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Realizing Our Mission 
Through ln terna tional Dialogue 

eaders may recall that 
following CHPE's conference R, n Alzheimer's Disease (AD) 

a year ago, CHPE members wanted 
a way to participate further in the 
thoughtful shaping of ethical health 
care practices and policies related to 
AD. Towards that end we planned a 
dialogue between United States and 
European scholars on the ethical 
challenges of AD, particularly in the 
area of palliative care interventions 
for this condition. Compelling 
reasons were the following: 

Clinicians, policy makers and 
ethicists on both sides of the 
Atlantic gradually are beginning 
to address challenges imposed on 
individuals, family members and 
society by the presence of AD; 
Philosophers, theologians and 
others gradually are rethinking 
such basic notions as dignity, 
personal identity and autonomy, 
in face of the symptoms of AD; 
Policymakers are finding 
themselves pressed to accommo- 
date financial and other social 
burdens of the condition; 
Many are beginning to voice the 
need for a better understanding 
of how "palliative care" can be 
harnessed to address effectively 
the troubling non-curative aspects 
of AD; and 
Finally, some large areas of overlap 
in the literature exist between 
European and US scholars while 

striking differences could hinder 
effective and necessary dialogue 
in the future. An analysis of 
their usefulness across national 
boundaries remains largely 
unexamined. 
To provide leadership in this 

emerging area, we contacted scholars 
whom we believed qualified to 
contribute expertise to a jolnt US- 
European exploration of the ethical 
foundations for palliative care in 
Alzheimer's Disease. Each prepared 
a draft manuscript in one of 
several areas: 
(1) ethical challenges related to the 

diagnosis and prognosis of AD; 
(2) challenges arising from 

major operative definitions 
of palliative care (including 
euthanasia as palliation); 

(3) key philosophical and theological 
concepts central to the under- 
standing of AD, including their 
implications for end-of-life 
decision-making; 

(4) serious issues of distributive 
justice occasioned by present 
social and policy trends with 
respect to AD; and 

(5) clinical and neuropathologic 
aspects as well as cutting-edge 
research on AD. 

Greenwall Foundation Support 
A great boost to the project came 

from a Greenwall Foundation, New 
York grant. It created the time and 

space so often lacking for sustained, 
intense exploration and dialogue 
on issues of great social significance. 
In late October, twenty-two scholars 
(half from the US, half from eight 
Western Eastern and Central 
European countries) convened for 
a three and a half day face-to-face 
exchange in Berg en Dal, The 
Netheriands, to 

synthesize relevant current US and 
European scholarship; 
uncover differences in US and 
European models/approaches; 
critically appraise basic philosophical/ 
theological concepts that undergird 
present initiatives; and 
propose ethical foundations that can 
be adopted in both US and European 
contexts. 
Details of planning and some 

highlights of that conference are 
conveyed throughout this issue in 
pictures and additional articles. 

Since from its inception we 
planned that our exploration would 
yield information to benefit others, 
the group is working on an edited 
book, publication of a list of Ethical 
Principles for Palliative Care in AD 
and a teaching module on the topic. 
Until publication of each we have 
embargoed the actual articles and 
documents but in future issues of 
FOCUS we will inform interested 
parties about how to obtain these 
resources. 

Ruth B. Purtilo, PhD 



The Berg en Dal Conference 

I n the Fall of 2001, some twenty- 
two scholars from eight different 
countries convened in the Dutch 

village of Berg en Dal. This "working 
conference" was part of an interna- 
tional research project on the ethical 
aspects of providing comfort care to 
persons with Alzheimer's disease (see 
the Director's Report, page 1). All of 
the Center's faculty members and 
two faculty associates participated, as 
well as our Programming and 
Community Relations Coordinator. 

Why did we go? 

In an era in which ever more 
knowledge is generated in laborato- 
ries and microchips, other methods of 
knowledge production are suspect. 
They aren't "hard" science - if 
"science" at all. Today, the word 
"science" is reserved for disciplines 
employing empirical and quantitative 
methods. By focusing on these 
methods, options for acquiring new 
knowledge are limited unnecessarily, 
Complementary methods, such as 
discourse, tend to be overlooked. 
Scientific publications and other 
formal communications among 
scientists serve largely to transfer 
existing knowledge, not to generate 
the new. The rapid succession of ten- 
minute presentations characterizing 
contemporary scientific conferences 
effectively squelches the creative 
power of discourse. Yet discourse can 
be very generative if allowed to occur. 

