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 The Stanford Center for 
Biomedical Ethics (SCBE) contin-
ues to evolve, integrating into many 
facets of the Stanford community.

New faculty
A new faculty member, Dr. Julie Col-
lier, joined the SCBE this Fall.  She 
is co-chair of the Lucile Packard Chil-
drenʼs Hospital Ethics Committee.  
Her arrival at SCBE signifies the very 
substantial and growing involvement 
of SCBE in providing clinical ethics 
services to our local hospitals.          
   see profile, page 4

New Center of Excellence
In September, SCBE established a 
new Center of Excellence, through a 
grant awarded by the National Human 
Genome Reserach Institute.  Funding 

State of the Center
the establishment of a center is a new 
type of grant for the National Institue 
of Health and provides for collobo-
ration among over 30 faculty mem-
bers in a wide range of disciplines.                    
  see article, page 2
New film
Dr. Maren Grainger-Monsen pre-
miered her new film, Hold Your Breath 
at the annual American Society for 
Bioethics and Humanities October 5, 
2004.  The film continues to recieve 
awards and acclaim, as it changes 
and improves medical  curriculum.
  see article, page 3

New Publications
SCBE faculty lead national discussions 
on leading biomedical issues with their 
publications and research awards.
 see compliation, pages 5-6 



“These areas 
of genetic research 
are ripe for proac-
tive inquiry about 
how the research 

may affect society s̓ 
notions of idenity 

and how ideas about 
idenity shape genetic 

research.”

STANFORD TEAM SELECTED IN 
NIH CENTER FOR 
EXCELLENCE INITIATIVE
Dr. Mildred Cho heads the new Center for Integration of 
Research on Genetics and Ethics

 In a new grant initiative, the Na-
tional Institutes of Health founded four in-
terdisciplinary Centers for Excellence that 
will address the most important ethical, 
legal and social questions raised by recent 
advances in genetic and genomic research.  
This initiative is lead by the National Human 
Genome Research Institute, also receiving 
significant support from the US Depart-
ment of Energy and the National Institute 
of Child Health and Human Development.
 Stanford was joined by Case 
Western Reserve, Duke, and Uni-
versity of Washington in being se-
lected from a larger number of appli-
cants to be awarded the NHGRI grants.
 The Center for Excellence that 
was established at Stanford will be housed 
at the Stanford Center for Biomedical 
Ethics.  Named the Center for Integra-
tion of Research on Genetics and Ethics 
(CIRGE), the center was awarded a $3.9 
million, 5-year grant to test new models 
of deliberative, interactive processes that 
integrate ethical, legal, and social con-
siderations into the design and conduct 
of current and emerging genetic research.

 CIRGE will be lead by Dr. Mil-
dred Cho and a team of over 30 faculty 
in the fields of genetics, neuroscience, 
law, history, medicine, radiology, psy-
chiatry, anthropology, and philosophy.
 Dr. Cho said, “CIRGE will fo-
cus on the impact of behavioral and neu-
rogenetic research on human identity, 
which has begun to identify important 
genetic differences between individuals 
and groups that raises questions about 
individual, group, and species identity.”
 Researchers will work on ques-
tions raised by findings on the genetic 
basis of behavior that challenge beliefs 
about what determines individual per-
sonality, control over actions, moral 
agency, and what makes us human.  Dr 
Cho continued, “These areas of genetic 
research are ripe for proactive inquiry 
about how the research may affect soci-
etyʼs notions of identity and how ideas 
about identity shape genetic research.”
 CIRGE will achieve these 
goals by establishing a number of in-
novative programs that integrate ethical 
and social considerations into the earli-
est stages of genetic research design.
 First, the Program for Integrated 
ELSI Research (PIER) will identify and 
conduct research on ethical, legal and so-
cial issues raised by behavioral and neu-
rogenetics and the impact of the research 
on individual, group, and species identity.
 Second, the innovative Bench-
side Consultation Program (BCP) is be-
ing developed as a model for similar 
programs.  It will be a resource for ge-
netic researchers seeking real-time eth-
ics consultation to anticipate and develop 
policy guidance to address ethical, legal, 

or social issues that could arise from cur-
rent or future research that are not ad-
dressed by other institutional mechanisms.
 Finally, a Training and Education 
Program will train four postdoctoral schol-
ars in genetics research, and use the ethi-

cal issues identified by the other programs 
as the basis for producing educational ma-
tericals for genetic and ELSI researchers.
 The work done on these programs 
will produce issue briefs, interactive dia-
logs and public forums, web-based consul-
ation tools, documentary films, and schol-
arly publications.  Dr. Cho said, “CIRGE 
will serve as a national model for incorpo-
rating ethical, legal and societal consider-
ations into the design and conduct of cut-
ting-edge genetic research as it unfolds.”



