
awaiting kidney (n=30, age m = 52.9 =+ 10),
liver (n =11, age m = 51.1 = 8.4), lung (n
=15,age m=52.1 £ 10.4), or heart (n= 15,
age m = 53.9 + 7.9) TX. Semi-structured
interviews were conducted at home or in a
place selected by the person. During the
first interview after registration on the
waiting list, one third of the patients spon-

taneously asked for an extra interview in
case the waiting period would last for a
long time. All others agreed to be contact-
ed six months later if not transplanted.
Several sources of support were sponta-
neously mentioned: the professionals
(physicians, surgeons, coordination team,
institutional psychiatry), significant ones,
friends, former transplanted persons, as
well as other approaches (spiritual, magi-
cal, religious), each allowing specific shar-
ing of concerns or gathering of informa-
tion. However, these resources did not
completely fulfill the person’s expectations
and needs, and moreover, most of them did
not allow to openly express doubts, anxiety
and existential concerns towards transplan-
tation or a possible death. By fear of nega-
tive evaluation in the institutional context,
or to prevent emotional contagiousness of
negative affects to significant ones, emo-
tional disclosure was restricted.

The research setting was utilized as a pro-
tected non-evaluative space, where exis-
tential questionings, including the possibil-
ity of letting go in a non-pathologizing
context, were freely expressed, and where
anxiety could be safely shared with signif-
icant ones. It sometimes became a space
where the persons could reflect back on
their life.

Finding a suitable person, someone who
would accompany the ill person longitudi-
nally (along the path and the milestones of
transplantation) and transversally (through
different structures - home, hospital, inten-
sive care unit - and sources of support) was
reported as a necessity. This person served
as a lead, which provided a trusting, non-
evaluative relation and support through the
course of illness, a lead that could be used
when, where, and if needed.

The researcher became this suitable person
and was entrusted with different roles,
those of a translator, a mediator and a lead.
We named this person a psycho-nomad.

Organ donation: Blessing or
burden, gift of life or sacrifice?

M.R.G. Sque', T. Long', J. Macleod Clark’,
S. Payné’

!University of Southampton, School of
Nursing and Midwifery, Southampton,
United Kingdom; ’Lancaster University,
Institute of Health Research, Lancaster,
United Kingdom

The ‘gift of life’ is a popular discourse as-
sociated with pro-donation and transplant
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activists, its use seemingly directed at
heightening public awareness about the
perceived benefits of organ donation.
However such rhetoric does not reflect the
depth and complexity of families’ deci-
sion-making process. A decision to facili-
tate the removal of organs from the de-
ceased body, through post mortem surgical
intervention, may be better represented as a
‘sacrifice’; a discourse that acknowledges
the difficulties encountered by bereaved
families in their decision-making about or-
gan donation. To gain insights into the rel-
evance of ‘gift of life” or ‘sacrifice’ as dis-
courses that inform families’ decision-
making about donation data from four
studies carried out between 1996-2006
were interrogated for evidence of families’
literal, symbolic or metaphorical represen-
tations of ‘gift of life’ or ‘sacrifice’ in de-
scribing their experiences of donation. This
presentation examines the relative value of
these two discourses and whether they fur-
ther our understanding of families’ motiva-
tion and decision-making about organ do-
nation. Issues that may provide insights
that could potentially contribute to enhanc-
ing families’ satisfaction with their deci-
sions, improving support to families and
increasing the incidence of donation. Find-
ings indicated that whilst some families
were motivated by the idea of the ‘gift of
life’ others were de-motivated by deep-
seated concerns related to the sacrificial el-
ement of this gift giving. These concerns
were revealed in explicit or metaphorical
examples related to cutting, and mutilation,
relevant to the cultic notion of sacrifice;
examples which evidenced the nature of
the hard-wrought decision-making by fam-
ilies. We propose that the discourse of ‘sac-
rifice’ and the manner in which it impinges
on families’ decision-making may help to
explain the high refusal rates in popula-
tions that appear generally aware of the
benefits of organ transplantation.

Psychosocial assessment of
candidates for transplantation
ratings in 1500 adult liver
transplant candidates

M.E. Olbrisch!, S.M. Rausch?,

J.L. Levenson®

!Psychiatry and Surgery, *Psychology and
Psychiatry, 3Psychiatry, Medicine, and
Surgery, Virginia Commonwealth Univer-
sity, Richmond, Virginia, United States of
America

This study expands normative data on liv-
er transplant candidates, addressing these
questions: 1) Do liver transplant candidates
differ by disease type on psychosocial do-
mains? 2) Are there psychosocial differ-
ences in this population by demographic
variables? 3) Have psychosocial ratings of
liver transplant candidates changed over
time?

Patients: The population included 1500
adult liver transplant candidates who un-
derwent psychosocial evaluations at the
Hume-Lee Transplant Program at the Vir-
ginia Commonwealth University Medical
Center from October 1987 to February
2006. Mean age was 48.7 years, 59.4%
(891) were male.

Procedure: Data were obtained by chart re-
view. The Psychosocial Assessment of
Candidates for Transplantation (PACT) rat-
ing scale had been completed by the clini-
cian, giving each patient a numerical rating
in several domains. A final recommenda-
tion as to suitability for transplant surgery
is also made. Higher scores on each item
indicate better functioning. Data were an-
alyzed by MANOVA with follow-up tests.
Results: Disease Diagnosis. Eleven dis-
ease categories were identified. Patients
with sclerosing cholangitis, carcinoma, au-
toimmune and genetic diseases had highest
means on PACT items. Alcoholic liver dis-
ease (ALD) and fulminant hepatic failure
patients had the lowest means.
Recommendations: Most candidates (41%)
were given a rating of ‘acceptable with
some reservations,’ 23% received a recom-
mendation of ‘good candidate.” Candidates
whose final rating was ‘surgery contraindi-
cated’ had lower scores on all psychosocial
domains measured by the PACT, rather
than one particular area weighing more
heavily.

ALD vs. others: Patients with alcohol-relat-
ed diseases were compared to all other pa-
tients. Those with alcohol-related diseases
had lower scores on all items. Of the 312
alcohol-related liver disease candidates,
11% were rejected, 33% were borderline.
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Among others, 6% were rejected, 16%
were borderline.

Gender: Gender differences emerged with
men having higher scores on support avail-
ability and transplant knowledge, and low-
er scores on drug/alcohol use.

Age: Older patients had better ratings on
items of support stability, support avail-
ability, psychological health, lifestyle,
drug/alcohol use, and final ratings
Insurance Type: Privately insured patients
scored higher than publicly insured or
medically indigent patients on all items.

Poster Session

Graft survival after kidney
transplantation in France of non
French patients and French
patients living in overseas
territories

C. Cantrelle, E. Luciolli, B. Loty, P. Tuppin
Agence de la Biomédicine, Medical and
scientific department, Saint Denis la
Plaine Cedex, France

Background: Foreigners, whether living in
France or in their country of origin, may
undergo kidney transplantation. French
citizen living in French Overseas Territo-
ries (FOT) and African from sub-Saharan
Africa were found to wait significantly
longer than patients with other citizenship.
Then, we compared kidney graft survival
according to citizenship.

Methods: Patients registered on the French
national kidney waiting list between 1996
and 2005 and grafted before 2006 were in-
cluded (n=17836). Patients with living do-
nation and those with missing citizenship
were excluded (16663 patients). On these
patients, 9% were foreigners (0.5% Greek,
1.1% Italian, 1.5% Other European, 3.4%
North African, 1.6 Sub-Saharan African,
0.9% other) and 3% were French nationals
living in FOT. Kaplan Meier and Cox’s
models were used.

Results: Using Kaplan-Meier analysis, no
significant difference in graft survival was
observed between groups (p=0.088). Five
years graft survivals were respectively:
80.3% for French citizens, 70.1% and
77.5% for French living in Caribbean is-
lands and other French FOT, 81.8% for
other Europeans, 80.2% for North African
and 78.2% for Sub-Saharan African. In

Medically indigent patients had the lowest
scores on all items.

Ratings Across Time: Time was split into
three five-year categories. Ratings de-
creased across time for psychological
health, psychopathology risk, lifestyle,
knowledge and final ratings. Ratings de-
creased from the first five-year period to
the second five-year period, and then in-
creased again for support stability and
compliance. Ratings for support availabili-
ty and drug/alcohol use did not change
across time.

Tuesday, April 3rd

univariate analysis, overall graft survival
was significantly lower for patients living
in Caribbean islands (RR= 1.5, p= 0.011)
compared to French citizens living in
mainland.

We then performed a multivariate analysis
with adjustment for recipient sex, age,
cause of end-stage renal disease, prior kid-
ney and multiple transplantation, PRA lev-
el, time on dialysis before graft and on
waiting listing, number of HLA mismatch-
es, cold ischemia time, and for donor age
and cause of death, hypertension, diabetes
mellitus and creatinine. No significant dif-
ference in graft survival remains.
Compared to French citizens living in
mainland, RR were respectively 1.37 for
French Caribbean FOT (p=0.07), 1.13 for
other French FOT (p=0.40), 0.84 for Euro-
peans (p=0.26), 0.92 for Maghrebians
(p=0.45), 1.00 for Sub-Saharan Africans
(p=0.98) and 0.92 for other citizenships
(p=0.74). The most important difference
between French patients Caribbean islands
and others is the time between the first
dialysis and graft (Means were respective-
ly 58.5 months and 43 months, p<0.0001).
Conclusion: There is no significant graft
survival difference according to citizen-
ship in France. It should be noted that ac-
cess to waiting list until 2004 was more
difficult for patient living in French
Caribbean Islands before the creation of a
transplant team and survival for patients
from sub-Saharan Africa grafted in France
mainland is equivalent to French citizens
living in mainland. Those patients have
health care coverage (transplantation and
follow-up) similar to that of French nation-
als.
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Ethical aspects of organ
transplantation

P. Bruzzone
University of Rome ‘La Sapienza’, Trans-
plantation, Rome, Italy

Kidney transplantation from living donors
is widely performed all over the world.
Living nephrectomy for transplantation has
no direct advantages for the donor other
than an increased self-esteem, but at least
remains an extremely safe procedure, with
a worldwide overall mortality of 0.03%.
This theoretical risk for the donor seems to
be justified by the socioeconomic advan-
tages and increased quality of life of the re-
cipient, especially in selected cases, such
as paediatric patients, when living donor
kidney transplantation can be performed in
a pre-uremic phase, avoiding the psycho-
logical and physical stress of dialysis,
which in children is not well tolerated and
cannot prevent the retarded growth. Ac-
cording to the Ethical Council of the Trans-
plantation Society, commercialism must be
effectively prevented, not only for ethical
but also medical reasons. The risks are too
high not only for the donors, but also for
the recipients, as a consequence of poor
donor screening and evaluation with con-
sequent transmission of HIV or other infec-
tive agents, as well also of inappropriate
medical and surgical management of
donors and also of recipients, who are of-
ten discharged too early. Most public or
private insurance companies are consider-
ing kidney donation a safe procedure with-
out long-term impairment and therefore do
not increase the premium, while recipients’
insurances of course should cover hospital
fees for the donors. ‘Rewarded gifting’ or
other financial incentives to compensate
for the inconvenience and loss of income
related to the donation are not advisable, at
least in our opinion. Our Centre does not
perform anonymous living organ donation
or ‘cross-over’ transplantation.