As is true of baking bread, one 
cannot simply blend a variety of 
ingredients and hope the mixture will 
begin to rise. One needs a recipe, the 
right ingredients in the right 
amounts, the proper manner of 
blending, an oven at the correct 
temperature and time for the dough 
to rise and bake. Likewise, chatter 
among scholars is not the same as 
scholarly discourse. But new 
knowledge does come about if one 
brings together a select group of 

Lcjt to r~ght. At*rt Gord~lii (Tlit. Nethrrlnnds), Frnnz ]o~cflllhardt (G~rnlniy) ,  Henk ten Hnve 
(The Nt~tl~rlands),  P~erre Boitfe (Frmce), Givz J ~ ~ v n s h v ~ I ~  (Republzc of Gmrgia), Xien Jnrissms (The 
Netherlnnds), Win1 De&rs (The Netherlnnds), Jos Welie (US), Dnvzd Bennahuin (US), Judith h e  
Kissrll (US), Roger Bruinback (US), Richard O'Rrien (US), Ruth Purtilo (US), Eugenijus Gefenns 
(Lithuania), Gunilln Nordenrain (Siveden), Linda Scheirfolr (US), Beth Frrrloity (US), IYin$-ed 
Ellenchild Pinch (US), Amy Hnddad (US). Not Pictured: Soren Holin (Noriiny O England), Pnfricio 
Reyes (US), Marcel Olde iikkerf (The Nefhlerlands). 

scholars with complementary 
disciplinary backgrounds, different 
nationalities and varying experiences, 
to engage in three and a half days of 
constructive analysis of draft papers, 
sustained dialogue about contentious 
issues and unstructured conversation 
about emerging ideas. 

How did we get there? 

Just as baking bread is not easy, 
even with the right ingredients, 
organizing a successful working 
conference poses significant organiza- 
tional challenges. In preparing for the 
conference we relied heavily on 
electroiuc media. We developed a 
website to allow participants to 
become better acquainted with one 
another. The site grew as abstracts 
and draft papers were added. The 
website also facilitated distribution of 
practical information about travel 
and meeting facilities. As the confer- 
ence drew closer, the frequency of 
emails between CHPE and our Dutch 
hosts about logistics increased to a 
record of eighteen daily exchanges. 

But no planning, careful as it may 
be, can prepare for the kind of 
unexpected disaster that struck on 
September 11,2001. The prospect of 

international travel suddenly gave all 
participants pause. We discussed the 
possibility of postponing or canceling 
the conference. Most felt there was 
no way to determinewhena more 
optimal time would be. In retrospect, 
The Netherlands was probably an 
ideal travel destination. All of us felt 
very safe and welcomed by our 
English-speaking Dutch hosts. 

Except for two people unable to 
attend due to illness, all arrived safely 
in Berg en Dal. Now that we could 
finally meet face-to-face, the focus 
turned to the tight agenda for three 
and a half, stimulating days. The 
work completed in preparation of the 
conference gave all a vested interest 
in moving the dialogue forward. And 
although some of the sessions were 
laborious, even exhausting, the group 
successfully managed to critically 
review all papers, lay the foundations 
for an educational module and reach 
agreement on the text of a formal 
Declaration of Ethical Principles. We 
ate, laughed and shared a relaxed 
evening in Nijmegen, hosted by our 
Dutch colleagues. The Berg en Dal 
conference was a true example of 
generative discourse. 

Jos R M. Welie, PhD and Helen Shew 



CH PE's International Perspectives 

T he European-US Dialogue 
on Alzheimer's Disease and 
palliative care was a highlight 

in our continuing effort to reflect 
international views in matters of health 
policy and ethics. This conference 
was one expression of a long-standing 
relationship and friendship we have 
had with Professor Henk ten Have, at 
the Catholic University of Nijmegen. 
In earlier years, even before he came 
as a CHPE Senior Visiting Fellow, 
Dr. ten Have visited the Center, and 
Ruth Purtilo visited the University 
of Nijmegen. 

contrasts strongly with the crisis-ridden 
healthcare system in the United States, 
casting long term care and caretaker 
issues in a very different light. 
While European nations give strong 
social support to these problems, 
those afflicted with diseases such as 
Alzheimer's and their caregivers 
struggle mightily with the financial 
burden of care. 