‘HOLD YOUR BREATH’ DEBUTS 
AT ASBH ANNUAL MEETING

New film premiers, receives standing ovation

 A standing ovation at its ASBH 
premier, a scheduled PBS broadcast, in-
creasing matriculation into medical cur-
riculum—what is the best measure of Dr. 
Maren Grainger-Monsenʼs new filmʼs 
success?  The purposeful message of the 
recently premiered Hold Your Breath de-
livers not only to its intended medical au-
dience, but achieved its purpose 
with those immediately involved; 
Grainger-Monsen was satisfied 
that through watching the film, 
even the family of the patient 
began to see misunderstanding 
where they used to see mistake.
 “Hold Your Breath” 
expands the story of Mr. Ko-
chi, first introduced in Grainger-
Monsenʼs earlier film, World s̓ 
Apart, on his journey as a devout 
Muslim being treated for cancer 
in the western  medical system.
 The film uses verite style 
to convey the human face of both the im-
migrant family and the well intentioned 
practitioners.  Having access to the fam-
ily in their home and also at the clinics 
and hospitals meant the chance to tell 
this as the story of real people, which 
evoked a level of empathy not typical of 
scripted case films in medical education.
 Hold Your Breath raises the 
level of documentary film.  Grainger-
Monsen was very clear in her purpose—
she said, “I wanted to make tremendously 
beautiful, emotional character driven 
story lines involving medical ethics.”  
 To accomplish this, she followed 
a deceptively simple plan.  First, she 
found an issue—in this case, understand-
ing the impact of using a family member 
to interpret  on the outcome of health care.  

 Next was the challenge of find-
ing a story that exemplifies this issue with 
the nuances that a thoughtful examination 
of the issue would indicate.  With the ex-
periences of the Kochi family, Grainger-
Monsen said she was able to choose an 
exquisitely nuanced situation, because 
in navigating the system, no one, nei-

ther  Kochi nor his daughter who was 
acting as a translator, nor Kochiʼs doc-
tor, had done anything wrong.  It was a 
perfect example of how the system did 
not facilitate cross-cultural dialogue.
 After finding the right story, 
Grainger-Monsen captured months of Ko-
chiʼs life on film, following the story as it 
unfolded.  Next, she focused on the ardu-
ous task of culling a very complex story 
down to its essentials.  The edited story 
line was then transformed into Grainger-
Monsenʼs vision of what her documen-
tary could be by developing beautiful 
images of the patientʼs spiritual traditions 
and shooting them on 16mm film, which 
were then woven into the verite footage.  
 Grainger-Monsen said “This 
style allowed [the audience] to re-

flect; it gave them “breathing space.”
 The title of the film cites a scene 
in the hospital where Kochi is in an MRI 
machine with a mechanized voice chanting 
the instructions to “hold your breath.”  The 
theme of the film is captured in the subtext 
of the scene:  a concerned technician asks, 
“Is that even in the right language?”  In 

choosing this title, Grainger-Mon-
sen emphasizes this scene with its 
juxtaposition of the personal pa-
thos felt towards Kochi against the 
mechanized, computerized face 
into which the health care system 
has evolved.  The title also recalls 
the moment of diagnosis where any 
patient instinctively holds his breath 
as his doctor announces his fate.
 In creating a beauti-
ful film, Grainger-Monsen also 
had in mind solutions for the 
issues she was documenting.  
 She said, “We need to 

educate providers to see that disparities 
happen not because of racism, but because 
of a lack of understanding of how cultural 
or social background combine to make it 
difficult for the patient to adhere to the 
treatment.  They are often not adhering 
for reasons not visible to the health care 
provider.”  Using education to improve 
the system is not only for providers.  She 
would also like to see education for the pa-
tients so that they are empowered by under-
standing their rights and responsibilities.
 Even outside of the patient/
provider relationship, this film encour-
ages improvement.  Grainger-Mon-
sen hopes it will encourage public 
dialogue that will increase the use of in-
terpreters and also increase the number 
of ethnic and racial healthcare providers.