Transplantation and medicine
ethics in Turkey

S. Sevimli

100.Year University Faculty of Medicine,
Deontology and Medical History, Van,
Turkey

In Turkey, the code 2238 which is about
“The Organ and Tissue Taking, Preserving
and Transferring’ enacted in 1979 and reor-

ganized to cover the legality of the trans-
plantation from the dead in 1982. Surely,
the legal arrangements about the transplan-
tation go hand in hand with the positive at-
titudes of the society and their willingness
about the organ donation. In our country,
although people perceived organ donation
positively, the limited number of people
who donate their organs make people to
solve this problem within the family. It is
seen that, rather than the conscious and
willing participation in the process of the
transplantation within the family, the altru-
ism approach is adopted. That is to say, be-
yond the voluntariness of the person in the
family, the feeling of the necessity to help
make people to donate organ. For this rea-
son, it is observed that the people who do-
nate organ, experience depression and feel
that she/he is incomplete. In this sense, the
performance of the organ donation in re-
spect of the ethical principles of the medi-
cine is essential to prevent the health of the
donators from physical, psychological and
social negative effects.

The reasons stated above show that the
training about the organ donation and the
conscious and willing participation of the
people who will donate organs should be
provided in Turkey. In our research, a train-
ing practice has done and a public survey
has been conducted. Furthermore, the in-
formation has been given about the neces-
sities and the importance of the organ do-
nation to provide the participation of the
appropriate people.

Ethical and regulatory aspects of
xenotransplantation in Mexico

D. Teran-Escandon’, L. Teran-Ortiz?,

M. Gutierrez-Cadend’,

R. Valdes-Gonzales-Salas®

'Hospital Angeles del Pedregal, Psychia-
try, Mexico City, Mexico; *Hospital Infantil
de Mexico, Laboratorio de Xeno-
trasplantes, Mexico City, Mexico, *Hospi-
tal Angeles del Pedregal , Mexico City,
Mexico

Xenotransplantation (XTx) defined as a
procedure that involves: transplantation,
implantation, or infusion into a human be-
ing with live cells, tissues or organs from
an animal source or ex-vivo contact of hu-
man bodily fluids, tissues or cells with an-
imal tissues, cells or living organs is still
considered as an experimental procedure.
In Mekxico, this activity is overviewed by
the National Bioethics Commission, the
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National Commission for Health Risks
Prevention, the National Transplantation
Center with assistance of Universities,
Academies and NGO’s all of them follow-
ing local and international regulations such
as the General Health Law, the National
Regulations on Transplantation, Research,
Sanitary Control and Manufacturing; and
the Helsinki declaration, the ICH GCPs,
the WHO research committee, the Nuffield
Council of Bioethics amd the Belmont Re-
port. All these bodies oversee the ethical
problems that may be arisen by XTx, such
as doing research in underage populations,
the risk of PERV and other zoonoses, the
informend consent process, the proce-
dure’s guidelines and xenotourism.
Regarding underage patients, the local reg-
ulations have been followed, and it has
been justified in Type 1 diabetes mellitus
(DM) trials due to lack of an ideal treat-
ment, DM complications permanently set
in from early ages, control is most difficult
in teenagers, lower quality of life at a diffi-
cult psychosocial stage and notable reduc-
tion in life expectancy. It is noteworthy that
XTx had no developmental nor psycholog-
ical repercussions on these patients. Re-
garding safety, besides the good manufac-
turing practices and local regulations, all
subjects have been tested for PERV and no
one’s results have yielded positive. Finally,
the informed consent process has been car-
ried out according ICH GCP guidelines
and local regulations, however, due to the
particular requirements of XTx, special
emphasis was set on PERV and other
zoonosis, additionally, these patients can-
not donate blood, tissues or organs, semen
or ova, they were recommended not to bear
children (5 years) and to use condom, the
notification of address change is mandato-
ry, as well as the report of examination or
treatment for any other medical or cosmet-
ic cause, and these subjects have granted
permission for autopsy in the event of
death. Finally it is important to highlight
that these research trials were approved by
authorities in 2000 and 2003.

Are the Dutch criteria for
accepting donor hearts too strict?

J.A.M. Hagenaars', PJ. Batavier’,
A.HMM. Ball, N. de Jonge’

!Surgery; 3Cardiology, Erasmus MC, Rot-
terdam, The Netherlands, *UMC Utrecht,
Heart Lung Center, Utrecht, The Nether-
lands

As a result of the low number of heart
transplantations in the Netherlands there
has been much debate amongst the non
transplant Dutch cardiac centers about the
acceptance criteria for donor hearts. They
consider these criteria too strict.

Criteria for heart donation include a maxi-
mum age of 65 years even though donors
of ages >55 years are considered to consti-
tute a higher risk. Relative contraindica-
tions are: high doses of inotropics while
euvolaemic, prolonged resuscitation, past
or present signs of coronary artery disease,
significant valvular disease, cardiomyopa-
thy and significant arrhythmias.

Every heart beating donor is assessed by
the transplant coordinators. In case of
doubt, cardiologists or transplant surgeons
are contacted to discuss the specific prob-
lems. High risk donors are accepted for
elderly recipients or patients with an urgent
status on the waiting list. Reasons for re-
fusal of the donor hearts of all reported
brain death donors in the Netherlands in
2005 and 2006 are documented and saved
in a database for a retrospective analysis in
order to investigate whether our accept-
ance criteria are stricter than the criteria
used in other ET countries.

Methods: All brain death donors reported
and assessed by the transplant coordinators
were re-evaluated. Medical history, mode
and cause of death, physical and laboratory
findings, ECG, echo and CAG were ana-
lyzed. Information about rejected donor
hearts was retrieved from the database.
Results: Between January 2005 and Octo-
ber 2006 two hundred and nine brain death
donors were reported. Of these 209 hearts,
112 were offered for transplantation. One
heart was directly offered to an urgent re-
cipient outside the Netherlands (negative
balance), 9 hearts were offered abroad be-
cause of lack of suitable recipients (small
size). From the remaining 102 hearts of-
fered to the Dutch centers 31 hearts were
refused and 71 were accepted resulting in
58 transplants. Of the 31 rejected donor
hearts 17 offers were withdrawn because of
evidently bad quality or instability of the
donor jeopardizing the donation of the oth-
er organs. The remaining 14 hearts were
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offered abroad and 7 of these were trans-
planted. Refusals of these 7 hearts by the
Dutch centers were for medical reasons
(4), size mismatch (1) and logistic reasons
2).

Conclusion: Only 4 hearts rejected by the
Dutch centers because of medical reasons
in the last 22 months were transplanted in
centers abroad with unknown follow up.
We therefore consider our acceptance crite-
ria not much stricter than the ones used in
other centers. The difference in judgment
may be explained by the urgency of the re-
cipient.

A prospective qualitative
psychological study before and
after kidney transplantation

C. Piot-Ziegler', N. Ruffiner-Boner’,

F Fasseur!, J. Maillefer, J. Szymanski’,

1 Weigand?, J.P. Venetz’, M. Santiago’,

M. Pascual’

!University of Lausanne, Health Psycholo-
gy, Lausanne, Switzerland; *Centre Hospi-
talier Universitaire Vaudois, Centre of Or-
gan Transplantation, Lausanne, Switzer-
land

The aim of this IRB-approved prospective
study was to analyze psychological con-
cerns of end-stage renal disease (ESRD)
patients before and after first kidney trans-
plantation (KT) from their registration on
the waiting-list until 6 months after trans-
plantation.

Semi-structured interviews were conduct-
ed in 30 ESRD patients (age m = 52.9 10)
after inclusion on the waiting-list (Gr. A).
Follow-up interviews were conducted 6
months later in 15 patients still awaiting
KT (Gr. B), and in 15 patients after KT
(Gr.C). Interviews took place at home or in
a place selected by the patient and were
verbatim transcribed. Qualitative thematic
discourse analysis was performed, and sig-
nificant themes elicited for each milestone.
(Gr. A) Before KT, all patients reported
loss of freedom, devoted significant energy
to avoid illness intrusiveness and maintain
normality (87 %). All scheduled life care-
fully and 57% modified medical directives.
All mentioned emotional fragility linked to
loss of QOL which led to negative thoughts
about meaning of life (43%). Suicidal
thoughts were rare (20 %). Professional
tension was underlined (26%). All patients
contemplated KT as a means to recover
freedom.

(Gr. B) 40% of the patients reported no
change compared to baseline, while the re-
mainder reported an increase of illness in-
trusiveness (89%), dialysis physical side-
effects (56%), couple problems (78%),
worsened professional difficulties (56%),
fear of imminent emotional breakdown
(67%), communication problems with
medical staff (56%), concerns about the
waiting list handling and priorities (67%),
and uncertainty of KT (56%). The need to
share concerns was mentioned (67%).
Three patients contemplated going abroad
for blackmarket organs. Two considered
living-donor transplantation, a previously
rejected solution.

(Gr. C) After KT, QOL (100%), freedom of
movement and schedule (87%), ability to
make new projects (87%), recovery of nor-
mality (71%), and return to work (77%)
were reported. Resuming professional ac-
tivity was closly linked to few or absence
of comorbidities. All expressed concerns
about limited duration of KT benefits, 79%
felt under close medical surveillance and
were anxious about laboratory analyses.
With regard to immunosuppressants, 93%
reported having no freedom as graft sur-
vival depended on adherence, 21% feared
to forget them, and 43% were concerned
about drug side-effects.

This study identifies different concerns and
needs of patients at different milestones of
the transplantation course. These concerns
should appeal for specific psychological
support and information, adapted to the
needs and requests of the patients.

Geriatric kidney transplant
recipients: Identifying psychiatric
risk factors for rehospitalization

M.I Lapid', S.G. Jowsey!, S.M. Norby?,
C.L. Perry!, T.D. Schneekloth’,

S.R. Stevens®, T.A. Rummans’

!Psychiatry and Psychology,; ‘Internal
Medicine, Division of Nephrology; Health
Sciences Research, Division of Biostatis-
tics, Mayo Clinic College of Medicine,
Rochester, United States of America

Background: A growing proportion of geri-
atric patients receive kidney transplanta-
tion. Despite improved long-term out-
comes, they remain at risk for increased
morbidity and mortality. Questions about
using donor organs in elderly patients con-
tinue to be debated, thus research is needed
to address outcomes in these elderly recip-
ients. The purpose of our study was to
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identify factors that contribute to pro-
longed hospitalizations for geriatric kidney
recipients.