Readers are aware from earlier 
FOCUS that the Albert Schweitzer 
Institute and George Soros Open 
Society Foundation has tapped 
members of the Center to assist 
them in providing professional 

Our meeting at Berg En Dal was 
not only an occasion to enjoy and 
learn more about The Netherlands - 
its food, its beer, its art, its history and 
its people, but an opportunity for us 
to augment our insights into intema- 
tional bioethics matters. On the one 
hand, we share many viewpoints and 
issues with bioethicists from Western 
Europe, while some of these same 
problems take on a different perspec- 
tive with colleagues from Georgia and 
Lithuania. These nations are develop- 
ing not only new health and social 
support systems but new legal 
systems that affect such questions as 
competence to make decisions about 
health care. On the other hand, 
despite the many traditions that we 
share with Western Europeans, the 
strong social concern reflected in 
health policy in these countries 

ethics education in post-Soviet 
nations. This affiliation came about 
partially through the initiative of Dr. 
Bela Blasszauer, from Pecs, Hungary, 
who was a CHPE Senior Visiting 
Fellow in 1999. 

Other efforts at continuing our 
looking at international ethics 
questions include membership by 
two of our faculty in the European 
Society for the Philosophy of 
Medicine and Healthcare (ESPMH). 
They have maintained for us over 
the last six years an ongoing dialogue 
through the annual ESPMH confer- 
ence that is held in different eastern 
and western European cities. 

Other faculty have participated 
for several years in the International 
Bioethics Retreat sponsored by Loyola 
University, Chicago; and last year two 
faculty attended the International 

Bioethics Association meeting in 
London. Jos Welie also is a founding 
member and secretariat of the 
International Dental Ethics and 
Law Society; established to foster an 
international dialogue guiding the 
multidisciplinary practice of oral 
health. This organization addresses 
the relationship between oral care, 
ethics, law and related disciplines 
such as philosophy, the humanities 
and the social sciences. 

Our experience at Berg en Dal has 
been an encouragement to all of us 
and a testimony that this kind of 
discussion can unite us more closely 
around these important clinical ethics 
and health policy issues. 

Judith Lee Kissell, PhD 

mourn uzunes inonasre wrw uwu 
following complications of a hip 
replacement. We remember him as 
a ~rirne mover in the Health Future 
~oundation and as a vocal and 
highly effective advocate of CHPE. 
We recall with gratitude that he 
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of our Anrtiversary Conference in 
1997. For him the idea of sewing in 
this role was to spend many many 
hours behind the scenes, making 
things happen. But he wanted no ---. - t - .  > L l 2  - I - > - -  cca1 -.-L-- pan or puvnc acculauw. xu, wnen 
it was a great success he smiled 
like a proud father. 

Charles Monasee remains with 
us today - we may not see him but 
we feel hi. He is with us in what . *. 
he gave us, what he taught us, now 
he affected bur lives and the lives 
of many who never knew his naine, 
his face or his person. Those of us 
whn h n w  him nnd Inwe him will ..a. u ...a w.. .->. .-. - .--. .--- 
have him always, this happy man, 
this bright svirit, who brought and 
mntin& &bring happine& and 
joy wherever he was, to whomwer 
he touched. 



Clinical Ethics Session 
Drug Recalls: Wkose Duty is it 
to Warn? 
Moderator: Amy Haddad, PhD 
Presenter: Alan H. Heaton, Pharm D 
Prime Therapeutics, Inc. 
Co-sponsored with Creighton 
University Department of Medicine 
and Creighton University School of 
Pharmacy and Allied Health 
Professions 
Wednesday, March 27,2002 
12:00 - 1:00 pm 
Morrison Seminar Room, 
Saint Joseph Hospital 

Roundtables 
Genefic Engineering and the Ethics of 
Posthumanism: Beyond Health, 
Enhancement, and Humanity 
Presenter: Jerold J. Abrams, PhD 
Department of Philosophy 
Wednesday, March 27,2002 
3:30 - 4:30 pm 
CHPE, Conference Room 

Ethics after Freud 
Presenter: Thomas Svolos, MD 
Department of Psychiatry 
Wednesday, April 24,2002 
3:30 - 430 pm 
CHPE, Conference Room 

13th Annual Women and 
Health Lecture 
Speaker: Steven R. Sabat, PhD 
Department of Psychology, 
Georgetown University 
Topic: In Praise of Enduring Relationships 
witk lJeople with Alzheimer's Disease 
Wednesday, September 4,2002 
7:00 - 9:00 pm 
Reception 630 - 7:00 pm 
Creighton University 
Skutt Student Center Ballroom 
All above events: Free and open to 
the public 

VISIT US ONLINE @: 
http://chpe.creighton.edu 

5th International Congress on 
Dental Law and Ethics 
July 31 - August 3,2003 
Creighton University 
Co-sponsored by the International 
Dental Ethics and Law Society 
(IDEALS), CHPE and CU School 
of Dentistry 
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