DR. JULIE COLLIER 
JOINS SCBE FACULTY

 Dr. Julie Collierʼs appointment 
to the faculty of the Center for Biomedi-
cal Ethics tries to capture in one position 
the work of a woman who has chaired 
the Lucile Packard Childrenʼs Hospital 
ethics committee since 1999 and runs 
her own private clinical practice.  It 
also indicates the growing clinical role 
of SCBE in the surrounding hospitals 
as Collier joins the ranks of Jose Mal-
donado, Clarence Braddock, Margaret 
Eaton, and David Magnus, who staff the 
ethics committee at Stanford Hospital.
 This is the first time for a re-
porting relationship between SCBE and 
the LPCH ethics committee.  Collier has 
been a member of the ethics committee 
for 8 years, her involvement stemming 
naturally from her work as a post-doc-
toral fellow at Stanford, then as a staff 
psychologist at LPCH where she worked 
with the pediatric consultation-liason 
service and the pediatric pain program.  
 Collier credited this foundation-
al experience as leading her to the work 
as Clinical Director of Pediatric Ethics.  
She said, “Working with families and 
with healthcare providers, I got a first had 
view of the human side of healthcare.”
 After four years 
on the committee, Col-
lier was approached by 
her now co-chair, Chris-
ty Sandborg MD, to offi-
cially lead the committee.
Sandborg said, “Julie 
has been pivotal to en-
hancing the committeeʼs 
approach to consulta-

tions and education.  Through refining 
a consensus building methodology and 
identifying systemic issues and oppor-
tunities, the committee has developed 
high levels of decision-making and is 
widely respected within the institution.”
 Collierʼs current focus is clini-
cal unit work.  She wants to create unit 
based rounding and multidisciplinary 
rounds.  This program will start with 
the pediatric ICU where the ethics com-
mittee will see a greatly expanded role.
 She recognizes the continuing 
role that the ethics committee will play in 
providing consultation in difficult situa-
tions, but she sees an increased role for the 
committee in addressing organizational 
ethics.  One facet of this work is advising 
hospital administration of difficult ethical 
dilemmas that arise, in part, from prob-
lematic policies or lack of clear guidelines 
about management of certain types of sit-
uations.  One project currently underway 
that grew out of this focus is the creation 
of a task-force to address the ethical issues 
arising from pediatric transplantation.
 In more general terms, Collier 
feels strongly that the committee has a vi-
tal role to play in helping the hospital make 

its decision processes clear and relatively 
transparent to staff, as well as patients and 
families.  Organizational ethical issues af-
fect all hospitals, but Collier stated that the 
application of organizational ethics would 
vary from institution to institution because 
each faces different forces and pressures.  
 She said, “Packard has been very 
successful and has undergone substantial 
growth.  But this has created new prob-
lems that the institution has not had to 
struggle with at these levels before.  Is-
sues related to allocation of scarce re-
sources are at the forefront.  One of the 
most troubling scarce resources is a 
lack of beds, so having clear guidelines 
about how to proceed when there are 
more patients than beds becomes vital.” 
 Collierʼs interest in biomedi-
cal ethics began early.  Collier recalls a 
course in medical ethics taken as an un-
dergraduate that stood out as helping 
concentrate her interest in working with 
health related issues.  
 She brings to the center not only 
her training and experience, but also her 
intent to be involved as a liason between 
staff researchers and the childrenʼs hospi-
tal, as she is able to facilitate cooperative 

work with a pediatric focus. 
 In her personal life, 
Collier stays busy as the 
mother of three children, 
Josh, 11, Sam, 9, and Mad-
eleine, 4.  She finds one of 
the most difficult, but satis-
fying challenges in her life  
balancing the demands of 
professional and family life.
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