Method: A retrospective chart review was
conducted on patients hospitalized for re-
nal transplantation during a 12-month peri-
od in 2005 who were 65 years of age or
older at the time of transplantation. Demo-
graphic and clinical information were col-
lected and analyzed.

Results: Included are the 45 of 235 kidney
recipients (19%) who were geriatric (mean
age 70 years, range 65-83). The sample
was 60% male, 98% Caucasian, 82% re-
tired, 84% married, 78% living at home
with spouse, and 91% at least high school
educated. Fifty-five percent received or-
gans from living related donors (LRD) and
22% each from living unrelated (LURD)
and cadaveric (CAD) donors. Seventeen
(37%) had psychiatric histories. Median
length of hospital stay was 5 days (range 4-
122). Characteristics associated with a
longer length of stay include history of a
depressive disorder (median 6 v. 5 days,
p=0.030), use of hearing aids (8 v. 5 days,
p=0.037), and taking rabbit antithymocyte
globulin and steroid rather than alem-
tuzumab (5 v. 4 days, p=0.044). One half of
the group (N=23) was rehospitalized with-
in one year of transplantation. More of the
rehospitalized group had pain on discharge
(43% v. 9%, p=0.016), psychiatric condi-
tions (52% v. 23%, p=0.042), infections
(83% v. 41%, p=0.004), and prior dialysis
(74% v. 38%, p=0.017). Four patients (8%)
died within a year of transplantation, with
time to death ranging from 46 to 326 days.
Compared to survivors, more in the mortal-
ity group required CPAP (continuous posi-
tive airway pressure) machine or oxygen
(50% v. 0%, p=0.006) and had more inci-
dence of delirium (50% v. 2%, p=0.018).
Only one out of 45 patients was seen for a
psychiatric consultation during hospitaliza-
tion, and this particular patient subsequent-
ly died.

Conclusion: Our study group of geriatric
kidney transplant recipients generally did
well with transplantation. Rehospitaliza-
tion rate was higher among those with psy-
chiatric histories, pain symptoms, and in-
fection. Further studies are needed to de-
velop intervention strategies to identify
elderly patients at risk for post-transplant
rehospitalization, such as screening for de-
pression and pain, improving physical
function, and monitoring closely for infec-
tion.

Discourse on employment status
and professional identity in
patients waiting for organ
transplantation

FE Fonjallaz" F. Fasseur,

N. Ruffiner-Boner!, T. Cuttelod’,

J. Szymanski', M. Santiago’, N. Pilon?,

M. Pascual’, C. Piot-Ziegler'

!University of Lausanne, Health Psycholo-
gy, Lausanne, Switzerland, *Centre Hospi-
talier Universitaire Vaudois, Centre of Or-
gan Transplantation, Lausanne, Switzer-
land

The aim of this IRB-approved study was to
explore psychological concerns in 71 pa-
tients (75% men) awaiting cadaveric organ
transplantation (TX). Semi-structured in-
terviews were conducted at home or in a
place selected by the patients. Four groups
of patients were represented: kidney (K)
n=30, age m=52.9, s=10, liver (Li) n=11,
age m=51.1, s=8.4, lung (Lu) n=15, age
m=52.1, s=10.4, and heart (H) n=15, age
m=53.9, s=7.9.

Data analysis revealed that professional
concerns were an important topic in the
spontaneous discourse of 92% of the pa-
tients, and major differences were found
between two main groups: the renal group
(K, n=30, age m=52.9, s=10) and the non-
renal group (Li, H, Lu, n=41, age m=52.3,
s=8.8). In renal patients, 71% were em-
ployed, of which 85% were still working
and 15% were on medical leave. Among
non-renal patients, only 41% were em-
ployed, of which 33% were professionally
active and 67% were on medical leave.
Qualitative thematic discourse analysis re-
vealed organ-related patterns of impact of
illness on professional life and identity.
Concerns in renal patients:

(K) Working patients usually managed to
avoid a professional identity crisis by
scheduling their life carefully. They main-
tained a delicate balance between profes-
sional activity and dialysis constraints.
Professional activity and identity were
considered essential components of nor-
mality.

Organ-related concerns in non-renal pa-
tients:

(Li) The non-working patients felt belittled
and useless when resuming professional
activity, which valued them. This negative
consequence of illness added to the stigma
of suspicion of substance addiction, or
physical appearance.

(H) Since illness had been present in their
life for a long time, and physical decline
progressive, the non-working patients did
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not report concerns about professional ac-
tivity at this very moment.

(Lu) Patients who had stopped working re-
ported experiencing an existential identity
crisis when resuming professional activity.
They had to face abrupt illness-related de-
cline, when conciliation of physical im-
pairments with professional duties and en-
vironment became impossible.

The professional situation at registration
on the TX waiting list differed across the
groups, depending on the organ-related
pathology, and its impact on the physical
status of the patients. Professional activity
was of major concern for most patients. It
was considered an important component of
normality. The absence of active profes-
sional life questioned the patients’ identity.
Our results suggest that a thorough analy-
sis of the professional situation of wait-list-
ed patients is mandatory in order to pro-
pose adapted support during the pre-TX
period, as well as to facilitate post-TX rein-
sertion.

Approaching end of life care in
organ transplantation:

The impact of transplant patients’
death and dying

L. Wright!, D. Pape®, K.A. Ross’,

M. Campbell’, K. Bowman®

"University Health Network & Joint Centre
for Bioethics, University of Toronto,
Bioethics Service, Toronto, Canada;
’Bloorview Kids Rehab, Toronto Rehabili-
tation Institute & Joint Centre for
Bioethics, University of Toronto, Bioethics,
Toronto, Canada; 3Joint Centre for
Bioethics, University of Toronto, Toronto,
Canada

Organ transplantation is often associated
with the notion of death defiance because
of the transplant field’s goal of and success
in prolonging the lives of patients with
end-stage organ disease. While transplan-
tation is a life-extending treatment, many
transplant recipients die months or years
after receiving an organ, while several
transplant candidates die awaiting trans-
plants. Their death and dying impacts not
only the dying patient, but also their fami-
lies, the deceased donor family, the living
donor, other transplant candidates and re-
cipients, and healthcare practitioners. It is
common for such people to view a trans-
plant recipient’s death and dying as a fail-
ure of transplantation. Quality end of life

care can play a valuable role in easing this
sense of failure and other impacts of trans-
plant patients’ death and dying, as it focus-
es on enhancing patients’ quality of life
near death. Quality end of life care recog-
nizes the values and preferences of patients
and their families, and involves a process
of shared decision-making about patients’
healthcare treatment. Advance care plan-
ning, an aspect of end of life care, involves
discussions with patients about their wish-
es and values about care in the event that
the patient becomes incapable of making
such decisions. This paper focuses on the
application of quality end of life care and
advance care planning to transplantation
and identifies the effects of death and dy-
ing on the patient and close others. It en-
courages healthcare practitioners to view
and deliver quality end of life care as part
of transplant patients’ overall treatment
management.

Liver transplant experience:
Development of a health related
quality of life subscale

(FACT- LT)

L. Gangeri', C. Brunelli', M. Bosisio’,

M. Tamburini', S. Eremenco?,

V. Mazzaferro®

'Psychology Unit; ‘*Gastric Intestinal
Surgery and Liver Transplantation Unit,
National Cancer Institute of Milan, Milan,
Italy, *Evanston Northwestern Healthcare,
Center on Qutcomes, Research and Educa-
tion (CORE), Evanston (IL), United States
of America

Background: Over the last two decades,
Orthotopic Liver Transplantation (OLT)
has become an established treatment for
acute and chronic liver failure. The impact
of liver transplantation on Quality of Life
(QOL) is a matter of interest especially for
distinctive physical and psychological im-
plications. For that reason, it seems impor-
tant to have a QOL questionnaire collect-
ing these particularities, such as relation-
ship with new organ and donor. At the mo-
ment there isn’t a specific questionnaire
about liver transplantation QOL. The FAC-
IT (Functional Assessment of Chronic IlI-
ness Therapy) Measurement System is a
collection of QOL instruments targeted to
the management of chronic illness. The
aim of this study is to develop a FACIT
subscale designed to investigate physical
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and emotional problems of patients who
undergo liver transplantation.

Methods: The first phases of the subscale
development process (following FACIT
subscale development guidelines) are re-
ported. An initial set of items was generat-
ed by open-ended interviews with patients
who underwent OLT at least one year be-
fore (10 with cancer and 5 non-cancer) and
experts (three physicians, a nurse and three
psychologists) working in the field of liver
transplantation. All experts have been
asked about the necessity to develop two
different subscales: one cancer specific and
one non-cancer specific. The items reduc-
tion process was performed by consensus
in a multidisciplinary group (psycholo-
gists, statistician and physician).

Results: The first result is that experts did
not recognize very many different aspects
in the two populations (cancer and non-
cancer);. The interviews allowed the iden-
tification and classification of various con-
tents of QOL into four domain areas: phys-
ical, emotional, social-relational and other
aspects. In the item reduction phase, the
proposed items were examined in detail
considering the number of patients and
staff members who acknowledged the is-
sue as relevant. A final set of 21 items cov-
ering topics such as ‘I often think of the
donor’ and ‘The disease experience has in-
fluenced the hierarchy of my personal val-
ues’ was finally obtained and made avail-
able to be tested in a following field study.
Conclusion: Specific liver transplantation
topics that can influence the coping
process after transplant, have been identi-
fied by patients and experts as significant
to confirm the relevance of a health related
QOL specific subscale implementation
(FACT- LT).

How to tackle the lack of
knowledge regarding organ
donation among health care
professionals: A disturbing issue

T.P. Pont!, N. Masnou', R.M. Gracid’,

P. Salamero’, R. Deulofué?

"Transplant Coordinator Management,
’Intensive Care Medicine, University Hos-
pital Vall d’Hebron, Barcelona, Spain;
SOCATT, Catalan Transplant Organiza-
tion, Barcelona, Spain

Background: Donation rates have not kept
pace with demand, resulting in critical
deficit of available healthy organs. Donor

detection is influenced by the legal sys-
tem, family refusal and underreporting
caused by erroneous knowledge of dona-
tion criteria and lack of familiarity with the
procedure.

Objective: To examine attitudes towards
organ donation in critical health profes-
sionals participating in the postgraduate
courses (2001-20006).

Methods: An in depth survey, evaluating
attitudes, knowledge, roles and experi-
ences regarding organ and tissue transplan-
tation was administered to 350 partici-
pants, before and after the graduates cours-
es on organ donation.

Results: 690 surveys were retrieved. Out of
350 attendants 14 (4%) were medical staff,
32 (9%) were medical trainees and 304
(87%) were nurses of Intensive Care and
Emergency Services. In the first survey
80% of them showed a positive attitude to-
wards organ donation, 60% towards tissue
donation and 7% declare lack of knowl-
edge about the subject. However, when
asked about their relatives’ organ donation
only 50% of them responded affirmatively.
18% of participants believe brain death is
not equivalent to death. 50% declare lack
of adequate training in this subject and
60% feel uncomfortable to approach fam-
ilies. Only 25% were able to know the per-
centage of people that will receive an or-
gan in Spain and only 10% reported the
correct number of transplant carried out.
After the course the participants declared
progress in attitudes and comfort levels
around donation. Furthermore, it is worth
noting that family refusal decreased from
33% to 8-11% in our hospital.

Conclusion.: Continuous training of health
care professionals is crucial for a success-
ful organ and tissue donation.

On-going teaching project, about
donation and transplant, directed
at teenagers in Barcelona

N. Masnou, T. Pont, P. Salamero,

X. Millan, E. Duque

Hospital General Vall d’Hebron, Direccio
de Planificacio i Avaluacio de Transplan-
taments d’Organs I Teixits, Barcelona,
Spain

Objective: The aim of the study is to ascer-
tain the level of awareness of donation and
transplant among teenagers and to analyse
their standpoint and perceptions. The co-
ordination team gives informative classes
in secondary schools in Barcelona.
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Material and methods: Descriptive-pros-
pective study using pre and post-class sur-
veys (administered one week before and
after), comprising twelve questions relat-
ing to their opinion about the process and
evaluating changes in their position as a re-
sult of the course.

Results: 99% had some prior knowledge
and 67% knowledge about the entire
process of donation and transplant. Usual
information channels : 49% mass-media as
only channel, where two channels, 21%,
where three channels, 10%. In all cases
mass-media was ticked.

Regarding refusals to donate, 60% had
strong doubts and 16% definitely did not
want to donate their own organs. For rela-
tives’ donation, flat refusals increase to
23%. Our ‘donor profile’ is a female in
higher-level state education.

With regards to transparency and parity of
the health system, they are extremely criti-
cal: 26% believe equality does not exist
and 60% have doubts; although they feel
this inequality is worse in other countries.
Women are more likely to believe in equal-
ity. 67% of all students are convinced that
organ trafficking exists and 30% assume it
is possible.

Related to Spanish transplant law, which
presumes consent, 7% have some knowl-
edge.

Following classes, figures improve slight-
ly. The students claim higher awareness
(67%) and 51% express greater interest,
whilst maintaining their standpoint (12%
flat refusals). Regarding transparency, 49%
still have doubts about equality and traf-
ficking.

Although there is an in-depth discussion
about the law and its consequences, they
are not generally in agreement. The Span-
ish transplant law, which is among the
most advanced in Europe, might be consid-
ered by some to be too extreme. For exam-
ple, the students refused to accept the no-
tion that donation is an obligation (only 6%
agree) believing that it should be an op-
tional act of solidarity. Conversely, they
disputed the need to seek approval from
relatives as the law supports mandatory do-
nation.

Conclusions: Knowledge about donation
and transplant is slanted, due to informa-
tion sources (mass-media as major source)
and a warped (TV-dominated) perception
of the transparency and equality of the
health system.

Despite a drop, post-course, in the number
of students insisting that donation should
not be obligatory, this remains a divisive
issue.

Hence, these educational campaigns are in-
dispensable to maintain Spain’s exception-
ally high organ-donation rate.

A qualitative inquiry into the
perceived needs for support
during the donation decision-
making process among donor and
non-donor family members

L.H.J. Jacoby', V. Crosier?, G. Patenaude’
TAlbany Medical College, Alden March
Bioethics Insititute, Albany, New York,
United States of America; *Albany Medical
College, Albany, New York, United States
of America

Background: Families have to make a de-
cision about organ donation during ex-
traordinary painful and disorienting times
when they face the death of a loved one in
the hospital. During this time, family mem-
bers are often in shock and are most vul-
nerable. In keeping with the tenets of in-
formed consent, families must be protected
against undue pressure and coercion. To
adhere to the principles of respect to auton-
omy and beneficence in this context, it is
essential to make support available to fam-
ilies from staff and others. Identifying the
particular psycho-social supports per-
ceived by families to be helpful is critical
for improving care and for maximizing
their ability to cope and make decisions in
these extreme circumstances.

Purpose: In order to better understand
what supports families perceived as essen-
tial during the decision-making process,
retrospective focus group interviews were
conducted separately with donor and non-
donor next-of-kin. A conceptual frame-
work was applied using the following areas
of inquiry regarding social support: psy-
chological, environmental, and informa-
tional.

Results: A common theme across all focus
groups was the inter-relationship between
informational and psychological support.
Donor families, more so than non-donor
family members, perceived that their sup-
port needs in these areas had been met. An-
other recurring theme among all partici-
pants was the desire to receive support
from someone who had had a similar expe-
rience and who could truly identify with
their pain and understand their situation.
This notion of peer support forms the basis
for an in-hospital intervention program
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provided by volunteer donor mothers in
several regions in the United States.
Conclusion: This presentation will de-
scribe key study findings and their implica-
tions for adhering to the ethical principles
of beneficence and autonomy in the con-
text of organ donation decision-making. It
will also describe the characteristics of the
peer support program that addresses these
issues and which has been instituted in col-
laboration with a number of Organ Pro-
curement Organizations in the U.S. The
potential benefits for families, organ pro-
curement and hospital intensive care staff,
and for the community will be discussed.

Maintainig cadaveric anonymous
origin:

Moral obligations entwined in
this rule

M.J.C. Clermont
CHU Sainte-Justine, Nephrology, Montre-
al, Canada

In Canada, in most cases of cadaveric do-
nation, the origin of the donor, his or her
characteristics, and manner of dying are
not disclosed to the recipient and his/her
family. On the other hand, the family of the
deceased donor is only allowed to know
how many organs were used and if the
transplantation surgeries went well. This
rule is to protect the privacy of the donor’s
families, and also the recipient rights to en-
joy freely this organ. These rules are by far
not universal and in many countries meet-
ings between recipient and families of the
donor are organised and even broadcasted
on TV shows.

The physician is informed of many details
about the life of the donor, his origin,
habits, and evidently the details of his pass-
ing. Usually he will not share these details
with the extended team because of the risk
of revelation to the recipient. In a small re-
gion like the Province of Quebec, it is quite
easy to know who died in an accident, etc.
And in some cases, both the recipient and
the donor are from the same hospital.

In this era of transparency and disclosure
within the medical practice, this is a very
unique set of circumstances. The physician
keeps for himself facts pertinent for the
success of the transplant and important for
the inner reconstruction of the recipient in-
corporating this new organ. In most cases
the recipient will do very well with this re-
construction incorporating the transplant
by making it self. In rare instances, the re-
cipient will learn details about the donor
and this encounter may not always be
agreeable. Being confronted to his donor,
his life and hopes and to his untimely death
may be quite upsetting.

We surmise that because the physician is
the repository of this secret about the iden-
tity of the donor, this obliges him to higher
moral relations both to his patient, the re-
cipient but also to the donor whose memo-
ry and gift are not to be forgotten and has
to be honoured. The paternalistic position
of the physician having to accept in behalf
of his patient, must be based on the highest
standards of care and trust between the re-
cipient and the team. Alternatively the
donor’s family also trusts the medical pro-
fession to make good on this last gift of
their beloved one. This is quite a unique
position in contemporary practice of med-
icine.
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4. Minorities, religion and gender aspects

Islamic view and perspective on
organ donation and
transplantation

GM. Abouna
United States of America

Islam, like other major religions, approves
the concept of organ donation as an act of
charity, benevolence and love for mankind.
On December 5, 1979, the Grand Mufti
Gad Al-Haq of Egypt sanctioned donation
of organs from the living when given freely
in good faith for the sake of God’s loving;
and also from cadavers, provided there is
consent from the family. On December 30,
1979, Kuwait issued an historic Fatwa (re-
ligious decree), allowing organs to be re-
moved from a living donor providing he is
not harmed; and from a dead donor with or
without family consent, since donor organs
belong to God and not to the family. This
historic decree was upheld by Kuwaiti law
no. 7 in 1982.

The Saudi Grand Fatwa issued in 1982, al-
so sanctioned organ donation from the liv-
ing and the dead, with family consent. In
1986, at the Third International Conference
of Islamic Jurists meeting in Amman, Jor-
don, the concept of ‘brain death’ was ap-
proved as cardiac death.. Currently most
Islamic countries approve organ donation
from the living and the dead.

The 4th Conference of Islamic Jurists, held
in Jeddah approved all previous Fatwas
and clearly rejected any trading or traffick-
ing of human organs. It also mandated that
the diagnosis of ‘brain death’ must be made
by a medical team not involved with trans-
plantation.

Following other Islamic Jurist meetings in
Saudi Arabia in 1988-1990, it was declared
that organs and tissues cannot be taken
from aborted fetuses, except when the
abortion is carried out to save the life of the
mother. It was also agreed that organs can
be transplanted from animals (xenotrans-
plantation) provided there is an urgent need
to save a human life.

As a way to increase organ donation, some
Islamic countries have accepted the con-
cept of “rewarded gifting” for the living
donor or for the family of the deceased. Al-
so, many Islamic countries are encouraging

their citizens to carry a donor card so their
organs may be used to save the lives of fel-
low citizens.

Religious aspects of organ
transplantation

P. Bruzzone
Universita di Roma “La Sapienza”, Roma,
Ttaly

No religion formally forbids to donate or
receive organs or is against transplantation
from living or deceased donors. Only some
orthodox jews may have religious objec-
tions to “opting in”. However transplanta-
tion from deceased donors may be discour-
aged by native Americans, Roma gypsies,
confucians, shintoists, some orthodox rab-
bis. Some South Asia muslim ulemas
(scholars) and mulftis (jurists) oppose do-
nation from human living and deceased
donors because human body is an
“amanat”(trusteeship) from God and must
not desecrated following death, but encour-
age xenotransplantation research.

No religion formally obliges to donate or
refuse organs.

No religion formally obliges to consider
cadaveric organs “a societal resource” or
considers organ donation “a religious du-
ty”(except some rabbis and isolated mus-
lim and christian scholars).

No religion has a formal position on
“bonus points”.

Living organ donation is strongly encour-
aged only between Jesus christians (15 out
of 28 Jesus christians worldwide have do-
nated a kidney).

No religion forbids this practice.

Directed organ donation to people of the
same religion has been proposed only by
some orthodox jews and some islamic ule-
mas/ muftis.

Only some muslim ulemas/muftis and
some oriental religions may prefer living
donation over cadaveric donation.

No religion prefers cadaveric over living
donation.

No religion formally forbids non heart
beating donors (nhbd), cadaveric donation
or cross-over donation.



Transplantationsmedizin
2007, 19. Jahrg., S. 74

Abstracts

Due to sacrality of human life, the catholic
church is against donation from anen-
cephalic donors or after active euthanasia.
No religion formally forbids xenotrans-
plantation.

Addressing the participants on the first in-
ternational congress of the society for or-
gan sharing in 1991, pope John Paul II said
“there are many questions of an ethical, le-
gal and social nature which need to be
more deeply investigated. There are even
shameful abuses which call for determined
action on the part of medical association
and donor societies, and especially of com-
petent legislative bodies” and later on “in
effect, the human body is always a person-
al body, the body of a person. The body
cannot be treated as a merely physical or
biological entity, nor can its organs and tis-
sues ever be used as item for sale or ex-
change”.

Addressing the participants on the XVIII
International Congress of the Transplanta-
tion Society in 2000, pope John Paul II
said “accordingly, any procedure which
tends to commercialize human organs or to
consider them as items of exchange or
trade must be considered morally unac-
ceptable, because to use the body as an
“object” is to violate the dignity of the hu-
man person” and later on added “the crite-
ria for assigning donated organs should in
no way be “discriminatory” (i.e. based on
age, sex, race, religion, social standing,
etc.) or “utilitarian” (i.e. based on work ca-
pacity, social usefulness, etc.)”.

To conclude, according to catechism of the
catholic church [Compendium. Signed by
pope Benedict XVI on june 28, 2005, 476.
Are allowed transplantation and organ do-
nation, before and after death?] organ
transplantation is morally acceptable with
the consent of the donor and without ex-
cessive risks for him/her. For the noble act
of organ donation after death the real death
of the donor must be fully ascertained.

Religious convictions:
Consequences for transplantation
waiting lists

E.L.M. Maeckelberghe, M.A. Verkerk
University Medical Centre Groningen,

Health Sciences/Medical Ethics, Gronin-
gen, The Netherlands

Allocation of scarce organs according to
medical urgency may seem intuitively just.
Reasoning from the moral perspective of

equal access to healthcare, other criteria
might be preferential.

As a consequence of improved surgery
techniques Jehovah’s witnesses eligible for
liver transplantation are considered for liv-
er transplantation in selected centers. List-
ing Jehovah’s witnesses for liver transplan-
tation and making the operation itself a re-
alistic option requires that their transplan-
tation is done before their condition wors-
ens too much and a transplant without
blood or blood product transfusion is not
feasable anymore. This might lead to de-
batable interventions on the waiting list by
putting these patients on a higher urgency
category in order to obtain a graft in an ear-
lier phase of their disease. We will argue
that, from a moral point of view, if only
medical criteria are accepted for listing and
ranking on waiting lists, this can become
discriminating for Jehovah’s witnesses and
violating equal access to health care.
Summary points: Equal access to health
care, e.g., liver transplantation, is not guar-
anteed when only medical criteria are em-
ployed.

Even though the situation of the patient
might not be medically urgent, there can be
medically urgent reasons to rank her/him
higher than candidates whose need is more
urgent.

Listing Jehovah’s witnesses for blood free
liver transplantation is a realistic option if
they are upgraded to a high urgency posi-
tion.

Despite the counter-intuitiveness of this
conclusion, justice demands moving the
Jehovah’s witness ahead of patients whose
need is more urgent when her/his condition
still allows her/him to have a blood trans-
fusion free transplantation, the risks of
which are comparable to those faced by
candidates not requiring transfusion with-
out the use of blood products.

Transplants, sex, and the
problems of justice to groups

J. Radcliffe Richards

Centre for Biomedical Ethics and Philoso-
phy, University College London, United
Kingdom

These meetings are about transplantation
policy, and since the question of justice to
minority and disadvantaged groups is of
such importance in current political debate,
it obviously arises here. But the ways in
which it arises are not obvious, and quick
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assumptions may themselves perpetrate in-
justice and even unnecessary death.

The question of sex, which I have been
asked to discuss, is perhaps the least inter-
esting group question in this context, but it
can help to clarify the issues.

The original feminist complaint was that
laws subjecting women to men were in-
compatible with the liberal principles in-
creasingly accepted in politics generally,
and therefore constituted an arbitrary, un-
just disadvantage (discrimination). In soci-
eties where traditional attitudes to women
still prevail, there are of course legitimate
concerns about women, both as living
donors and as recipients. The same applies
with any group in the power of another.
Many feminists, however, later began to
assume that any unequal distribution of
goods and harms between the sexes
demonstrated or constituted injustice.
Similar ideas are now prevalent among
other groups. This is quite different from
the discrimination issue, and a deep mis-
take. Almost any principle that allows for
any inequality of any kind will have differ-
ent impacts on different groups. If, for in-
stance, it turns out that more women than
men offer themselves as living donors, that
in itself will not demonstrate, let alone con-
stitute, any kind of injustice.

Confused thinking about group equality
and justice may be doing serious harm.
Questions of justice in transplantation arise
only because there is a shortage of organs,
and that itself may be exacerbated by mis-
taken thinking about group equality. Here
are two possibilities worth investigating.
One is the current prohibition of directed
donation of cadaveric organs, which may
be impeding donation. Currently reluctant
groups might be more willing to donate
among themselves.  But the objections
raised to directed donation, which include
concerns about potential for discrimina-
tion, are inconsistent with principles we
hold in other contexts. They are not ap-
plied even to living donation, let alone oth-
er kinds of giving.

The other is the persistence of opting in
systems of donation. An opting out sys-
tem would increase the supply, especially
if opting out of donation entailed opting
out of reception, as it should. Groups
whose traditions prohibited donation could
still refuse — though fewer might do so —
and the pool of recipients would be corre-
spondingly lessened.

Anonymous directed organ
donation

L. Wright, K.A. Ross

University Health Network & Joint Centre
for Bioethics, University of Toronto, Bio-
ethics Service, Toronto, Canada

Anonymous directed organ donations are
those in which an donor specifies a recipi-
ent or recipient group to whom his or her
organ is to be allocated. The donor knows
the identity of the recipient or recipient
group, but the recipient does not know the
donor. These donations are distinctly dif-
ferent from anonymous non-directed dona-
tions in which a donation is made uncondi-
tionally to a recipient on the deceased
donor waiting list and both the donor and
recipient are mutually anonymous.

Three main arguments against allowing
partiality in anonymous donations are: 1)
by benefiting random recipients, directed
donations violate the principles of equity
and justice that form the ethical basis of es-
tablished organ allocation criteria; 2) di-
rected donations may unfairly discriminate
based on sociological factors such as race,
class, gender and others, and; 3) most cas-
es of directed donation involve solicitation
for organs in the media (e.g. on Internet
Websites), which not only creates a form of
unequal access to organs (e.g. popularity
contest), but such donations are suspected
to be, explicitly or implicitly, contingent on
material gain. These well-intentioned ar-
guments do not sufficiently justify an out-
right prohibition against anonymous di-
rected donation. Three main arguments for
allowing partiality in donations are: 1) di-
rected donations benefit not only the recip-
ient but each potential recipient beneath
him or her on the waiting list by advancing
on the list; 2) if partiality in living donation
between relatives, partners and friends is
morally acceptable, and yet constitutes un-
equal access to organs (e.g. not all people
have willing relatives or friends), it is un-
fair to impose the provision of impartiality
on anonymous donations, and; 3) the con-
cern of quid pro quo in anonymous direct-
ed donations applies also to standard living
donations, and as with the latter, transplant
centres may attempt to identify such mo-
tives but cannot prevent the future ex-
change of goods or reward.

Our presentation elaborates on the above
for and against arguments on anonymous
directed donation. While siding in favour,
we also address specific, but surmountable,
challenges that are posed by such dona-
tions.
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5. Expanded post mortem donor criteria,
including NHB donation

Research into the donation
willingness in pediatrics in
The Netherlands:

A desirable question or a
questionable desire?

M.J. Siebelink', PF. Roodbol’,

M.J.ILJ. Albers’, H.B.M. van de Wiel’
'Department of Management Affairs;
*Wenckebach Institute; *Department of Pe-
diatrics, Beatrix Children’s Hospital, Uni-
versity Medical Center Groningen,
Groningen, The Netherlands

Children who are on the waiting list for
transplantation sometimes die because no
suitable organ or tissue is available on
time. From this perspective one could con-
clude that there is a shortage in children’s
organs and tissues. To improve the avail-
ability it seems necessary to improve the
organisation of the full procurement of or-
gans and tissues. A central issue in this pro-
curement process is the donation question
itself, which, especially in the case of pedi-
atrics, can be very aggravating, not only
for the parents, but for the professional
staff as well.

The combination of the desire to gain as
many organs as possible in a very short
time under extreme emotional and com-
plex circumstances, the fact that the donor
is a minor, along with the medical-techni-
cal aspects of the process place great de-
mands on all steps of the procurement
process. Relevant aspects include ethical
and legal deliberations, the psychological
and communicative approach of the par-
ents, the education of health care profes-
sionals, and the logistics of the entire dona-
tion process.

In view of the high demands that are right-
fully placed on all these subjects, it is re-
markable that literature on this subject pro-
vides little to go by. A recent review shows
that almost no attention is focused on non-
medical-technical aspects, let alone that
empirical studies exist that can provide a
basis for evidence based medicine. There
are other questions which remain unan-
swered. For example, the number of chil-
dren that died in the pediatric intensive
care unit in the Netherlands that would
have been suitable for organ and/or tissue
donation is not known.

In the University Medical Center Gronin-
gen a research study has recently been
started, in organ and tissue procurement
with special attention being paid to the key
factors that influence the decision to con-
sent with or refuse donation. The study
covers parents of children up to the age of
16. The study also hopes to gain insight in-
to the effects of the decision on the parents’
mourning process.

The desired effect of this study is to pro-
vide insight in and optimize the complex
chain of the organ and tissue procurement
of children, in order to support more ade-
quate decisions by all those concerned.
Although the study just started and the re-
sults are limited to a literature review, pos-
ing the research question is itself already a
relevant intervention. The scientific discus-
sion among professionals is one of the fac-
tors that contribute to this research study.
This presentation will highlight the study
itself and discuss relevant factors based on
specific cases.
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6. Role of patients, media and
pharmaceutical industry

Face transplantation:
Hearing the patients’ voice

J. Partridge
United Kingdom

In 2002, a leader in The Lancet argued “if
face transplantation is shown to be the on-
ly effective way of treating these severely
disfigured patients, then doctors have a du-
ty to use the technique” (1). Previously the
stuff of speculation and of cult films, such
as Face Off, in the 1990s, now - in the eyes
of the media and consequently for prospec-
tive patients - it was only a matter of time.
Partial face transplantations have been
conducted in France and China; reports
suggest there will be a full face transplant
in 2007. The race is on.

This paper describes how Changing Faces,
a UK organisation supporting and repre-
senting people with disfigurements of all
kinds has responded to — and tried to influ-
ence — these developments in the interests
of prospective patients, their families, and
many others with disfigurements of vary-
ing severity (estimated to be over 400,000
people in the UK). Whilst we support sci-
entific developments and improvements in
the health care available to them, we re-
main cautious about face transplantation.
Changing Faces has been at the forefront
of innovating and proving the effectiveness
of psycho-social interventions that comple-
ment surgical and medical treatments.
These ‘disfigurement life-skills pro-
grammes’ concentrate on teaching people
with disfigurements robust and pro-active
strategies for managing the reactions of
other people to their face (2, 3).

Because face transplantation would be un-
dertaken for aesthetic and functional rather
than life-saving reasons, the risk/benefit ra-
tio must be strongly on the side of benefit.
We are concerned that in four areas — con-
senting, immunology, functionality and the
consequences of transplant failure — a pa-
tient’s long-term well-being may be seri-
ously threatened.

Changing Faces also continues to be very
troubled that media portrayals of face
transplantation as some kind of miracle

‘fix” for facial disfigurement may fuel un-
realistic expectations. The reality is that the
procedure could be a last-resort opportuni-
ty for a very small number of patients
worldwide each year.

References:

1. Hettiaratchy S, Butler P (2002) Face transplanta-
tion — fantasy or the future? The Lancet 360: 5-
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2. Robinson E, Rumsey N, Partridge J (1996) An
evaluation of the impact of social interaction
skills training for facially disfigured people.
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3. Kleve L, Rumsey N, Wyn-Williams M, White P
(2002) The effectiveness of cognitive-behav-
ioural interventions provided at “Outlook”, a
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Emerging science, emerging
ethical issues: Who should fund
innate alloimmunity-suppressing
drugs?

W.G. Land', T. Gutmann?®, A.S. Daar’
!Baskent University, Ankara, Turkey; *Civ-
il Law, Philosophy of Law and Medical
Law, University of Muenster, Germany,
3Joint Centre for Bioethics, University of
Toronto, Canada

An emerging body of evidence suggests
that the innate immune system - an evolu-
tionarily conserved, rapid first line of host
defense against invading pathogens - plays
also a critical role in allograft rejection.
(Reperfusion)-Injury-induced generation
of damage-associated molecular patterns
(DAMPs) are recognized by Toll-like re-
ceptors (TLRs) such as TLR4 and TLR2.
After recognition, TLR-triggered sig-
nalling cascades lead to activation of tran-
scription factors such as NFkB, AP-1, and
IRF3. Acute free radical-mediated oxida-
tive allograft injury (e.g. oxidative stress
during donor brain death condition, postis-
chemic reperfusion injury in the recipient)
induces DAMPs which may interact with
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and activate donor- and recipient-derived
innate TLR-bearing dendritic cells which
mature and initiate the recipient’s adaptive
alloimmune response leading to acute allo-
graft rejection (= innate alloimmunity).
Time-restricted treatment of innate im-
mune events would include 1) treatment of
the donor during organ removal, 2) in-situ
/ ex-vivo treatment of the donor organs
alone, and treatment of the recipient during
allograft reperfusion. Treatment modalities
primarily include minimization of the ox-
idative allograft injury with the use of an-
tioxidants or therapeutic gene silencing
modalities; and /or prevention of the
TLR4-mediated maturation of dendritic
cells (e.g. with the use of TLR4- antago-
nists). Clinical and experimental studies
have shown that treatment of the oxidative
(allograft) injury and/or prevention of in-
jury-induced maturation of dendritic cells
is associated with a pronounced immuno-
suppressive effect and may even lead to al-
lotolerance induction. Thus, it can be as-
sumed that successful suppression of in-
nate alloimmune events results in either
subsequent significant reduction in, or on-
ly transitory administration of, or even
complete avoidance of the currently ap-
plied, adaptive alloimmunity-suppressing
drugs.

Although clinical development of antiox-
idative drugs and/or TLR4-blocking drugs
is already on the way in Phase-II and
Phase-III trials in certain categories of pa-
tients (e.g. patients suffering from sepsis),
the pharmaceutical industry is still reluc-
tant to invest in the high cost of clinical de-
velopment of those drugs for transplant pa-
tients because there are no marketing inter-
ests.

On the other hand, clinical development of
innate alloimmunity-suppressing drugs is
urgently warranted. But: Who should
fund? We will explore various options in-
cluding the discussion of a public-private
professional partnership which could be
established by the European Union, e.g. in
analogy to the “European Rare Discases
Therapeutic Initiative (ERDITI).

Is there a place for the
pharmaceutical sales
representative in the doctor-
patient relationship?

M.C. Fortin!, D. Roigt

!Université de Montréal, Transplantation
and bioethics, Montréal, Canada; *Centre
Hospitalier de 1’Université de Montréal,
Clinical Ethics Committee, Montréal,
Canada

Recently, the transplant team of the Centre
Hospitalier de 1’Université de Montréal
(CHUM) was approached by a pharmaceu-
tical sale representative asking about its in-
terest in offering a ‘clinical preceptorship’.
This activity would include observation
sessions with the transplant physician and
team during transplantation rounds and
transplantation outpatient clinic. The aim
of this activity is, according to the sale rep-
resentative, to enhance his understanding
of all the transplantation process. In ex-
change for the participation of the trans-
plantation team to this ‘clinical preceptor-
ship’, the pharmaceutical company would
give a certain fee for each day of participa-
tion. The transplantation team felt awk-
ward and submitted this problematic to the
Clinical Ethics Committee (CEC).

The uneasiness felt by some transplant
physicians may partially be explained by
the mixed representations of the pharma-
ceutical industry roles in the clinical set-
ting, potential of conflict of interests and
the perceptions of the patient-doctor rela-
tionship. We will present the ethical frame-
work we used and the results of the CEC
deliberations on the issue of pharmaceuti-
cal sale representatives’ ‘clinical precep-
torship’.

Death in the afternoon:

What soap operas can teach us
about families’ expectations for
survival in coma

D. Casarett

Center for Health Equity Research and
Promotion, Philadelphia VAMC, Division
of Geriatric Medicine, University of Penn-
sylvania, United States of America

Background: The health-related informa-
tion presented in soap operas is known to
affect viewers’ knowledge, attitudes, and
behavior, but that information may not al-
ways be accurate. The goal of this study



Abstracts

Transplantationsmedizin
2007, 19. Jahrg., S. 79

was to determine how soap operas portray,
and possibly misrepresent, the likelihood
of recovery for patients in coma.

Methods: Nine soap operas in the United
States were reviewed from January 1,
1995, through May 15, 2005. A retrospec-
tive cohort design was used to describe the
illness course of 64 characters who experi-
enced a period of unconsciousness lasting
at least 24 hours. Final status at the end of
the follow-up period was compared with
pooled meta-analysis data.

Results: Comas lasted a median of 13 days
(interquartile range 7-25 days). Fifty-sev-
en (89%) recovered fully, five died (8%),
and two (3%) remained in a vegetative
state. Mortality rates for nontraumatic and
traumatic coma were significantly lower

than would be predicted from the meta-
analysis data (nontraumatic: 4% vs. 53%;
traumatic: 6% vs. 67%; Fisher’s exact test
both p<0.001). On the day that patients re-
gained consciousness, most (n=49/
57;86%) had no evidence of limited func-
tion, cognitive deficit, or residual disabili-
ty requiring rehabilitation. Compared to
meta-analysis data, patients in this sample
had a much better than expected chance of
returning to normal function (non-traumat-
ic: 91% vs. 1%; traumatic: 89% vs. 7%;
Fisher’s exact test both p<0.001).
Conclusions: The portrayal of coma in
soap operas is overly optimistic. Although
these programs are presented as fiction,
they may contribute to unrealistic expecta-
tions of recovery.

Karsten Conrad, Werner SchioBler, Falk Hiepe

Autoantikorper bei systemischen

Autoimmunerkrankungen
Ein diagnostischer Leitfaden

3., lberarbeitete Auflage

Die Bestimmung von Autoantikdrpern hat sich zu einem wesentlichen Bestandteil in der
Diagnostik, Differentialdiagnostik und Prognostik von Autoimmunerkrankungen entwick-
elt. Die hdufig differenten Ergebnisse von Studien zur Evaluierung der Relevanz von Au-
toantikdrpern, die Entdeckung neuer, potentiell klinisch relevanter Autoantikdrper sowie
das breite Spektrum an klinischen Manifestationen systemischer Autoimmunerkrankungen
machen es fiir Arzte in Klinik, Niederlassung und Labor immer schwerer {iberschaubar,
welche Autoantikdrper bei welcher Symptomatik zu bestimmen sind. Dieses Buch ist daher
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den die Autoantikdrper (Zielantigene, Nachweismethoden, klinische Relevanz, Indikationen
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1. Commercialization and trafficking

Trafficking in organs
Illicit organ trade in Europe -
A case in Moldova

R. G Vermot-Mangold

Member of Swiss Parliament and Member
of the General Assembly of the Council of
Europe, Switzerland

1. Introduction

Organ transplantation and the necessity of
legal organ donation — as well as the ques-
tion what is legal and what should be pro-
hibited in this context — is bothering many
people. It is known that there is a world-
wide shortage of donors. Be it for reli-
gious, ethno-cultural or personal reasons.
We all the potential receivers of organ do-
nation - have to decide whether we want to
carry a donor’s card, or not.

Meanwhile, the transplantation of human
organs has become an everyday medical
practice. With modern techniques of organ
preservation and advances in immuno-sup-
pression, a significant proportion of pa-
tients can now expect to achieve long-term
survival with a high quality of life. In terms
of managing healthcare costs, kidney trans-
plantation for example is less costly than
chronic dialysis treatment. This is why
governments and health insurance compa-
nies shift towards more effective support of
organ transplantation programs and organ
donation.

But the supply of organs from deceased
persons, and particularly from living
donors is very limited and strictly con-
trolled in Europe. This is especially the
case of — for example — kidney transplants.
There are currently 120.000 patients on
chronic dialysis treatment and nearly
40.000 patients waiting for a kidney trans-
plant in Western Europe. 15-30% of the pa-
tients die whilst on the waiting lists, be-
cause there is a chronic shortage of organs.
This figure is in reality even higher due to
the fact, that only patients most likely to
benefit from transplantation, are being se-
lected for waiting lists.

In recent years, international criminal or-
ganizations have identified a lucrative

,»Zap“ between organ supply and demand,
putting more pressure on people in extreme
poverty to resort to selling their organs.
Legislative loopholes in national Criminal
Codes and lack of effective enforcement
mechanisms to combat this relatively new
type of trafficking indicate an urgent need
for action on national and international lev-
els.

Current estimations of illegal organ trade
do not reflect the reality in Europe. The is-
sue is nevertheless of serious concern. It is
very likely that further progress in medical
science will continue to increase the gap
between the supply of and the demand for
organs.

The issue of organ trade is not so new. Al-
ready in the 1980s experts began to notice
what would become known as ,,transplant
tourism®: Prosperous Asians began to trav-
el to India and other parts of Southeast Asia
to receive organs from poor donors. Since
then, other routes have opened up. Wealthy
dialysis patients — most of them male — are
traveling around the world to buy a kidney.
An action which would be severely pun-
ished in their native countries. German and
English people fly to India, Japanese pa-
tients to America, Americans travel to Pe-
ru, Brasil or the Philippines. Allegations
[1] are made against China about the com-
mercial use of organs from executed pris-
oners. Organ sale continues in India de-
spite new laws, which make the practice il-
legal in most regions.

Organ trade is organized professionally. An
American consulting company, for exam-
ple, is offering US hospitals to make their
entry into the lists of the Arab Kidney
Transplant Directory for 700 Dollars. This
institution works as an agent between kid-
ney patients from Saudi-Arabia, Qatar or
the United Arab Emirates and renowned
hospitals abroad. ,,Arab transplantation pa-
tients are paying between 100.000 and
500.000 dollars for the surgery* according
to the advertisement letter published on the
internet.

There are other countries which are not re-
ally doing much to hide their illegal busi-
ness with human organs. Israel for in-
stance. In Israel, buying a kidney is so nor-
mal, that many patients will not primarily
ask their relatives for a kidney donation,
but directly contact an organ dealer. There
is knowledge about cases, where such a pa-
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tient paid over 100.000 Dollars to the deal-
er, who offered him a kidney from an Is-
raeli and transplantation surgery in South
Africa. It is estimated that about 150 Israeli
patients are buying a kidney each year.
Many of them are getting into debt, sell
their property or are being supported by a
charitable organization.

Furthermore, Israeli health insurances are
sponsoring transplantations abroad, by ap-
proval of the Ministry of Health. Because
in the long term, dialysis treatment is more
expensive than an organ transplantation,
the insurances are refunding the Israeli the
average amount needed for kidney trans-
plantation in Israel which is around 32.000
dollars. The procedure is very easy because
the health insurances are not investigating
and do not want to know about the possible
illegality of the transplantation abroad.

2. The case Moldova

On the one hand the receiver side is more
or less unknown. They are people who can
afford to pay 100.000 to 250.000 dollars
for a transplantation, plus the journey and
the transplantation surgery. On the other
hand the well-being of the organ donor is
often of little interest and it is rarely asked
how they deal with the illegal operation.
Both do not question public issues.
Therefore, the Council of Europe (COE)
sent me on a fact finding visit to Moldova
in Eastern Europe in October 2002. The
COE’s Social, Health and Family Affairs
Committee is, amongst other fields, spe-
cialized in investigating and reporting on
the international trafficking of women,
children and organs. I met people who had
sold their kidneys through trafficking net-
works between Moldova, Turkey, Ukraine
and Israel. I was made aware that a number
of other Eastern European countries face
similar problems. This makes the traffick-
ing in organs a regional, if not a European,
problem.

2.1 Speaking to victims

In order to meet with victims of illegal or-
gan trade, we were able to work with a
Moldavian journalist who has been investi-
gating organ trafficking in Moldova for
several years. She has been collecting ma-
terial and put together a filmed documenta-
tion — often being threatened and in danger
of being arrested. She knows many of the
victims very well and she accompanied me
and my team to some of the villages, who

are — so to speak — living on the donation
of kidneys.

Of the 25 “donors” in this region known to
have donated one of their kidneys, we
spoke to 14 and were able to further inter-
view 4 of them. Their stories were shock-
ing.

The ,,donors™ are young men between 18
and 28 years of age, living in poor condi-
tions in rural parts of the country. Poverty
had driven them to sell their kidney for a
sum of 2500 to 3000 USD, while recipients
are said to pay between 100.000 and
200.000 USD per transplantation. Some-
times it took several months before donor-
recipient matching could be established by
biochemical cross-testing of blood sam-
ples. The transplants then were brought to
Turkey to rented hospital facilities.
“Donors” were asked to sign papers of
consent without any prior information. In
some cases they met the recipients before
the operation, but such cases were rare.
Medical check-ups took place at night. The
post-operational phase and medical follow-
up usually lasted no more than 5 days be-
fore the ,,donors* were sent back to their
country of origin. Following the operation,
the ,,donors’* state of health generally de-
teriorated due to the absence of any kind of
medical follow-up, hard physical work and
an unhealthy life style with inadequate nu-
trition and high consumption of alcohol.
We listened to the realistic story of Nicolae
B., it sounded similar to those of Victor C,
Mihail J. and Gabriel M. Here is an excerpt
of the story we were told by Nicolae B.
Nikolae B. lives in Western Moldova. His
hometown, Mingir, is not far from the bor-
der to Romania. Only few of the 5300 citi-
zens have a regular income, and secretly,
people are talking about young men from
Mingir selling their kidneys. Only 3 years
ago, he did not have a house nor a garden,
and no income. But he did have a wife, a
child and a sick father to look after.
Nikolae met a neighbour who had just
bought himself a car. This man told him
that he had sold one of his kidneys and had
bought the car from the money he received
for the donation. He also told Nikolae the
name of the woman who had arranged the
deal: Nina U., a housewife from Mingir,
who had sold a kidney herself and was now
arranging the donations.

Nikolae visited Nina U. one week later.
She organized a passport and told to wait
for further information. Then, one night,
she came to his house. A car with three oth-
er men from the small town and a driver
were waiting outside. The driver took them
to the Ukraine where they took a plane to



Transplantationsmedizin
2007, 19. Jahrg., S. 82

Abstracts

Istanbul. On board of the plane with Niko-
lae was Nina S., who is wanted internation-
ally for organ trafficking. In Istanbul,
Nikolae and the three other men were
brought to an apartment where two other
Moldavians were living.

A man who wanted to be called Jakob,
brought them nice food. Smoking and alco-
hol were forbidden. Several times, they
were taken to a hospital where they were
examined and their blood was tested. Fi-
nally, the right patient was found and Niko-
lae was operated in July 1999. In the oper-
ating room, he saw the Israeli who received
his kidney. After the surgery he was kept in
hospital for 5 days. Afterwards Jakob gave
him 2800 dollars. He had been promised
3000, but 200 dollars were deducted for the
plane ticket.

Back home, he bought himself a small
house with a garden, a bicycle for his 6-
year old son, food and clothes — all this for
one of his kidneys. Nikolae and his family
are now living like all the people in Mingir:
He is cultivating vegetables and wine,
earning some money here and there. Occa-
sionally, the scar hurts a bit, but there is no
money for a visit at the doctors’.

Most people I spoke to in Moldova are liv-
ing in very poor, insalubrious conditions
without running water, without adequate
food and heating in winter. Some other or-
gan “donors” had used the money for his
kidney to build an extension to their house,
to help other members of their family, to
buy a second hand car or simply to buy al-
cohol.

The emergency hospital in Moldova’s cap-
ital Chisinau, is probably the most modern
clinic in the country. Dumitru Mastak is the
head of the dialysis department. He had ex-
amined 2 kidney donators on the day we
visited him. One of them will need artifi-
cial blood cleaning soon. According to a
Scandinavian study, people who donated
one kidney live longer than the average
person, but this might be due to the fact
that in Western countries, kidney donation
is only allowed if the donor is of perfect
health. This condition is not known with il-
legal transplantations — nobody knows how
well these Moldavian kidney donors have
been examined in Istanbul. Almost no Mol-
davian organ donator sees a doctor after the
surgery, whereas regular medical checks
are prescribed in Western Europe.

2.2 Moldova — a poor country

Moldova is one of the poorest countries in
Eastern Europe. Like the deteriorating sit-

uation in healthcare, the social sector in
general has been under a serious strain
since the break-up of the Soviet Union.
The sudden increase in energy prices re-
sulting from the transition from a centrally
controlled system to international pricing,
on the one hand, and a rapid fall in export
prices for international goods on the other
have brought the economy to a virtual
standstill with officially 50% and inoffi-
cially 65 % unemployment. The burden of
servicing foreign debt leaves the govern-
ment with few resources for investment. In
addition, Moldova faces serious transition
problems of corruption, lack of institution-
al capacity and an extensive gray economy.
Criminal harassment and control of small
and medium businesses create an unsafe
business environment for foreign invest-
ment. As a consequence, poverty in-
creased, reducing the average salary to on-
ly 30 USD a month. Poverty strikes both
urban and rural areas inducing masses of
young people to emigrate as the only way
out. In comparison an organ dealer earns
approximately 170 000 USD a year. The
International Organization for Migration
(IOM) reported in 2002 that:

,,According to approximate unofficial esti-
mates, a nhumber ranging from 600.000 to
1 million of Moldavian citizens are work-
ing abroad. In most cases, they are gone il-
legally — with expired visas, without any
employment permits, and sometimes with-
out any IDs at all. “ [2]

But according to the World Bank [3], the
macroeconomic situation in Moldova has
improved slowly over the last 3 years, giv-
ing a sign of hope for the future. The cen-
tral objective of the Bank is to contribute to
poverty alleviation and sustainable growth.
With this objective in mind, the Bank is
currently associated with the Moldavian
government in the design of a ,,Poverty re-
duction and growth strategy” which the
government was expected to adopt in
March 2003. The process involves a dia-
logue with the business sector, trade
unions, civil society, the donor community
and other international financing institu-
tions. It is hoped that the government strat-
egy will become a first step towards break-
ing the vicious cycle of poverty and creat-
ing a more stable business environment for
future investment.

It is small wonder that poverty today is
making people sell their organs, parents
sell their daughters and women sell their
bodies abroad.
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2.3 Statements of the authorities

The Section for Combating Trafficking in
Human Beings and organs was created by
the Moldavian Ministry of the Interior in
May 2000. After initial difficulties in prior-
itizing the issue of trafficking across differ-
ent sectors of public authority, the Nation-
al Committee for Combating Trafficking in
Human Beings was formed by the Govern-
ment in November 2001, as a result of
strong pressure from civil society and var-
ious international organizations including
the Council of Europe. National NGOs and
international organizations have ,,partner-
observer® status. Three working groups
were created: Prevention & Education;
Prosecution & Criminalization; and Vic-
tims Protection and Rehabilitation/
Reintegration Assistance. It now remains
to be seen to what extent this initiative will
succeed in combating the widespread crim-
inal activity in the country.

The work of local and international NGOs
in this field is crucial. I would like to high-
light the example of ,,La Strada®, an inter-
national NGO, which is helping to develop
a system of preventive action and aware-
ness raising of potential victims. Another is
,»Civil Initiative®, a women’s organization,
which organized a series of workshops on
trafficking for law-enforcement officers.
The problem is, that these organizations do
not get any support, be it financial or with
know-how.

During a meeting with the Chair of the Le-
gal Affairs Committee of the Moldavian
Parliament, my attention was drawn to the
need for the Council of Europe’s legal as-
sistance to courts and judges in Moldova in
order to enhance the implementation of
European and international legal standards
in this field. Moldova has signed the UN
Convention against Transnational Organ-
ised Crime and its Protocol to prevent, sup-
press and punish the trafficking of persons,
especially women and children. Moldova
is currently in the process of revising its
Criminal Code.

The Minister of Justice described the
above-mentioned legal reforms, but in his
frank speech he admitted the difficulties in
implementing the law in Moldova. Low
discipline at the level of investigation bod-
ies, prosecutor’s office, procuratura and the
police, and a general depreciatory attitude
of the public towards law stem from earli-
er Soviet days. And they were amplified
over the last decade by a difficult socio-
economic situation in the country. He list-
ed a number of measures, namely: to con-
solidate discipline at all levels; to clarify

responsibilities for each post and deter-
mine sanctions; to establish equal treat-
ment before the law irrespective of func-
tion, power or status.

The Minister of Health was aware of the
problem of trafficking in organs in Moldo-
va and considered that member states had a
common responsibility to deal with this
problem also on a European level. If the is-
sue was to be resolved, it had to be tackled
through international cooperation includ-
ing the demand side, lifting the taboo in the
so-called ,,recipient” countries.

3. Council of Europe: Recommendations

In order to effectively fight organ traffick-
ing, the Council of Europe — as an organi-
zation for human rights and democracy —
recommends that his member states sign
and ratify the Convention on Human
Rights and Biomedicine, and its Addition-
al Protocol concerning Transplantation of
Organs and Tissues of Human Origin, as
well as to sign and ratify the UN Conven-
tion against Transnational Organised
Crime and its Protocol to prevent, suppress
and punish the trafficking of persons, espe-
cially women and children, and the Option-
al Protocol to the Convention on the Rights
of the Child and the Sale of Children, Child
Prostitution and Child Pornography.

In addition, member states are advised to
recognise their common responsibility
with a view to minimising the risk of organ
trafficking by strengthening existing mech-
anisms of co-operation at the Council of
Europe level. And by stepping up funding
for assistance activities in this area which
is crucial in order to put efficient transplant
systems in place.

On one hand, the Council of Europe invites
,,donor countries“ to improve primary pre-
vention through awareness raising and peer
education, particularly in rural areas, in
partnership with NGO’s, media, and rele-
vant international agencies.

Also they should undertake measures to
improve primary healthcare, take steps to
identify illegal donors and provide for their
medical follow-up.

Furthermore, ,,donor countries” are ad-
vised to restrict the donation of organs and
tissues from prisoners and other individu-
als in custody, as they are not in a position
to give informed consent freely and can be
subject to coercion, with the exception of
donations for members of their family.
Also, ,,donor countries” should undertake
effective measures to combat trafficking in
general, implement national poverty reduc-
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tion strategies and create conditions for
business investment.

On the other hand, the COE also suggests
that ,,recipient countries* should maintain
strict laws in regard to transplantation from
unrelated living donors and should deny
national medical insurance reimburse-
ments for illegal transplants abroad.

Such ,,recipient countries* are asked to im-
prove donor awareness by organising na-
tional campaigns and by actively support-
ing the regular organisation of the Euro-
pean Day on Organ Donation and Trans-
plantation.

Also, they should ensure strict control and
transparency of organ registers and waiting
lists and establish clear responsibilities for
tracking irregularities.

The COE advises them to harmonise data
and strengthen mechanisms of co-opera-
tion for the mediation and allocation of or-
gan donation procedures, and to take steps
to track down ,broker” advertising (in
newspapers, via agencies).

»Recipient countries® should co-operate
and provide expertise to ,,donor countries
in connection with trafficking in human be-
ings and organs, and they should instruct
the relevant bodies of the Council of Eu-
rope.

Additionally, they are advised to develop,
in co-operation with relevant organisa-
tions, a European strategy for combating
trafficking in organs, and to advise and as-
sist member states on organisational meas-
ures for putting in place an efficient trans-
plant system to minimise the risk of organ
trafficking.

They should provide legal assistance in
drafting specific amendments to national
Criminal Codes and call on all members
states to demonstrate European solidarity
towards countries in Eastern Europe most
affected by the vicious circle of poverty.
They should assist them, in co-operation
with the international financing institutions
and the international donor community, in
developing measures to reduce poverty and
create a secure business environment for
investment.
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2. Legal systems for organ donation and
allocation

Why does the current UNOS
kidney allocation policy need to
change?

F. L. Delmonico

Harvard Medical School, Massachusetts
General Hospital, United States of Ameri-
ca

The OPTN/UNOS established the frame-
work of the national kidney allocation sys-
tem in the late 1980s. The allocation sys-
tem for kidneys has always balanced con-
siderations of justice and utility in organ al-
location. Over time, the kidney allocation
formula has become unbalanced because
the utility component (HLA matching) has
diminished in emphasis. Now, as the sci-
ence of transplantation is evolving so that
HLA matching does not provide a strong
element of utility (e.g., doing the most
good for the most people), a new utility
component is needed. In addition, federal
regulation calls for organ allocation policy
to be developed according to certain prin-
ciples such as achieving the best use of do-
nated organs” and being “designed to avoid
wasting organs.”

In 2005, the OPTN/UNOS Kidney Trans-

plantation Committee began a systematic

review of kidney policy. This review has
emphasized the overall goal of making kid-
ney transplantation as effective as possible
given the supply of deceased donor organs.

The committee identified several limita-

tions of the current system. These in-

clude:

1. the general inefficiency of difficult-to-
place kidneys, including extended crite-
ria donor (ECD) kidneys, leads to high
discard rates of otherwise transplantable
kidneys;

2. the lack of predictability of kidney allo-
cation makes it difficult to maintain cur-
rent medical workups for many candi-
dates on the list;

3. there is great variability in access to
transplantation by blood group and geo-
graphic location for otherwise compara-
ble candidates;

4. the current method of identifying and al-
locating kidneys to sensitized candidates
is very inefficient and may not optimize
the number of transplants in these pa-
tients; and

5. the changing demographics of kidney
transplant candidates and available
donor organs have resulted in the alloca-
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tion of kidneys with long projected life
expectancies to recipients with relative-
ly short projected lifetimes, which is
seen by many as an inefficient use of a
scarce and potentially lifesaving re-
source.

Life years from transplant (LYFT) is a po-

tential estimate of the number of extra

years of life a given person may have after

a transplant, as compared to the number of

years the person would likely survive on

dialysis. LYFT is based on an extensive

review of several years of transplant data.

That review shows that certain facts about

a kidney candidate can be combined to es-

timate quite accurately his or her transplant

benefit.  Factors that affect outcome in-

clude items such as:

—underlying diagnosis/cause of kidney
failure

— body mass index (BMI)

—life expectancy of the candidate and
donor kidney

—immune system (HLA) match to the
donor

— first transplant vs. repeat transplant.

For the vast majority of kidney recipients,
a successful transplant can yield several
more years of survival than if the person
had remained on dialysis alone. A trans-
plant affords some recipients as much as 15
additional life-years. On the other hand,
some recipients receive little or no addi-
tional survival benefit from a kidney trans-
plant. The LYFT calculation could be
used, among other existing factors in kid-
ney allocation, to identify and prioritize
candidates who would receive greater ben-
efit from a kidney transplant.

Federal law regarding age discrimination
states that age may be taken into account if
it is necessary for a program to meet its
statutory objective. The OPTN’s statutory
objective of developing medical criteria for
equitable organ allocation is explained in
federal regulations governing the OPTN
(the OPTN Final Rule). The Final Rule re-
quires organ allocation policies to be based
on sound medical judgment, seek to
achieve the best use of donated organs,
avoid wasting organs, and promote effi-
cient organ placement. LYFT is designed
to meet these requirements. In assessing al-
location policies, the Final Rule requires
the OPTN to provide data regarding life-
years as well as patient and graft survival.
LYFT is consistent with this requirement.
Additionally, the committee is considering
a new method of matching donor and re-
cipient risks as a way of achieving both

utility and justice i.e. using a metric of a
continuum of donor quality and then
matching of donor quality and recipient
risk/benefit so that a young kidney does
not go into an old recipient.

Equity (and thus time waiting) will not be
abandoned or discarded with a policy pure-
ly based on LYFT - otherwise age dis-
crimination would seem inevitable.

There will not be a sense of hopelessness
for those on the list, older aged patients
will still be able to receive transplants be-
cause LYFT will not be either the sole or
dominant criterion of allocation.

The new system will help highly sensitized
patients, by preserving O MM sharing.
The new system will help B blood type pa-
tients by the allowance of A2/A2B into B
blood type recipients.

There will be an ongoing engagement of
the public and professionals to enable a
transparency regarding the components of
the proposed system and education of pa-
tients so that they fully understand the new
system.

att.: Workshop, Monday, April 2nd
3. Altruism, counselling and psychologi-

Recruiting a living kidney donor.
Experiences of recipients of
living and necro kidneys and
living donors

M. A. Sanner

Uppsala University, Dept. of Public Health
and Caring Sciences, Unit of Health Ser-
vices Research,Uppsala, Sweden

The aim of this study was to explore how
potential recipients of kidney transplants
were able to find themselves a living kid-
ney donor. As a part of two interview pro-
jects, 9 recipients of living kidneys, 11 re-
cipients of necro-kidneys and 39 related
living kidney donors, were asked about
their experiences and ideas about recruit-
ing a donor.

In the qualitative analysis I identified ac-

tivities and approaches of key actors which

were decisive or at least helpful in stimu-
lating a donor to step forward.

1) Nephrologists who instructed patients
how to inform their social network, or
who themselves informed relatives
about the possibility of living donation
or even asked them to donate.
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2) Patients who kept their relatives, friends
and work mates well informed about the
progress of their disease, their need of
future transplantation and the possibility
of living donation.

3) Frustrated family members who had
been ruled out by medical reasons.
These were mothers or wives of the pa-
tients. They contacted near relations,
such as cousins, in-laws, and aunts/un-
cles, and explored their attitude towards
donation.

Very few recipients had directly asked
someone for a transplant; those who did
seemed to sense beforechand that this per-
son was willing. A majority of the donors —
in a hypothetical situation — stated that they
would not ask anybody but just inform of
their need of a transplant.

The recipients of necro-kidneys expressed
hesitance or a clearly negative attitude to-
wards living donation. However, half of
them had at least one close relative tested
for blood group or were examined. These
relatives had finally been ruled out. The

ambivalent/negative attitude might mean
that with a happy solution of the donation
problem, suppressed anxiety regarding a
living donor was allowed to surface. On
the other hand, these recipients’ ambiva-
lence might have discouraged presumptive
donors to step forward.

Many interviewees told stories about rela-
tives who had not volunteered, being ‘ego-
istic, cowardly or callous’. The narratives
were often based on incomplete informa-
tion. These issues were not investigated by
the actors depending on the sensitive na-
ture of the topic and therefore lived on in
the family saga. These stories served to
strengthen the image of the real donor as
brave, altruistic and empathetic.
Conclusions: Nephrologists have an im-
portant task in stimulating patients to con-
tinuously inform their social network about
their situation and the possibility of living
donation. Most recipients feel resistance to
ask somebody directly for a transplant. An
intermediary might therefore be a better
strategy.

F. W. Albert, W. Land, E. Zwierlein (Hrsg.)
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